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Assessing AIDS/HIV prevention:
What do we know in Europe?

Primary prevention programmes
for HIV/AIDS have been imple-
mented in most countries. Broadly
speaking, these programs are oper-
ating at three levels of interven-
tion:

— Nation-wide campaigns directed
at the population as a whole: Most
of these are multiphase campaigns
aimed at providing information
about HIV transmission and pro-
tective behaviour. They use the

various mass media as channels
and are directed mainly at modify-
ing sexual behaviour.

— Community-based interventions
aimed at various target populations:
These populations will have been
selected because of their high risk
of infection (gay men and prosti-
tutes) and because their members
are difficult to reach (intravenous
drug users).

— Individual counselling, often
supported by public funds or large

non-governmental
but also conducted by health pro-
fessionals or community leaders in
their day-to-day work.

organizations,

In terms of human resources and
financial support, major efforts
have gone into developing and
implementing these preventive
programmes. In most countries,
however, less energy has been put
into the evaluation of these cam-
paigns. Yet it cannot be claimed
that evaluation of AIDS/HIV cam-
paigns is a new challenge in terms
of methodology — standard meth-
ods exist which have been devel-
oped over twenty years and are
used in other fields of prevention.
Assessment of a prevention pro-
gramme includes the three main
steps:

— During the development of the
intervention programme, a short-
term assessment is made to check
on the feasibility of planned pre-
vention programmes and/or pro-
vide for rapid feed-back to the
promoters of the programme so
that they can make any necessary
adjustments to the messages de-
livered by the campaign. This kind
of evaluation, which is sometimes
designated a formative evaluation,
is carried out to inform and to
guide the most effective initiatives,
which are, typically, undertaken by
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advertising agencies, it is already
a regular feature of most existing
campaigns.

~ The second type of evaluation is
typically performed during the
intervention and is focused mainly
on the way the programme is
actually functioning. This process
evaluation therefore tends to be
concerned with questions regard-
ing the types of preventive service
actually delivered during the pro-
gramme (e.g., number of condoms
or syringes distributed or sold) and
the proportion of the population
actually covered by the interven-
tion.

— The third type of evaluation is
concerned with the impact of the
intervention, and endeavours to
answer the very basic question of
whether the intervention makes
any difference. This outcome eva-
luation is a major part of the
evaluation process, but, since it
necessarily presupposes the full
development of the preventive
programme, it comes relatively
late. Although HIV seropreva-
lence is the “final” outcome indi-
cator of any preventive programme
in this field, it is, as an indicator,
both too general and too distant.
Intermediate and surrogate out-
come indicators have therefore
been developed. These are aimed
mainly at collecting information on
knowledge, risk behaviour and
protective behaviour.

Although the application of this
evaluation framework and related
methods to the field of HIV/AIDS
prevention has revealed substan-
tial problems. Experience in sever-
al countries however shows that
assessment of HIV/AIDS preven-
tion can be carried out successfully
if carefully planned and adequately
funded*->.

Recognizing the crucial impor-
tance of evaluation for optimiz-
ing the current preventive pro-
grammes, helping to enhance the
success of future initiatives, char-
acterizing the actual process of
intervention and for identifying all
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possible impacts of prevention, the
EC working party on AIDS ap-
proved in 1988 a concerted action
coordinated by the Institute for
Social Preventive Medicine, Uni-
versity of Lausanne® It began at
the end of 1989 and was completed
in 1992.

The aim of this concerted action
was to bring together researchers
who are active in this assessment
field, make an initial appraisal of
the results of AIDS prevention
efforts in various population
groups in Europe and develop an
assessment methodology. Five
areas of study were selected for the
CA:

— the population as
(“general population™),
— men who have sexual relations
with other men,

- intravenous drug users,

— migrant populations,

— monitoring of sexually transmit-
ted diseases (STDs) to determine
changes in behaviour.

a whole

For each of these areas, a working
group composed of the leading
researchers in the field in Europe
was constituted and commissioned
by the project administration and
coordination team to collate and
analyse data on prevention efforts
and their assessment in different
countries of Europe (mainly EC
and COST countries).

This review presents the main
results from the groups responsible
in each area of the concerted action
(see also Wellings, Pollak, Rezza
et al.,, Haour, Renton et al. in this
issue). A number of general conclu-
sions from the results of this con-
certed action will be then drawn.

General population

The aim of this group was to criti-
cally appraise public education
campaigns on AIDS in different
countries and the methods used in
evaluating the course and outcome
of these campaigns. The purpose of

this was to identify possible factors
associated with efficacy, and there-
by provide guidelines for future
initiatives. The specific objectives
were as follows:

— collect available epidemiological
data on AIDS and HIV infection;
~ summarize the political and cul-
tural context in which prevention
campaign initiatives had taken
place;

— collect relevant details of preven-
tion campaigns, including informa-
tion on target groups, methods
used (mass media, counselling,
etc.), agency employed (communi-
cation experts, health care profes-
sionals, etc.), setting (schools,
workplace, etc.), content (mes-
sages);

— identify the chief agencies initi-
ating and involved in prevention
campaigns;

— identify the research methods
used in the evaluation, together
with the scale, scope and budget
allocated to such initiatives;

— identify the findings of evaluative
research in relation to public res-
ponse to AIDS education.

Though the available data did not
allow answers to be provided to all
the questions asked, some general
conclusions can nonetheless be
drawn’.

Virtually all European countries
have launched prevention cam-
paigns aimed at the population as a
whole. These campaigns differ con-
siderably with regard to time of
launch, scale, frequency, the tone
employed and the messages put
across. In particular, certain coun-
tries (e.g. Denmark, Switzerland)
have unreservedly adopted a strat-
egy that is clearly addressed at the
population as a whole, reasoning
that AIDS concerns everybody.
Other countries (e.g. Sweden, UK)
have been more reluctant to adopt
such an approach and have devel-
oped campaigns targetting specific
segments of the population.
Likewise, the forms of the inter-
vention vary from country to coun-



try, e.g. media campaigns, deploy-
ment of multipliers able to transmit
prevention messages within spe-
cific groups (e.g. social workers
teachers, community leaders), a
more personal approach to preven-
tion (through the intermediary of
more privileged interlocutors such
as parents and the medical pro-
fession). Some countries insist
on carrying out organized, well-
thought-out centralized campaigns
while for other prevention is the
sum of multiple, more or less co-
ordinated, initiatives.

The content of the preventive mes-
sages and the tone employed in
speaking of prevention also vary
considerably (use of emotion, focus
on life or death, positive or neg-
ative approach to sexuality, etc.). In
some countries, a very pragmatic
approach was adopted from the
very beginning (e.g., encouraging
the use of condoms: Switzerland,
Denmark). Other countries have
proceeded gradually (speaking
first of all about the danger of
AIDS or the need to take steps
to avoid it, and, in a subsequent
phase, presenting the means by
which protection is afforded:
France, UK).

The pattern of development and
the actual size of the epidemic
(occurrence of first cases, preva-
lence) did not played a major role
in the setting up of general pre-
vention campaigns. As Wellings
shows, it is rather the social, poli-
tical and institutional contexts
which have had a profound impact
on the way in which the different
countries confront the problem of
AIDS.

Despite these difference in the
approach to prevention, rather
similar developments have been
observed everywhere (or at least
wherever such data have been
collected):

Knowledge of AIDS

A satisfactory level of knowledge
concerning the main routes of

transmission was achieved at an
early stage. Some gaps in people’s
knowledge still exist, particularly
with regard to the degree of risk
associated with blood transfusions,
kissing and certain kinds of social
contact. Nevertheless, it is difficult
to interpret the data on incorrect
knowledge since they generally
require subtle distinctions to be
drawn in the evaluation of risk
(measurable risk within a group,
“theoretical” risk not confirmed by
observation [kissing], existing but
extremely slight risk virtually irr-
elevant for public health in compa-
rison with other forms of risk
[transfusion in a country which
warns and tests blood donors]). As
a rule, these distinctions cannot be
drawn in the context of a standard
questionnaire.

Differences in knowledge which
are apparent within a given popula-
tion and which reveal variations in
the information received are of
greater interest, and such varia-
tions have been respectively ob-
served (e.g. lower levels of know-
ledge in economically disadvan-
taged or marginalized groups).
Measurable consequences (e.g.
ostracism of HIV-positive persons)
of irrational fears attributable to
insufficient knowledge have also
been observed. Non-discrimina-
tory behaviour appears to be corre-
lated with awareness of high-risk
behaviour, means of protection,
and risk-free situations.

Behaviour

Despite differences in the ap-
proaches adopted, there is evi-
dence to suggest that the behaviour
of the population as a whole is be-
ginning to change. For the mo-
ment, however, this evidence is
limited.

It is difficult to make rigorous com-
parisons between countries be-
cause each one makes use of differ-
ent indicators of behavioural chan-
ges. However, identical trends can
be discerned in a number of coun-

tries (e. g., UK, Switzerland, Nether-
lands):

- Reported condom use increased
between 1986-1987 and 1989-
1990, particularly at the beginning
of the period.

— This increase in condom use has
been more marked in populations
readily exposed to a potential risk
of infection (frequent change of
sexual partner, young people). In
other words, there is an increase in
appropriate use of condom.

— In certain countries, this increase
in reported condom use may be
correlated with an increase in the
sale of condoms. This correlation,
together with the similarity of the
results stemming from different
countries, suggests that these data
can be considered valid.

— Other strategies aimed at reduc-
ing the risk of infection have been
instituted simultaneously, such as
reducing the number of sexual
partners, having fewer but longer-
lasting relationships, monogamy.

Some general points may be made
about methodology:

— it is both feasible and acceptable
to ask direct questions about sexual
behaviour in the population as a
whole. Different methods can be
used (face-to-face questioning,
telephone interviews). In addition,
analysis of the trends based on
indicators of behaviour makes it
possible to demonstrate develop-
ments which cannot be picked up
by questioning people about their
intention to make changes in
sexual behaviour or such changes
themselves.

— In oder to detect changes in the
general population, large samples
are necessary since the need to
change behaviour (start using con-
doms, for instance) does not con-
cern the majority of people if the
reference period is short.

— The indicators usually selected
often concern “typical” situations
which are obviously associated
with condom use and whose com-
mon denominator is either short-
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ness of relationships or frequent
change of partner. Other, less
“typical” but more common, po-
tentially at risk situations such as a
succession of stable, monogamous
relationships, are more difficult
to investigate in surveys, posing
great difficulties of formulation
and requiring an approach of a
more qualitative nature.

~ The data currently available and
the difficulty of comparing dif-
ferent countries do not permit
any conclusions to be drawn about
a causal link between the intensity
of the campaigns, the form they
take, and reported changes in
behaviour.

Homosexual and bisexual men

The major aims of this working
group were to bring together a net-
work of researchers working on
AIDS prevention and evaluation
of AIDS prevention among men
who have sexual relations with
men.

This group collected available data
on®

— Specific prevention campaigns
aimed at homosexuals in different
European countries.

— Studies conducted (with or with-
out evaluative aims) among homo-
sexuals using indicators such as life
style, sexual habits, prevention
behaviour, knowledge of and at-
titudes towards AIDS and preven-
tion, etc.

— Data on the prevalence of HIV
infection and AIDS for this section
of the population.

— The risks (real or presumed) of
stigmatization of the group by the
population in general, the authori-
ties, institutions, etc.

Analysis of the data collected have
addressed the following questions:

— To what extent are prevention
policies within the homosexual
population in European countries
comparable?
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— What are the principal problems
encountered during the campaigns
and what are the main deficiencies
observed? Are there sections of the
population that are less affected
(or concerned) by prevention cam-
paigns? Do reactions of social stig-
matization against homosexuals
exist or, on the contrary, are there
reactions of solidarity and group
cohesion?

— Are there indications that AIDS
prevention programmes had an
effect on the behaviour of homo-
sexuals? Can such changes be ob-
served in all European countries or
only in some? If differences exist,
to what may one attribute them?
Are there any arguments in favour
of a causal relationship between
prevention efforts undertaken and
results obtained? What are the
main problems mentioned by the
people studied concerning the
acquisition of protective behav-
iour, and inversely, what elements
favour the adoption and continua-
tion of protective behaviour?

— What research is needed to eval-
uate the effectiveness of protection
among homosexuals?

Prevention aimed at,homosexuals
differs from that aimed at all other
population groups by the fact that,
everywhere in Europe, homosex-
uals have been the initiators and
principal protagonists in preven-
tion activities. This undoubtedly
explains why the main motor of
efforts to ensure prevention has
not been the spread of the epid-
emic but the ability to react to it as
a community. A number of social
factors have therefore been the key
determinants: level of organization
in the community, ability of the
representatives of the community
to achieve recognition and to
establish links with the health
system, open-mindedness con-
cerning homosexuality, existence
of a health system which has expe-
rience in the prevention field.

Differences in the speed and scale
of the response to the epidemic can

Despite

be understood in the light of the
features described above. In Euro-
pe, the type of preventive steps
taken, the channels used and the
messages communicated have not
been uniform despite the existence
of a network of communication
within the homosexual community.
As far as the messages put across
are concerned, in some countries
the stress was put on avoidance
of anal intercourse (with the risk
that such advice might prove
“untenable” in long term because
of the radical change in sexual
habits it requires). Other countries
have — in more pragmatic fashion —
stressed the use of condoms.

these difference, the
following constants have been
noted after taking into account 14
European countries (in 1990) in
which studies (evaluative or not)
have been carried out among
homosexual and bisexual men:

— A high level of information and
awareness was achieved at an early
stage, i.e. toward the mid-1980s. It
should nevertheless be noted that
the information has been dissemi-
nated in centrifugal fashion: from
urban centres with well organized
and integrated homosexual com-
munities towards the periphery
with its more discreet, even con-
cealed, homosexual lifestyles.

— Changes in sexual behaviour
have taken longer to become estab-
lished. Nevertheless, by the end of
the 1980s, the majority of homo-
sexuals were not exposing them-
selves to the risk of infection with
HIV.

— Combinations of strategies have
been applied by individuals (use of
condoms, or prevention strategies
such as reducing the number of
partners, avoiding penetration,
etc.). Countries differ with regard
to the frequency and type of pre-
ventive behaviour adopted (avoid-
ance of penetration as opposed to
use of condoms). Because of dispa-
rities in the way the data are col-
lected, however, it is not at present



possible to state that the observed
differences in protection between
countries are attributable to differ-
ences in prevention policies rather
than to methodological bias. A
European study (a direct out-
growth of the activities of the
working group) which is expected
provide at least part of the answer
to this question is currently in prog-
ress. This behavioural study uses
the same “core” questionnaire in 8
countries.

— In countries in which it is possi-
ble to compare recent behavioural
data with those collected either
before the AIDS epidemic or in the
mid-1980s, the trend towards pre-
ventive behaviour is evident, parti-
cularly between 1985 and 1987.
From 1988-1989 on, the growth in
the protection rate slowed down
and has now stabilized at a level
that is still less than optimal and
perhaps even insufficient to check
the spread of the epidemic, in view
of the high prevalence of HIV
infection in this population group.
- It is evident from a number of
studies that the issue of long-term
adherence to preventive behaviour
is crucial, and that the exceptions
to such behaviour, the “accidents”
(e.g., tearing of condoms), or even
the resumption of high-risk behav-
iour, are a reality whose impact on
the development of the epidemic is
difficult to measure. Longer-term
studies are required. In several
countries, nevertheless, the rate of
seropositivity among the subjects
questioned has not increased
despite the increase in the numbers
tested.

Currently, the main problem is the
fragility of the progress made in the
maintenance of protective behav-
iour just as much as in the conti-
nuation of preventive activities, be
they information campaigns or
more day-to-day activities such
as individual counselling and
listening, Conceding the difficulties
of long-term action in the endemic
situation does not mean that pre-

vention has failed but simply that it
takes time and that the success
rate, as in all other fields of preven-
tion (and human endeavour), will
never be 100%. Nevertheless, this
misunderstanding occurs, particu-
larly among people for whom a
degree of “temporary opening up”
to the realities of homosexuality
was felt to be justified only by the
urgency of the situation. In future,
therefore, it may become more dif-
ficult to mobilize resources for pre-
vention among poorly accepted
minorities such as homosexuals
and to keep an “open-minded” and
nonstigmatizing dialogue going on
sexuality, which in particular takes
into account the realities of homo-
sexuality in the adolescent and
young adult.

Many questions have been insuffi-
ciently investigated or given too

little weight by the promoters of

prevention campaigns:

— Too little is known about what
some authors refer to as individual
risk management. Above all, it has
been the subject of too few inves-
tigations. The subtle personal
adjustments to situations which
take account not only of the sexual
but also the emotional aspect of
relationships and of the experience
of seropositivity are unsuitable for
evaluation in terms of indicators.
There is therefore a lack of repe-
ated qualitative studies of the in-
dividual’s deeper adjustment to the
realities of AIDS.

— Stigmatization at the individual
and group levels, and discrimina-
tion, are aspects that have still not
been sufficiently investigated and
itemized (this applies particularly
to political measures, decisions in
the field of insurance and of social
and human rights).

Intravenous drug users (IDUs)
The aim of this group was to assess

the extent to which the implemen-
tation level of the prevention strat-

egies have determined behavioural
changes and/or modification in
HIV trends in IDUs, and to ana-
lyse the different experience gain-
ed in the European Community in
order or identify problems encoun-
tered and lessons learned during
the implementation of the inter-
ventions. In particular, it was ex-
pected that the group should be
able to answer the following ques-
tions after analysis of available
datalo:

- Are the prevention policies
(both national campaigns and local
intervention programmes) within
the drug-injecting population in
EC/COST countries comparable,
and what are the best indicators for
evaluating the effectiveness of pre-
vention efforts?

— What are the main problems
(political, financial, etc.) encoun-
tered and deficiencies observed
during the campaigns/interven-
tions?

— Is there any evidence that pre-
vention of AIDS has had an effect
on the behaviour of intravenous
drug users, and is there any eviden-
ce of the effectiveness of specific
prevention approaches? If differ-
ences exist, to what may they be
attributed? '

The task assigned to the IDUs
group therefore depended to a
large extent on obtaining data on
the evaluation of prevention
programmes aimed at IDUs as a
process. In view of the extreme
diversity of the possible ap-
proaches to drug addiction, even
before the advent of AIDS, it was
important to procure information
on the establishment of AIDS
prevention programmes, i.e., to
ascertain the significance of harm
minimization, the conditions under
which the programmes have been
set up, the degree of acceptance or
resistance encountered on the part
of the political and health authori-
ties and the public.

The first observation is that such
information is often lacking, and
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that the processes involved in sett-
ing up the programmes are often
poorly documented and belong to
a grey zone in the literature. The
programmes pertaining to risk
reduction (harm minimization)
appear to vary greatly; they are
shaped considerably by local char-
acteristics (so they are small in
scale) and there is an element of
chaos in the way in which they are
set up. Because opinion is often
strongly polarized on them, they
are also continually being called
into question, which puts their con-
tinued existence at risk. The pro-
grammes which involve street-
work (outreach work) or which
offer services close to the “scene”
(premises for injection) have to
operate in very difficult circum-
stances, not only because of the
nature of their target populations
but also because they are subject to
particular types of pressure. They
sometimes have to continuously
justify their existence and they lack
any safeguards (political and fi-
nancial) that the work they have
started can be further pursued, all
of which are obstacles to taking a
long-term view.

The following conclusions can be
drawn regarding the impact of the
prevention programmes:

— In the European countries, pre-
vention through provision of sterile
injection equipment has taken a
lead over prevention by steriliza-
tion of the material and has been
developed either by using regular
channels (pharmacies, treatment
centres) or by creating new ones
(needle-exchange programmes). In
contrast, less effort has been put
into preventing sexual HIV trans-
mission, an aspect that must be
upgraded in this population group.
— Most drug users take advantage
of the measures to prevent infec-
tion by the iv. route (injection
equipment, safe premises for in-
jecting). They are therefore acces-
sible to prevention measures and
are aware of the AIDS risk to
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which they are exposed. Studies
based on behavioural data show
that the use of sterile syringes has
been adopted more rapidly and
widely than that of condoms. How-
ever, comparable results obtained
in a number of studies indicate that
drug users have also started to
adjust their sexual behaviour (use
of condoms). Such preventive be-
haviour is more frequently men-
tioned by seropositive subjects.

— The HIV infection rate among
drug users has fallen in several
European cities. At the same time,
the fears associated with the pro-
vision of injection material, e.g.
increase in the number of new drug
users, have not materialised.

- More (serological) tests for HIV
infection have been carried out
among drug users (and, for that
matter, at the local level) than
among homosexuals. Conversely,
more behavioural studies (usually
at the national level) have been
performed among homosexuals
than among drug users; data on the
sexual behaviour of the latter
group are still scanty and, in parti-
cular, insufficiently correlated with
the findings of the serological stu-
dies. It is possible that drug users
have tended to be considered as a
captive population, irresponsible,
unreliable in its responses and less
likely to claim the right not to take
the test. It is to be hoped that
appropriate counselling and fol-
low-up were systematically provid-
ed.

To conclude the review of this par-
ticular group, the widest possible
dissemination of information is
required, and particular efforts will
still have to be made to initiate
international, multicentre studies
(particularly studies focused on
behavioural aspects) which will go
beyond the local studies hitherto
undertaken. These epidemiologi-
cal studies of behaviour must in-
clude information on the character
of the drug scene, local drug-taking
habits and the services offered.

Migrants

The decision to include a working
group on migrants in the CA was
based on the fact that migration
and the existence of quite substan-
tial sections of the population of
foreign origin, integrated to vary-
ing degrees, are an important phe-
nomenon in European countries.
Among the various aspects of
migration, immigration (recent and
less recent) is the one on which
data have been collected. The con-
cept of “migrant” ultimately se-
lected therefore refers to persons
living in a country other than their
country of origin .

This group was formed to study
the following questions: Given the
existence of problems such as
uprooting, cultural differences, ob-
stacles to keeping families togeth-
er, etc., are migrants or members
of ethnic minorities potentially ex-
posed to the risk of HIV infection?
This risk could be associated with
the following:

— difficulty of access to informa-
tion and care,

~ difficulty in understanding pre-
vention messages and of adapting
these messages to the realities of
their own lives (for instance, differ-
ent approaches to sexuality and to
relations between the sexes),

- a particular life-situation (e.g.,
forced celibacy due to being sepa-
rated from the family may result in
casual sexual relationships),

- difficult financial and social
situation (which, for instance, pro-
motes clandestine prostitution,
drug abuse, etc.).

The group was set up with the
following major aims:

~ to collect data on AIDS-related
knowledge, attitudes and behav-
iour and on HIV/AIDS preven-
tion programmes directed at mi-
grants or travellers at national,
regional and local levels in Euro-
pean countries (including the
description of problems encoun-
tered).



— to establish a network among
officials and professionals working
in the field of migration and
HIV/AIDS.

— to propose guidelines and
recommendations for preventive
action among the most important
migrant groups or target groups of
travellers, including proposals for
future collaborative studies in
Europe.

The rationale of the measures and
programmes aimed specifically at
migrants appears to have varied.
They range from integration (i.e.
ensuring that information and care
are accessible to all), selection
(checking of all or part of the
migrant population immediately
on arrival in the country in order to
“protect” the indigenous popula-
tion), and categorization (conside-
ration of all or part of the migrant
population as being inherently “at
risk”).

In the information field, most
European countries have prepared
information material or taken
special measures aimed at mi-
grants. The nature of these pro-
grammes varies considerably: some
are organized by the government,
some by non-governmental agen-
cies and others by the migrant
populations  themselves. They
show great diversity of both form
and content, and, at the very least,
include translations of the informa-
tion material (at feast in the early
stages when the epidemic was rec-
ognized as such) or social-cultural
adaptation of the material and of
the channels selected for its disse-
mination. The biggest and earliest
efforts have made by the countries
of Northern Europe, which have
long-established immigrant popu-
lations.

Evaluation in this field is still in the
teething stage, often because of
lack of funding. One of the CA’s
main achievements has been to
stimulate the development of pre-
vention projects which will have a
better chance of being evaluated.

Two points have been given parti-
cular attention within the group'":

— In view of the difficulties asso-
ciated with defining numerators
and denominators, epidemiological
data on incidence or prevalence of
AIDS or HIV infection in popula-
tions of “foreigners” are very diffi-
cult to interpret and, in particular,
to compare with those concerning
the “native” population or those
stemming from other countries.
For the numerator, it is primarily
the quality of the report that mat-
ters (countries may vary as a result
of differences in screening policies
or in availability of care or differ-
ences within the country between
migrant and the indigenous popu-
lation). The denominator problems
are even more important since the
definition of “foreigner” — for quite
diverse practical reasons to do with
assimilation and naturalization —
varies very greatly from country to
country. The criterion of “belong-
ing to an ethnic minority” that is
sometimes used is also unsatisfac-

tory for it does not take account of

the existence of several genera-
tions of migrants with varying
degrees of integration.

— The problem of group stigma-
tization and discrimination against
a backdrop of growing xenophobia
in a large number of countries con-
fers an element of “gravity” on
any research concerning migrants,
which calls for a prudent approach
and a high level of communication
between researchers and the popu-
lation being investigated.

Use of epidemiological data on
(STD) for monitoring the
effectiveness of AIDS prevention
programmes

The aim of this working group
was:

— to consider if it is relevant to use
data on STD surveillance to assess
AIDS prevention programmes.

— to consider (if relevant) how sur-
veillance of STD in EC/COST

countries could be strengthened so
as to monitor change in sexual

behaviour and/or HIV sexual

transmission.

When a fall in the incidence of
sexually transmitted diseases (par-
ticularly syphilis and gonorrhea) in
males was registered in several
countries in the late 1980s, it was
evident that the fall was due to a
reduction in high-risk behaviour
among homosexual men aimed at
avoiding HIV infection. By ex-
tension, there was a temptation
to draw a parallel between any
change in the incidence of STD and
the incidence of HIV infection. In
the same period, however, the inci-
dence of other STD (HSV, HPV)
was on the increase?,

Renton and Whitaker®® reviewed
the relevant literature to investi-
gate the theoretical and empirical
basis for using STD incidence as
a direct indicator of HIV transmis-
sion. In particular, they tried to
establish which disease(s) was
(were) suitable for this purpose.
They concluded that the nature of
the classic STDs was too different
from that of AIDS to be appropri-
ate candidates. They do, however,
consider that the epidemiology of
sexually transmitted diseases is
very useful as an indirect indicator
that is linked more to sexual behav-
iour. They proposed that research
should be directed towards achiev-
ing a better understanding of the
relation between the incidence of
STD and any change in sexual be-
haviour (e.g. establishing which
disease is the most sensitive indi-
cator of change in sexual behav-
iour within a particular popula-
tion group and what the-limits are
to any interpretation of such a
change).

The final report of this group also
provided a description and an anal-
ysis of existing STD surveillance
systems and relevant data coming
from these systems, as well as
guidelines for establishing or
strengthening STD surveillance in
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order to make it appropriate for
assessment of sexual behaviour of
individuals secking treatment of a
sexually transmitted disease.

Evaluation problems

The need to evaluate AIDS pre-
vention strategies and the specific
measures taken has been generally
recognized '“*and methodological
criteria have been proposed! 1.
However, though the classic eval-
uation methods employing control
groups have been used for evaluat-
ing specific measures, it has not
been possible to apply these
methods to the evaluation of pro-
grammes aimed at large population
groups with poorly definable limits
(drug abusers, for instance) or to
the evaluation of national action
strategies. The main obstacle was
that it was felt impossible to de-
prive whole population groups of
information regarding a major epi-
demic. Furthermore, as in other
primary preventive campaigns
based on information, it is difficult
to avoid the problems of contami-
nation of the data of one pro-
gramme by that of others, given
the multiplicity and overlapping of
the different sources of informa-
tion.

This problem makes it also difficult
to estimate the causality relation-
ship even in evaluation using con-
trol groups. Cross-border compari-
sons encounter the same difficul-
ties. Europe does not offer the con-
dition of a “natural” experiment:
all countries have undertaken pre-
vention activities. Their form and
intensity have certainly differed,
but the available data are currently
insufficient to provide a set of pro-
cess variables and, more particular-
ly, variables that will make it pos-
sible to describe the environment
(cultural, political, social and
health-related) in which the
preventive measures have been
applied ** %, Therefore a strict com-
parative evaluation of the strate-
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gies is not (yet) feasible. However,
it is possible to pinpoint elements
in the response to the question
“Does prevention yield positive
results?” On the other hand, the
fact that evaluation activities have
been unequally distributed intro-
duces an element of bias into the
information. It can be assumed that
evaluation activities have been
proportional to the intensity of the
prevention efforts and will reflect
the degree of priority given to
AIDS by the different countries
concerned.

Through cross-border comparison
of data deriving from studies which
employ differing methods in order
to investigate common areas (par-
ticular population groups), how-
ever, convergence has been seen at
certain levels and the development
of common evaluation instruments
has been stimulated. Such compari-

- son has shown that the use of com-

plementary approaches (employ-
ment of qualitative and quantita-
tive methods, combination of eval-
uation of both the process and the
outcome, for instance) was a valu-
able contribution to the interpreta-
tion of results at the national and
international level and represented
a novel response to the problem
of the difficult of using experi-
mental methods. Finally, it showed
that different evaluation strategies
could be used to obtain the re-
levant information for arriving at
an understanding of the current
situation and for developing future
activities, and that tailoring of the
evaluation to the needs of the local
situation is a key element in select-
ing strategies. This also suggests
that common evaluation strategies
may not be all that desirable (they
will lose out as far as local useful-
ness and innovative power are con-
cerned) and that any efforts at
standardization must be focused on
specific elements (core questions,
comparable sampling methods,
etc.) related to precise prevention
strategies (similar target groups,
similar measures).

What have we learnt that is use-
ful for prevention from the CA?

The agreement of the results ob-
tained shows that behaviour has
changed, that such changes can be
seen in entire populations, and this
has occurred within a very short
period of time and in conditions in
which information and an appeal to
the individual’s personal responsi-
bility has largely prevailed over all
forms of coercion.

These changes have been more
marked in those segments of the
population that are most exposed
to infection as a result of their
behaviour. Talk of prevention has
not stirred up widespread fear or
rejection reactions on a large scale.
Of course, not all the results ob-
tained can be attributed to preven-
tion activities: a certain inherent
fear of AIDS, as a result of proxi-
mity or acquired after a minimum
of information, has probably made
its own, separate contribution to
the results. Likewise, the effects of
social desirability in the responses
obtained cannot be ruled out,
despite validation efforts. Conver-
sely, in the majority of countries
investigated, there is a particular
lack of basecline data (i.e. data
obtained in advance of any infor-
mation or measure) on sexual be-
haviour, which means that the scale
of any changes are often underesti-
mated. Another EC Concerted
Action? has been set up so as to
stimulate research in this area.
This is not the time to modify
the current preventive strategies,
based as they are on broad infor-
mation of the public in a climate
characterized by open-mindedness
and voluntary observance of pre-
ventive patterns of behaviour. At
least in Europe, prevention activi-
ties have not been a failure, con-
trary to what one can sometimes
read in the press®. It is certainly
impossible to know at the present
time whether the progress made up
to now is sufficient to bring about a
lasting change in the evolution of



the epidemic, even though stabi-
lization of infection rates in certain
population groups tend to support
this view. It has to be borne in mind
that currently there is not reason-
able alternative to prevention
through behavioural changes? 24,
More particularly, historical exam-
ples of prevention efforts (e.g.,
prevention of smoking or of dental
decay) suggest that the progress
that can reasonably be expected in
a few years is modest; it sometimes
takes decades to bring about, and
observe, lasting changes. Persever-
ance in the same direction is there-
fore required.

Some recommendation on preven-
tion and evaluation can, however,
be formulated.

Regarding- prevention, there
should be not relaxation of efforts,
especially since the data obtained
show that progress in the adoption
of preventive behaviour is flagging.
In addition, political differences
are emerging on the need to main-
tain prevention budgets at the cur-
rent approved level in an environ-
ment marked by intense competi-
tion to obtain a share of dwindling
public funds. Simply to maintain
what has already been achieved in
term of behavioural change will
require substantial long-term in-
vestment. :

Both continuity of policies and the
social consensus which can be
created around these policies will
clearly be essential for success. The
durability of prevention efforts will
have to be safeguarded by giving
them a firm social anchor (for
instance by inclusion in school cur-
ricula). In addition, preventive
activities will have to be taken over
by teams that are closer to the in-
dividuals concerned so that the
necessary changes in lifestyle can
be addressed on a basis that is more
effectively tailored to individual
needs.

The problems posed by consistent
application of effective prevention
programmes will also have to be
tackled in a more energetic and dif-

ferentiated fashion. As far as pre-
vention of sexual transmission of
HIV is concerned, it is no longer
enough simply to propagate the use
of condoms and the practice of
mutual fidelity. Relational skills
which enable people to cope with
the exigencies of prevention,
including the inevitable failures
(isolated or recurrent, with or with-
out consequences, etc.) will have to
be developed. Seropositivity and
the problems it causes will have to
be taken more seriously, and parti-
cular attention will have to be paid
to the increased risk of stigmati-
zation which may occur if preven-
tive behaviour acquires the status
of a “social norm”. With regard to
prevention activities among drug
abusers, simply promoting the non-
exchange of injection equipment
and establishing syringe exchange
programmes will no longer be
enough. Steps will have to be taken
to ensure that what is offered (ste-
rile equipment, substitution or
withdrawal treatment) is not only
tailored to the actual needs of the
population groups exposed but
also reaches them.

Regarding evaluation, the value of
employing indicators of behaviour
and intervention processes and of
using complementary methods in
research, and the need to establish
networks of researchers and to pro-
vide standardized research instru-
ments is to be stressed. There is a
need for on-going evaluation, the
most effective instrument for
monitoring progress in prevention
activities. Particular stress should
be put on observing the devel-
opment of programmes and the
adoption of preventive behaviour
among the young.

Researchers are responsible in set-
ting up evaluation programmes
which will provide those who
design the prevention activities
with answers to their questions,
and, above all, responsible in en-
suring that the results of their re-
search are communicated to all the
groups involved (politicians, public

health authorities, prevention wor-
kers at all levels, the population as
a whole). Only this extended pro-
cess of dissemination of research
findings can provide a guarantee of
appropriate choices for those en-
gaged in the continued struggle to
combat AIDS.
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