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T INTRODUCING Learning about AIDS

OUR AIMS

There are many wavs of helpmg people Tearn about AIDS Some of these mmvolve talks and
lectures 1o provide people with the facts about the Acquired Tumune Deficiency Syndrome
= 1ts nate, 1s ongms and 1ts causes Others mvolve the use of films and yvideos which
enable g wide range of mformatiotc about the syndrome to be presented m d short space ot
ume Yet further approaches provide opportunites for people to explote thewr own
anvieties about AIDS and to consider the implications of tactual mformation for their own
lifestyles and behaviour

I'e Learning about AIDS project sponsored by AVERT (in collaboraton with the
Health Eduration Yuthority) 1s firmly located wathun the thiurd of these paradigms Its
primary amni s te alert health educetors! to some of the straiegies they car, use to develop
more participatory approaches to ADS educatuon It also sceks to wdenufv <ome of the
advantages of this form of learnig m meetng the edacational needs of clis at groups as
diverse as hiealth care protessionals, social workers, vouth, community and aaali cducators
as well as teachers m schools and colleges

Ihe healthv education strategies and matertals m s mnterim pack have been devised
on the assumiption that people diready know da farr amount about AIDS You have only 1o
open & newspaper nowadays. switch on the television or radio, eavesdrop on a
comversation i a cafe or pub, or take a walk down the street with your eyes on the bhill
boards around you to reahse that. at least in one sense, AIDS has become a part of
everyday Iife Our own work developing and piloung the strategies and matertals in this
pack has confirmed sueh an impression In another sense though, people ave sull very
unsure about AIDS Many continue to have anxieties about the case with which the virus
behieved 1o cause AIDS can be transmutted. Others have difficulty differentiating between
having been mfected by this virus (being antibody posttive to 1) and having AIDS nself
Sull others cling to the belief that only certain forms of seaudl actinity (andal itercourse for
example) can spread AIDS More alarmungly, 1t 1s sull possible to hear people talking about
gay men m Britamn bemng the cause rather than the first people to develop AIDS

Views like these contimue to be expressed despite government sponsored public
iwformancn campaigns and work by teachers. healtl education officers, voluntdry setton
workers and othars to inform people about AIDS and how the vitus s spread T, mospite of
thus mformation. people are sull confused, then questions need to be asked about the
kinds of health edacation strategy that can help people cope with what 1 one sense they
alteady know

PARTICIPATORY APPROACHES TO HEALTH EDUCATION

Partiapatory approaches to hedlth eduedtion have their origms m what people already
know and feel about a particular 1ssue They vilue these understandings and emotional
reactions, but use them as a starting point to explore the more rational sesponses that
people can make In AIDS educdtion, partucpatory strategies are hkely torecognise that
neople’s percepuons of the epudemic as well as of the risks attached to particular
behaviours will be mfluenced by at least three inter-related sets of factors

Uihohont the i Learming about AMDS mat nn! we oo the o b i e ute e e i e e g b loarn
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A Their perceptions of what causes health and illness in general

&> Their perceptions of the lifestyles and behaviours (including sexual and drug-related lifestyles)
that are likely to put people at risk of infection

A Their present knowledge about AIDS itself

The Learning about AiDS project 1s concerncd primartly with dey 1sing health education
strategies and materials which take these 1ssues seriously. The intention is to dey elup, pilot
and dissemunate participatory approaches to health education which will complement
existing forms of provision which focus mamly on giving information

USING Learning about AIDS MATERIALS

These interim Learning about AIDS materials have been produced (o meet the immediate
needs of health educators who want to use learner-centred approaches to AIDS educaton
in their work Their priman use will be in educating key personnel who themselves have a
responsibility for helping others learn about AIDS

They are not intended for use in an unmodified form with
members of the public, young people in schools or members of
the client groups most affected by AIDS. Nevertheless, it is
possible that the strategies suggested in these interim Learning
about AIDS materials may stimulate the development of similar
health education strategies to meet the needs of these groups.

Learning about AIDS strategies and materials can therefore be used by health ecucation
officers, health service trainers, teacher educators, local authority education advisers,
social work trainers, private public and voluntary sector traming officers and others who
have a responsibility for educating prospective AIDS educators

Because participatory approaches to health education are non-didactic and because
they encourage learners to ask questions, educators using Learning about AIDS wi!l need
to begin with a sound knowledge of the relevant issues. You won't be able to hand out
Learning about AIDS exercises and hope that a group can just ‘get on with 1t'. Many of the
exercises in this pack begin by asking people to consider what they already know abeut
AIDS Opportunities are then provided for pooling this knowledge But most imporuantly,
time is put aside for clarification and reassurance by the health educato organising the
session Health educators using these materials will need to anticipate and respond
effectively to the doubts and uncertainties that are expressed.

You may find 1t helpful to work your way through the following questions, so that you
know where to begin in using these materials Your answers will tell you which sectuon of
these materials to turn to next
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Making a start

1. Are you concerned with educating AIDS educators?

Yes...GotoQu2

No . These matenals are not suitable for
your work in their present form

|
v

Are you familiar with the rationale behind participative health education strategies?

Yes . .. You may find it interesting to read
Section 2. Answer Qu 3.

No. Youwill need to read Section 2 of
these materials t ., familianise yourself with
this. Then answer Qu 3.

v

. Can you answer questions about statistics relating to AIDS?

Yes . . . You may find it interesting to read
Section 3.1 Answer Qu 4.

No .. You will need to read Section 3 1 and
perhaps carry out some additional research of
your own.

Y

Can you deal effectively with questions about professional and medical explanations of AIDS?

Yes . . You inay find it interesting to read
Section 3.2. Answer Qu 5.

No ... You will need to read Section 3.2 and
perhaps follow up some of the references in
Section 6.

v

(‘AIDS is sent by God’, ‘AIDS 1s all around us’,

. Can you deal effectively with questions about lay and popular explanations of AIDS

"We've all got AIDS in us’ etc.)

Yes . .. You may find it interesting to read
Section 3.3. Answer Qu 6.

No ... You will need to read Section 3.3 and
perhaps follow up some of the references in
Section €

\

Can you deal adequately wius questions about the ways in which AIDS is transmitted?

Yes . .. You may find it interesting to read
Section 3.4. Answer Qu 7.

No ... You will need to read Section 3.4 and
perhaps follow up some of the references in
Section 6.

v

. Can you deal effectively with questions about t

he HIV antibody test?

Yes . .. You may find it interesting to read
Section 3.5. Answer Qu 8,

No .. You will need to read Section 3.5 and
perhaps follow up some of the references in
Section 6.

Y

Can you answer questions about the relationsh

1p between particular hfestyles (gay lifestyles,

heterosexual lifestyles, drug-related lifestyles) and AIDS?

Yes ... You may find 1t interesting to read
Section 3.6. Answer Qu 9.

No . . You will need to read Section 3.6 and
perhaps follow up some of the references in
Section 6

Y

Can you answer questions about therapies and

medical treatments for people with AIDS?

Yes . .. You may find 1t interesting to read
Section 3.7. Answer Qu 4.,

No. . You will need to rr.ad Section 3 7 and
perhaps follow up some 0" the references in
Section 6

Y
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These interim Learning about AIDS strategies and materials have heen extensively pitoted l
with doctors, health visitors, general nurses, district nurses, cormunity psyve hiatie nurse
adult, vouth and commumty educators, students m teacher trammg and tearners i adult
educaton provision They we undergomg constant developrent in preparation for the
launch of the full Learningabout AIDS programme m earhy 1988 The project tedan 15 heen
to hear about v owr success m using and modifving these matenals Wiite to

Hilary Homans & Peter Aggleton

Faculty of Flucation & Community Studies
Bristol Polytechnue

Redland Hill

BRISTOL BS6 6L/
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2 THE RATIONALE FOR PARTICIPATORY
APPROACHES TO AIDS EDUCATION

THE BACKGROUND

s mareasingly recogiised that Avgaired Timmune Dediceondy Svadiome {ATDS) puses one
of the greatest threats to public Lcalth that tus centuny has known ' By the begmnimg of
February 1987, 686 men and women tr Britam had heen reported with a diagnosts of AIDS
and an estmated 50,000 others have heen mfected by Human Immunodeficiency Virus
(HIV), the virus widely helieved to bhe its cause In the United States., some 30.000 people
have curtenty been dragnosed with AIDS and an estimated 11 ,-2 nullion others have been
miected (Tebruary 1987) In Ceniral African countries such as Zare, Ugandd and Zambia, 1t
has been estmated that some 5-10% of the population has alicady heeninfected (Institute
of Medicme, Navenal Academy of Scrences, 1986)

As yet there 15 no vacene 1o protect people agamst AIDS Not 15 there any cure for the
syndrome itself which results from protound damdage to the immune system While there
are therapres anl treatmients for many of the ife-threatenmg mfections which follow this
damage, there are currently no medical mterventions which can 1ud the person of their
underlymg mmune deficiency

Agamst this background, hedlth educauon has been widely identfied as the most
effective means of restricting the further spread of AIDS, and health educators have begun
to constder the types of mtenventions they can make m respoiching to the chatlenges posed
by the epidemic

STYLES OF HEALTH EDUCATION

There are many ways m which health education can be camed out Some approaches
emphasise the value of information-giving as ~ way of bringing about behavioural change.
Others argue that health education should seek to facilitate self-empowerment by
providing opportunities for people o consider the ways i which thenr emotions and
anxieties may prevent them from acung rattionally on the hasts of the mformation they
have Yet other health education strategies dargue that attention shoald be focussed on the
ways i which organisations and communities can be changed to help mdn iduals make
healthy ¢howes Finally. there are approaches 1o health education which argue that
aspects of society must he restructured if people are 1o lead healthier hves

These four different stvles of health education can be called information-giving, self-
empow erment, community -onented and soawdly transformatory models of health education
These four models can be distingutshed from one atother in terms of the goals they set for
health education mtervention (Figure 1) They are described momore detarl m Aggleton &
Homans (1987)
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FIGURE 1

Model of health eduzation Goals associated with that niode!

Inforiation-giving To bring akout particular changes in people’s behaviour thraugh
information-giving

Seii-empowerment To enhance people s abihities to act rationally and to help people
establish personal control over their lives

Community-onented To bring about changes within organisations and communities so
that healthier choices can be made

Socially transformatory To change the structure of society so that inequalities in health no
longer exist.

THE INFORMATION-GIVING MODEL OF HEALTH EDUCATION
AND AIDS EDUCATION

Of these four models, there 1s little doubt that the first has been the one most widely
adopted in the freld of AIDS education In its own programmes of health education, the
Department of Health for example has felt 1t important to alert people to the facts about
AIDS — 1ts signs and symptoms as well as the ways m which 1t can be transmitted In early
1986. the first government public information campaign was launched costing £21,, million,
and a Health Education Councilt booklet AIDS What Everybody Needs to Know was made
available to those requesting it In November 1986, a further £20 million programme of
public information was announced A leaflet explaining how AIDS 1s transmitted has been
sent to every household in the country and newspapers, road-side posters, cinema,
television and radio are bemng used to promowe messages such as ‘AIDS don’t die of
1ignorance’, "AIDS is not prejudiced. 1t can kill anyone’ and 'The longer vou believe AIDS
only infects others, the faster it'll spread’.

A number of ipitiatives in schools and colleges as well as in health and social services
provision have also aimed to tell people more about AIDS. Some authorities have organised
half or whole day prograr mes on 'AIDS Awareness’ Others have arranged conferences
where information about AIDS has been given by physicians, health cducation officers and
other experts Yet others have shown films and videos to thew employees and chent
groups These may have been followed by group discussion of the relevant issues Finally,
there are institutions and authorities whose response has simply been to make posters and
leaflets more readily available Thus in health service prouision, leaflets about AIDS have
been distributed with salary and pay ships, and in schools, colleges and community
education centres, posters have been placed in high access areds and leaflets have been
left lying in libraries, common rooms and other shared faciliues.

The belief that people will act rationally and sensibly on the basts of the information
they recerve is implicit in health education strategies such as these. However, there are
many reasons for being sceptical about the likely success of health education
interventions which rely on information-giving alone as a means of changing people’s
behaviour

Although mformation-giving strategies have been widely used in tobacco, drugs and
alcohol education, there 1s little evidence that they produce inmediate or lasting effects
(Gatherer et al, 1979) Health education messages are not uniformly recerved by those at
whom they are directed. People actively work on the iformation they recetve via a
particular health educatiun campaign — reinterpreting this to suit their own needs. 1Thus.
although a person may be «ware of the dangers of tobacco use, she or he may persist in
smoking forty cigarettes a day becausc of the knowledge that not a/f smokers die of lung
cancer Similarly, knowing the dangers associated with excessne alcohol consumption is
often far from sufficient to bring about a reductiorz i alcohol intake.

Of particular importance in deternuning how people respond to offic 1.l health
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education messages are popular or lay beliefs about health (Helman, 1978, Fitzpatrnchk,
1984, Herzlich & Pierret, 1986, Kleriman, 1986, Unschuld, 1986). These can seriously
distort or disorient the impact of a health educatio: mittative. For example, the lay belief
that whether or not you are likely to catch a disease depends on the strength of yow
constitution (after all, ‘'Those who are fit never become 1ll, whereas those who are sickly are
always doing so') can serously distort how people respond to a campaign which
cmphasises that everyone may be at nisk from a particular infecuon Simularly. the lay
health belief that whether or not a person contracts an infection depends on luck er
chance (after all, 'Everyone 1s exposed to germs but only a few people catch them') can
disorient the way i which people respond to a health education strategy which seeks to
link specific behaviours to the risk of infection

Health educators ignore the .nfluence of lay health beliefs like these at their perl,
since they powerfully influence the impact of professional health cducation messages
There is little reason to suppose that people will always act rationally and sensibly on the
basis of the health-related information they recenve Effectine programines of health
education need to complement information-giving with other strategies 1f they are to bring
about enduring changes n attitudes and behaviours.

This 1s not to suggest that mformation-gning 1s an neffeziual health education
strategy Evidence suggests that information about a particuldar health issue can bring
about changes in behaviour This is especially true when the information is presented 1n a
relevant way (preferably through word of mouth or personal contact) and when 1t 1s linked
to discrete and specific hehavioural changes (Gatherer et al, 1979, WHO. 1986). We would.
however, caution against the widespread use of health education strategies which assume
that information-giving by itself will bring about clear-cut changes 1n beha- 1our.

So how can health educators complement the existing range of infurmation-giving
initiattves in the field of AIDS education?

ALTERNATIVE STRATEGIES FOR AIDS EDUCATION

Larlier, we identified three alternative approaches to health education which do not have
information-giving as their central focus We called these the self-empowerment, the
community-onented and the svaally transformatory models of health education. These three
models differ from more mainstream approaches to health education in that they take their
starting point from what people already know about a particular health 1ssue — no matter
how incomplete or partial this knowledge may be

While self-empowerment, community-orienied and socially transformatory models of
health education differ in terms of their goals, they all advocate the use of paricipative
learning strategies. Sclf-empowerment models Jo so because they argue that if individuals
are 1o gain greater personal control over their health, they mu.t first explore the extent to
which therr anxieties and feelings about a particular issue prevent them from acting
rationally Whilst community-onented and socially transformatory models also differ from
one ancther in terms of their goals, they twu argue that health educqation initiatives should
begin with the shared expertences of particular client groups. Health education
interventions which enable these collective understandings to be identified car therefore
be the starting point for social change at an o1ganisational, community or societal level.

Ulumately health educator: and their clierits will have to decide on the goals that are
to be pursved within the context of a particular health education miuative As educators
committed to participatory approaches to learning. we can only sketch out some of the
possibilities associated with the usc of this alternative approach to health education.
Nevertheless, 1t is possible to identify 1n general terins the adv antages of participative AIDS
education strategies (Figure 2).
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FIGURE 2

Participatory approaches to AIDS education are likely to

A Allow people the chence to identify their anxieties about .he causes of health and illness in
gerieral

L Allow people the chance tc explore their anxisties about the causes of AiDS in particuiar

A Allow people to consider the extent to which iay theonies of health and iliness have a basis in
fact

[>

Aliow people the chance to identify and refiect upon their perceptiors of lifestyles different from
their own

[>

Allow peopie the cnance to consider the implications of health-related messages about AIDS for
their own lifestyles

[>

Allow people the chance to consider the implications of health-related messages about AIDS for
their own work practices

2 Allow people to identify collectively the sorts of contributions they can make at home, at work
and in the community to effective education about AIDS

S P I S NPV S P

Although most health education initiatives relating to AIDS have operated within a
commitment to information-giving, it 1s possible to identify educational mten entions
within each of the three alternative models.

Within the context of AIDS education, self-empowerment models have heen widely
advocated by writers such as Spence (1986) and Tatchell (1986) whose self-help guides for
those with HIV infection and,or AIDS have done much to encourage the development of
more positive mental attitudes to fighting the disease. Workshop activities informed by
self-empowerment principles have also been organised by many voluntany sector
orgamisations working to provide support for those with HIV infection and,or AIDS

Communty-oriented models, or: the other hand have informed the work of self-help
organisations such as the Terrence Higgins Trust, Body Positive and other voluntan
groups Founded originally within the gay community to provide information, education,
counselling and support for gay men, the Terrence Higgins Trust has greatly extended the
scope of its activities in recent months These now 1nclude service provision for gioups
such as intravenous drug users, women and church-goers The work of organisations such
as these is similar to that of equivaient bodies in the United States where the success of
community-oriented seif-help groups in providing realistic and appropriate information on
'safer sex has heen widely recognised as a significant factor in slowing down the rate of
transmussion of 111V amongst gay men,

So far there have been few AIDS-related liealth education intiatives concerned with
socwl transformauon. Nevertheless. 1t 1s possible to wdenufy the beginnings of thesce in
demands for mo.e government sponsored research into vacomes and therapies for AIDS
(instead of leaving research of this kind up to the major pharmaceutical companies), d
closer monitoring of popular press reporting of AIDS and an « xtension of welfare and
disabihity nghts for those with HIV infection and/or AIDS
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3 INFORMATION FOR AIDS EDUCATORS

In order to use pertcipatory approdches o health education. health educators need to
have a good knowledge of the 1ssues they wish to explore with client groups In Section 3
of these mtenim Learning about AIDS niaterials. we will tny to wenufy some of the 1ssues
which health educators should know about if they are to use the patticipatory strategies m
Section 4 eflectively In the space available, our treatinent of these 1ssues can not be
complete Nor are we claiming that there are only seven aspects of AIDS which need to be
known about before participatory AIDS-education strategies can be used effectvely. We

would particulatly welcome health educators’ comments on the usetulness {or otherwise)
of this secuion

3.1 Statistics relating to AIDS

3.2 Professional and medical explanations of AIDS
3.3 Lay explanations of AIDS

3.4 Transmission

3.5 The HIV antibudy test

3 6 Lifestyles and AIDS

3.7 Therapies and medical treatments
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3.1 STATISTICS RELATING TO AIDS

As someone working in AIDS education, you are likely to be asked regularly for statistics
relating to AIDS and Human Immunodeficrency Virus (HIV) mfecnon In Eogland, Wales
and Northern ireiand, these are produced regulaily by the Public Health Laboraton
Services (PHLS), Communicable Discases Surveilllance Cenue, 61 Colindale Avenae,
Londonn NW9 SEQ District Health Authonties should have ecopies of the weekly
Communicable Diseases Report produced by tlus centre

The figures below relating to HIV antubody posttive persons are camulatn ¢ totals to
the end of Lebiuary 1987 and identify those who had actuallv been tested for antibedies o
the virus U estimated that between ten and fifteen tnaes this namber of people are
actually mfected, many of whom are unavare of the fact

It 1s mteresting to note that i Fngland, Wales and Northern hieland only 2 8% of
those with AIDS and 4 7% of those who are HIV antibody positive are women In contiast
of the 1100 HIV anubody postuye persons reported m Scotland, just over d quarter (293)
were women In Scotland, 60% of HIV antubody posttive persons were mitravenous drug
asers and only 15% were hoimosexual or hisexual men

Ihe statistics relating o cases of AINS (Table 4) are for the Uk as a whole and ae

cuwnulative totals to the end of March 1987, whereas those relating to HIV mfection relate

only o England, Wales and Nowthern freland  We have al<o mncluded a total of vecent
Amerncan statistics smee you imay be asked questions about these

TABLE 1
Cumulative totals of HIV antibody positive persons reported,
by age and sex, to end February 1587

Age (years) Male Female Unknown Total
0-4 15 4 1 20
5-9 -3 — — 41
10-14 &6 —_ — 56
15-24 652 65 2 719
25-44 1859 90 6 1955
45-64 314 5 — 319
>65 24 3 1 28
Not stated 996 28 20 1044
Totals 3957 195 30 4182

TABLE 2
Cumulative totals of HIV ant:body positive persons reported,
by transnussion characteristic to end February 1987

Transnmussion charactenstic Male Female Unknown Total
Homosexual/bisexual 2158 - — 2158
Intravenous drug abuser (IVDA) 163 85 4 252
Homosexual & IVDA 24 24
Haemophiliac BLY 2 H 944
Recipient of blood 20 12 - 32
Heterosexual 63 7 1 135
Child of HIV antibody positive mother 5 4 1 10
Several nsks 4 -~ - )
No information 579 21 23 623
Totals 3957 195 30 4182
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TABLE 3

Cumulative totals of reports of HIV antibody positive persons reported
by region to end February 1987

Region Cumulative Region Cumulative
totals totals

ENGLAND ENGLAND {cont' d}
Northern 212 Wessex 164
Yorkshire 194 Oxford 232
Trent 175 S Western 124
E Angha 121 W Midlands 267
NW Thames 1361 Mersey 66
NE Thames 453 N Western 86
SE Themes 538 WALES 42
SW Thames 111 NORTHERN IRELAND 36
Total 4182

TABLE 4

Cumulative totals of UK reports of AIDS cases.
by transmission characteristic, to end March 1987

Transmission charactenistic Male Numt;z:no;':ases Total 0:“(;’;2:’:;
Homosexual/bisexual 640 — 640 342
Intravenous drug abuser {IVDA) 8 2 10 5
Homosexual & IVDA 7 — 7 4
Haemophihac 31 - 31 23
Recipient of blood abroad 4 4 8 6
UK 3 2 5 5

Heterosexual. presumed infected abroad 13 7 20 11
nresumed infected In UK 1 4 5 4

Child of HIV antitody positive mother 3 4 7 4
Other — 1 1 1
Totais 710 24 734 405

Soutce Communreatle Dises e Reports 87 09 und 8~ 15 (Tables | 41

TABLE 5
United States AIDS statistics
28,523 ana counting
AIDS Cases as Reported by the CDC as ot December 15, 1988

Residence of Cases Number of Cases Residence of Cases Number of Cases
New York State 8963 South Carolina 104

New York City 8218 Hawan 101
Cahfornia 6390 Tennessee 98

Sar Francisco 2911 Wisconsin 77

Los Angeles 2386 Oktahoma 76
Washington. D C {Metro Area) 787 Alabama 70
Flonda 1911 Nevada 63

Miarm 856 Kentucky 59
New Jersey 1717 Kar as 52

Newark 712 Utah a9
Texas 1712 Rhode Istand a8
Hhnois 714 New Mexico 41
Pennsylvania 648 Arkansas 40
Massachusetts 577 Delaware 40
Georgia 553 Mississippi 36
District of Columbia 509 lowa 35
Maryland 416 Maine 32
Washington 337 New Hampshire 23
Connecticut 330 Nebraska 21
Virginia 329 Alaska 20
Louistana 325 Waest Virginia 20
Puerto Rico 313 Vermont 9
Colorado 281 Virgin Islands 7
Michigan 246 ldaho 6
Ohio 246 Montana 6
North Carotina 169 Wyoming 5
Arzena 159 North Dakota a4
Missoun 158 South Dakota 3
Minnesota 146 Guam 1
ndiana 114 Trust Terntory 1
Oregon 113 Pediatrnic Cases {included in above}

Of these. 16.128 (approximately 57%) are dead
Source New borh Aate 29th Decomber 1986 1Compaled from Center for Disease Contiol St <
Q e
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3.2 PROFESSIONAL AND MEDICAL EXPLANATIONS OF AIDS

In thas sectton we will begin by definimg AIDS We will then consider some of the different
medical explanations offered. 1t 1s mportant for health educators to reaiise that amongst
doctors and other health professionals there s rdarely uinversal agrecment about the causes
of a particular iliness or disease [his is partcularly true ot AIDS where currently there e
a number of competing medical explanations about 1ts cause

What is AIDS?

According to the Center for Disease Contiol i Atlanta, Georgla (CDC. 1985) Acquired
Immune Deficiency Syndrome (AIDS) 15 anillness sometmes diagnosed after a person has
been mfected by Human Immunodeficiency Virus (HIV) [tis diagnosed by the presence of
one of a limited nurrwer of discases which do not normally attack people whose immune
systems are working effecuvely, m the absence of all sther known underly ing causes of
mmune deficiency (such as drugs which suppress the immune system). Thus. if a person
receiving immune-suppressiy e medication contracts one of these diseases, they will not be
dragnosed as having AIDS But if someone with HIV infection (and no other causes of
mmune suppression) does so, then they wil' be diagnosed as having AIDS These diseasces
are often called opportunistic diseases since they attack the person because of the
opportunity which their immune suppression provides.

The opportunistic diseases can be grouped chiefly mto mfections and tumeurs The
mfection that has been most closely associated with AIDS 15 Pneumocystis carmni
pneumonia (PCP), caused by a pathogen that occurs widely and only takes sertous hold in
people whose mmmune systems are not working properly  People with AIDS charactenstically
suffer also from thrush around the imouth and anus, and the whole gut may become
cotonized by the yeast (Candida) that causes thrusli Herpes simplex nafection 1s common
in people with AIDS. and other infections mclude Cytomegalovirus (CMV), Toxoplasmia,
and a protozoal infection = Cryptoccosts — which causes profuse and persistent diarrhoea
Infecuon with any of the variety of orgamisms that occur m people with AIDS tends to
become widely spread throughout the body, whereas m other people these mfections tend
o remain localized and to clear up quickly

The tumours that occur m AIDS are chietly Kapost's Sarcoma, a normally rare type of
skin cancer that, once again m AIDS becomes widespread 1 the body. and Ly mphomas

HIV 1s now known (o mfect directly cells i the bram, the gut and the lungs. and to
lead to disease m these organs A number of those infected have died from acute
meningius and encephalopathy before any opportunistic mfection or tumours have
become manifest In .. longer term, bram discase leading to dementa has developed
A comptlete list of the opportunisuc diseases assoctated with AIDS can be found i the
book Mobiing agamnst AIDS (Insutute of Aedicine, National Academy of Scienee, 1986)

Whilst many of the opportunistic dise ases assoctated with AIDS can be treated using
conventional medical therapies (for example, PCP mittially responds well to treatment with
high doses of the drug co-trimozazole (Septrin) and CMV infectuon can now be treated with
a new drug called DHPG), attempts to treat the underlving anmune deficency nave so far
met with little success (but see also Section 3 °5)

Other censequences of HIV infection

Contrary to popular belief and inaccuate reporung m the populdr press, bemg mibected Dy
LIV (being HIV antibody positive) 1s not the same thing as having AIDS As well as hav ing
HIV miecuon, a person must develop an opportunistic disease to be diagnosed with AIDS
This affects about 15-20% of people who have had IV mifection for three y ears (Scott,
1987) About a further 30-40% of people mfected with HIV for thiee years develop mild
symptoms such as persistently swollen glands (Persistent Generahsed Lymphadenopatly o
PGL). fever, sweats, aches, fatgue. unexplamed werght loss, sichness and diarhoea (New
Scienust, March 1987) The termy AIDS-Related Complen or ARC 15 used to describe this set
of combined symptoms
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What causes AIDS?

Fhe CDC's current defimtion of AIDS makes reference to the consequences of BV
mfection Whilst most doctors today behieve that HIV 1s the cause of AIDS, this has not
always been the case Before HIV was solated i 983 4 at feast tow major theortes about
AIDS were popular (Figure 3)

FIGURE 3 Early professional and medical theories (pre 1983/4)

AIDS is caused by immune system overload.
AIDS is caused by an already identified virus
AIDS i1s caused by a new virus

P W N =

AIDS 1s caused by a coincidence of factors.

The first of these early explanations suggested that AIDS was caused through repeated
infection by sexually transmutted diseases and by the excessive use of recreational drugs
such as Amyland Buty I nitrite, Amphetamines ete The second explanation, which proposed
that AIDS was a consequence of Hepatitis B, Cytomegalovirus or Lpstemn Barr Virus
infection, was put forward because the first cases of AIDS in the United States were seen
amongst gay men and intravenous drug users — people specially at nsk of infection by
these viruses The third explanation was tn many ways a forerunner of more modern
understandings of the syndrome, since 1t suggested that AIDS was caused by a new virus,
The fourth argued that a combination of factors was needed to produce AIDS. These were
sald to mclude immune overload and the re-activation of previous Cytomegalovirus,
Herpes, and Epstein Barr virus mfections. An extremely readable account of these early
theories can be found 1n Johnson and Ho (1985)

In 1983, a team of researchers working in Paris at the Pasteur Institute dentified a
new but special kind of virus in tissue from a gay man with swollen lymph glands They
called this virus Lymphadenopathy Virus (LAV) Shortly afterwards i 1984, another
research team working in the United States isolated a similar (if not identical) virus from
people with AIDS  They called their virus Human T-cell Lymphotropic Virus Type 111
(HTLV-1I) In order to resolve the problem of terminology. 1t has subscquently heen agreed
that the virus should be renamed Human Imirunodeficency Virus (1iv) Since the
idenufication of this virus, medical eaplanations have shifted quite a iot There are now
three major professional explanations of AIDS (Figure )

FIGURE 4 Later professional and medical explanations of AIDS
{cfter 1983/4)

1. Infection by HIV is necessary and sufficient to ~ause AIDS.
2. Infection by HIV is necessary but not sufficient to cause AIDS.

3 Infection by HIV is a marker of infection by an as yet unidentified ‘true’ cause of AIDS
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The fnst of these modern explanations (higue 5y mphies that mtection by HIV s ol that s
needed for a person to develop ATDS subsequentlv Whilst i acknowledges that there can
be mam consequences of HIV mtecnon i suggests that progressic n between these s
IRelv 1o take place more ov less mespecinve ol what a person does

FIGURE 5 HIVY as a necessary and sufficient cause of AIDS

HIV ————————3 Persistent ———————» AIDS Related ——— — — — & AIDS
Generalised Complex
Lymphadenopathy (ARC)
(PGL)

the second explanaton (higue 6) aigues that co-tactors (parliaps other imfectons othe
Ie events or factors to do withea peson s hitestule) may he needed for a person to deve lop
DS There s good evidence to support this inteypretation among some HIV mifected
people tor example mfecton by other sexually nansnutted diseases may i edse the
likehhood of HIV mitechon progressmg to AIDS (Weber etal 1986} and pregnanay i a
woman who s HIV poserive mavinciedse her sk of subsequently developmg ATDS
(Pinchimg & Jefthies 19853)

FIGURE 6 HIV as a necessary but not sufficient cause of AIDS

+ Factor A \
-
7 + Factor B \
- /’/ \ -

" - . T \\ \
HIV + Factor C —— - » PGL + Factor D — - — ARC + Factor E — > AIDS

- e e

|
|
\ v v

Symptomless Long-term Long-term
‘carner’ PGL ARC

The thid explanation. which argues that HIV isatselt an opportuiistic mfection which
attacks people who are aheady mnmune compromised, s most closely connected with the
view that an unudenufied virus may be the real cause of AIDS Candidates for such a vinus
mclude African Swine Fever vinus (which causes fever, enlarged Ivinph nodes, skin lestons,
immune modulated pneamonid and bram disease i atlected pigs, Beldekas et al. 1986)
and a new un-named vinus recently solated from people with ATDS (1o, 1986) There s ven
little medical support for this explanation, although theoves of tus fope e widely known
about withim the gav community

Of couwrse 1t 1s also possible that the explanations otfered so fay, will not provide
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complete understanding of AIDS Eifectnve programmes of hiealth educetion will need to
identify wavs of helpimg people cope with this uncettamu

Origins

Although people taely pause to conswier where the vias vesponsible for the common cold
(or Herpes for that matten) onginally came from, there s constderable interest m
wlentifving the orgmes of HIV AIDS edugator !

number of theortes concernimg the ongins of this vanus Tist, 1t has been suggested that
the virus ongmated m Africa Fyidence for this lam comes from studies which have
wdentfied the presence of viral infection siular to that produced by HIV atongst wild
Ancan green monkeys A vious called STEV-TT (S stands for Simian) has been isolated ftom
some of these anmaals STLA-HIT shares some genetic sinulanties with HIV Normally
nowever viruses which cause diseases i animals do not affect huinans, so these
observations do not necessanly explam Low AIDS came to be so prevaleat in Central Africd
(let alone m New York, San Francisco and Miami)

v v
Rre s

Other explanations on the ongins of AIDS mclude a suggestion that the virus may
have been genetically engmeered, perthaps within the context of hiologrcal warfare - some
versions of this theory blame the CIA, others the KGB - Another theony populansed by the
astronomer Fred Hoyle suggests that the virus may have anned mometeortes from outer
Space

there 1> htle or no concrete evidence to support either of these ¢ lamms, and n
entertaining suggestions ke these, we are hegimning to move rapidly trom professional to
lav explanations of AIDS In Sectton 3 3 we will look at some of these more ¢losely
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3.3 LAY EXPLANATIONS OF AIDS

Research into lay explanations

Medical and professional understandings of a disease such as AIDS Co-exisi dlongsude
more popular or lay understandings of the same phenomenon Whalst researchointo lay
perceptions of AIDS 1s 1n 1ts mfancy, there are @ number of researe h projects currenthy
under way which will shed light on these First, there 15 our own study of young people’s
health knowledge and ATDS ! Then there are two longitudingl studies of patteins of sesual
behaviour being carrted out by Coxon.? a behavioural study of gay men by Boulton,
Fitzpatrick and Hart™ and an anthropological study of prostitution m north r.ondon heing
carried out by Day* Whilst the first of these studies 1s the only one to address directly
popular perceptions of AIDS 1tself, the others may add to our knowledge of lay
understandings of the syndrome via then attempts to explore different chent groups
perceptions of risk A more extended discussion of lay perceptions of AIDS and their
implications for effective programmes of health education can be found m Aggleton &
Homans (1987)

Explanations

Itis currently poscible to wentify at least four different kinds of lay theories about AIDS
(Figure 7).

FIGURE 7 Lay theories about AIDS

1. AIDS is caused by something in the person (Endogenous theories)

2. AIDS is caused by something outside or around the person (Exogenous theories)
3. AIDS is caused by ‘irresponsible’ behaviour {Personal responsibility theories)

4. AIDS is caused by divine retribution (Retributionist theories)

]Young People s Health knowledge and AIDS

Project Directors Dr Petes igoleton
Dr Hhilan, Homuns

Taculty of ducgtion & ¢ommunty Stodn
Bristol Poty tec hni

Redfand it

BPISIOL 56 61/

2a Longitudinal study of the sexual behaviour of homoseaual men ond the impact of AIDS
ATongitudmal study ot the sexual behaviour of non homose xual men and the sero prevalence ot HIV
Project Director  Professor 3 Covn

Depurtment of Socinlogy
cnnersity College Candiff
PO Box 78

CARDIFF (LT 1]

3Health behefs and the hehaviour of homosexual men

Progect Directors Dr Man Boulton
My Ray fuzpatrich
Dr traham IHart

St AMan s Hosputal Medical S hon!
St SMan s Hospital

raed Street
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IA social anthropology of female prostitutes in London

Project Contact  Dr Sophie Da,

Dept Genito U nnary Msdaane
St Man s Hosptal

Pried Street
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Endogenous theories

These suggest AIDS 1s caused not by a virus but by some quahty of the individual Thus, in
Vass's (1986) study of public opmion and DS, 1t was found that 44% of the vespondents
questuoned felt thar homosexuality was the cause of AIDS Only 4% of those imten iewed
wdenttied g viral cause for the svndiome Lay theories like this are signthicant becdause they
suggest that a person’s perception of whether or not they are af 1sk for AIDS miay be
influenced by whether or not they cee themselves as gay

An dltcmdtn e eidogenous eaplatiation suggests that AiDS may dircady furk within us
all Our own work associated with the project Young People s Health know ledge und AIDS
suggests that some people hold the hehief that AIDS (Iike cancer. so our respondents
suggest; lurks within us all, being something we are bown with All that 1s needed for it to
appear is the nght set of arcumstances

Exogenous theories

Exogenous theories on the other hand suggest that AIDS 1s caused by factors external to
the ndinvidual Some exogenous theoties hink closely to mrasmatic beliefs about disease n
general (Open University, 1985) These arcient ideds, which suggest that discase spreads
like a nust or miasma through the air, continue to influence some people’s desire 10 avord
persons or environments which they presume will mncrease the hikelihood of their own
infection Some people seem to believe that AIDS 15 “all around us' and that everyone.,
regardless of their behaviour, 1s currently at risk of infection

Other exogenous lay theories suggest that AIDS has been triggered off by attempts to
meddle with the environment The testing of 100 many atoraic weapons, the widespread
mtroduction of atonuc power as well as environmental pollution has created an ecological
mstability which has resulted in AIDS

Personal responsibility theories

In chiscussing lay theories which link AIDS with personal responsibility, 1t 1s important to
distinguish between the theories which mdnaduals use to understand the events which
befall others and those which they use to understand their own behaviour

With respect to AIDS, lay theories of the former ty pe frequently differentiate between
nnocent and ‘guilty” victuns of the disease (Altman. 1986) Tlhus [hstinction differentiates
between those whose belias 1our somehow makes 1t ‘reasonable’ tiat they should have
contracted AIDS and those who developed the syndrome through 'no fault of thetr owny
Within the formai category, gay men, prosttutes, the promiscuous, biseauals and
travenous drug users are usually placed Withun the latter category, haemophihacs, bloud
transfusion recipients, children and the marrnied partners of those who engage i eatia-
mantal relationships are grven pronminence Lay theories hke this frequendy mform media
reporting of AIDS by the popular press

When 1t comes to explaiming what happens to the self, how ever, there 1s some
evidence that people are more hikely to act with serendipitous theories about the causes of
mfectuon These suggest that whether or not one contracts HIV mfection o1 AIDS depends
largely on luck or chance Our own research confirms that many young people believe that
while there may be some point in trying to Linut the nisk of infection, whether o1 not one
becomes infected ultimatel depends on chance factors over which there can be little
personal control

Retributionist theories

Retnibutionist lay theones of disease suggest that actions which infringe suppuosedly
fundamental moral values are hikely to bring about divine yetnbution The Black Death
fourtcenth-century Europe was widely mterpreted as a pestilence nfheted by God, and n
Britain and the United States nowadays some fundamentalist religious conunentators have
suggested that AIDS may be divine retnbution for the transgresston of biblical
proscriptions against homoseaual behaviour

Many of those who espouse these theornes seem oblivious to the widespread
madence of AIDS amongst heterosexual adults m Africd (Biggar 1986) and to the selective
way m which Christian dogima has (o be mterpreted to support such claims (see for example,
Boswell, 1980, Uhng, 1986)
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Nevertheless, by running contrary to both rational and empuricai ¢leims about AIDS,
and by making recourse to supernaturdl modes of explanation, retributionist analyses sucli
as these are likely to act as powertul filters of official health cducation messages
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3.4 TRANSMISSION

Isolation and transmission

Isoltion

In AlPS educauon. 1t1s vitally mmportant to help chient groups ditferentiate between
research into the body fluds and ussuces from which HIV can he soluted and the hody
{luids and ussues through which it is transmited

Human Imrwanodeficiency Virus (HIV) has been soluted from many body tlurds and tissues
inctuding

A blood A semen
A wvaginal and cervical secretions A breast milk
A saliva A tears

}
However, it 1s important to realise that being able to i1solate a micro-organism from a |
particular medium does not mean that it 1s necessanly transmitted in that way. For ‘
example. many potentially lethal micro-organisms can be grown under complex laboratory
conditions from smears taken from table tops. work surfaces etc  This does not mean that l
these same micro-organisins are necessarily transmitted via these surfaces

Transnussion

In most cases, a critical quanuity of a micro-organism (an moculum) must pass via a criticdl
route specific to that micro-organism m order for transmission to occur Evidence of the
ways m which HIV 1s transmutted comes largely from studies of three different ty pes

A Epwdemiological studies of those groups most affected by HIV infection

A Sexual contact studies
A Studies of households, hospitals and workplaces

lt does not come from studies of the body fluids from which HIV can be 1solated

How HIV is transmitted

Transnussion studies demonstrate quite unequn ocally that HIV can be transmiutted via the
following routes,

blood
blood products

semen

A
A
A
A

vaginal and cervical secretions

>

organ transplants

HIV can be transmitted via vagmal intercourse without a condom from nian to woman and
fiom woman to man (Calabrese & Gopalakrishna, 1986. Iischi et al, 1987) Amongst gay
men, anal mtercourse without a condom 1s the actuvity which carries the gredtest 1isk of
transmitiing HIV parucularly to the receptive partner (Kingsley et al, 1987). and anal
mtercourse between a man and a woman may carry a simtlar riskh There is also some
evidence suggesung that FIV can be transnutted via breast mudk from mother o child

How HIV is not transmitted

These same studies strongly suggest that HIV can zot be transmutted via the followimg
routes.
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A touch A towels

A bodily contact A toilet seats

A coughing and sneezing A pets

A cups, cutlery and food £y mosquitos and flying tnsects

A swimming pools A shared bathing and showering facilities
A being in the same room as someone else A dnnking from the same glass

Wlulst HIV has beenisolated from tears and saliva under soplusticated laboiatory
conditions, there 1s n¢ evidence for ttansmissten by cither of these routes Indeed, recent

research lias shown that saliva contams at least two components whic v actually bt HI
(Fultz, 1986)

Likewise, there 1s no evidence whatsoeyer that HIV can be casually ttansnutted in
houscholds Ina recent study of 90 cluldien ot 45 People with AIDS (PW A}, not one of the
Chuldren was found to be mfected by HIV i sprte of the fact that they had vegularly hugged
and hissed then parents and had shared kitchen and bathroom facilities with them (1 sl
et al, 1987) In thus same study, not one of the 29 friends and relatines who Ined with the
PWA, and who were not mvolved sexually with them. became infected Neither 1s there any
evidence that HIV can be transnutted by close contact at '+ place of work Indeed. even
when health care workers have heen acadentally and du oty exposed to the virus, the
chance of transmission 1s slight Of 150 health care woikers i the UK who were
accidentally cxposed to the blood or bhody tHluids of patients mfected with HIV, not one lds
sero-converted after a follow-up lasting twelve moaths (Mcbvoy & Porter, 1987} In the
United States there have been only two documented ¢ ases ol sero-conyersion i health
care workers following needlestick myuries (A possible thind case s suspected ) {Conte,
1986 and AleCray et al, 1986)

Safer Sexual Practices

Grven what we presently know about the ways in which HIV can be transnutted, 1t 1s
possible to work out from first principles the sexual activities which are ikely 10 be risky
and those which are likely 1o be relatively safe

Sexual acin ity (vagmal mtercouw ¢, anal intercourse, and probdbly o a much lesser
extent, oral mitercourse) whichis ikely tovesult i the transmussion of semen or v agindi
and cenvical fluds from one person to another s rshy Sexual activaty which breaks the
skin or draws blood (erther mternally or exierr ally) 15 also reski

The nisk of transmussion 15 significantly reduced when precautions are tahen to sy oid
one person's body flurds entenng another mdndual There are many forms ot sezuadl
expression wluch do not involve bodily penetration or the exchange of those body fluds
which are known to transtut the virus These include mutudl masturbation and erotic
massage

Alternatively, the proper use of condoms can also reduce (hut not ehminate) the risk of
infection These should be used with a water-hased lubricant such as K'Y gel to nunimuse
the likelihood of them tearing Addinonally, using condoms m conjuncuon with a
spernicide containing the ingredient Nonosynol 9 (which mactvates HIV under laboratony
condttions, Hicks et al, 1985), may reduc. the chance of transnussion even further

Other safer sexual options can mnclude celibacy The Terrance Higgins Trust produces
some useful leaflets wenufying safer forms of sexual expression

Safer blood

Since October 1985, all blood donations in Britam hay ¢ beenvoutinely screencd for
antibody to HIV Additionally, efforts have bheen made to ensure that blood 1s no longer
taken from menibers of hugh risk groups. These combined efforts lias e ensured that there 1s
a close to cero nisk of imnfection from d blood transfusion Nevertheless, hecause it can tdhe
some months for antibodies o develop m a person with HIV wdection (sec also Section 3 5),




the possibility of there being HIV contamimated blood cannot be entirely ruled out. Efforts
are currcently underway to develop cheap and effectn e tests which will enable blood o be
screened for HIV itself rather than for HIV anubody Of 2,577,417 blood donations tested
by late 1986. 55 were found to contan antibodies to HIV and were discarded  In some parts
of the world, blood 1s not rouunely screened m this way, so those offere.d tansfusions
abroad wili have to consider carefully the riske associaiced with these

The blood products used by haemo

Hegt treatment cannot, however, he
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Safer Drug-Related Practices

Because HIV can be transmitted via blood. there 1s a nisk that those who use drugs
mtravenously and who share their syringes and needles (works) with others can pass the
virus on via this route as well as by sexual contact. The Terrence Higgins Trust in
conjunction with the Standing Conference on Drug Use (SCODA) has produced a booklet
Facts about AIDS for Drug Users which idenufies the steps that mitravenous drug users can
take to mimimise the risk of becoming infected or mfecting others {see Section 3.6)
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3.5 THE HIV ANTIBODY TEST

When someone 1s infected by a virus, therr body normally makes antibodies to that sinus
These antibodies usually neutralise the wfection After bemg ifected by Huiman
himunodeficiency Virus (HIV) most people’s bodies manufacture antbodies to the vitus
These can be detected by means of an antibody test which will confum whether the
mdnidual is anubody positive or antbody negatn e However, there dre some muportant
differences between the anubodies which are produced to HIV aned those that are produced
I recponse o maty vihier yindd micechons

fnst, the anubodies which are manufactimed to HIV do not neutialise the effects of
the virus itself which means that people who dare antibody posttn e are not nnmune to His
and are therefore at 115k of the consequences of HIV imfection People who are antibody
postve to the virus are ikely to remarn mfectious for the rest of then lives

Second, 1t can take several months for these antibodies to develop In the majorty of
people they are present within three months of infection, but m a few cases they cai take
up to twelve months (or occastonally even longer than this) to appear Because there 1s tus
delay or ‘window’ bet'veen mfecton and the production of antibodies, at any one moment
there will he a small number of people who may be virus positive (that 1s, they are mfected
by the viius) but antibody negdatine For this reason, d repeat antibody test s often gnen to
people who hay e reason to believe they are at lugh risk ol ifecuon three to fow months
after the first.

HIV antibody tests are pow widely avatlable i chnies for the treatment of sexually
tnansintted discases (Special Gente-Urinary Medicne Clintes ot VD Clinies as they used to
be called) and from many general practitioners In order to carry out the test, a small
sample of blood 15 taken from a vemnvn the arme This blood is then sent away for testing
and the result will usually be available m about two weeks Pre-test and post-test
counselling should be provided by the chinic or genetal practice where the test s carned
out (Green, 1986, Green & Miller, 1986) However, it is only fan to say that cunrently there
15 constderable vanation m the quahty of the counselling peoplevecene

Before someone decides to have a test, there are many things to be constdered We
can only hist a few of them here Further guidance on the HIV anubody testis gnenm the
leaflet #IV Antbody To Test or Not to Test available from the Terrence Higgis Trust (THT,
1986)

Things people will need to consider before having the HIV antibody test

A The consequences of receiving a positive test result
A The consequences of receiving a negative test result
A Whether knowing their antibody status will improve their quality of life

2 Whether a test result s really needed in order to take steps to adopt safer sexual and,'or drug
related practices

A The possible reaction of friends, colleagues and employers

< Whether the circumstances in which the te carried out will provide an appropriate yuality of
service {including ievels of pre and post tes. :pport, confidentiality, etc.).

(',» 4




What the test shows someone

A

Whetier therr body has made antibodies to HIV - miplying that they have been infected by the
VIrus

Whether their body has not made antib- ' es to HIV — implying either that they have not been

infected or that too short an interval has elapsed between infection and testing for detectable
antibodtes to be produced.

It can take several 1nonths for antibodies to develop although they normally appear within three
months of infection Nevertheless. a few people may not produce antibodies until a year or so
afier mnfection

- The test will nut tell someone whether they will develop AIDS 80-85% of those who are
antibody positive do not develop AIDS in the three-year period following infection
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3.6 LIFESTYLES

Given what we currently know about HIV transnussion and incrdence it s assumed that
certain lifesty les are implicated m the spread of the disease The statistics up 1o the end of
1986 show that in Lngland, Wales and Northern Ireland 51% of HIV anubody persons it
homosexual. hisexual, 24% are haemophiliacs and 6% are mtray enots {IV) drug users
(Section 3 1, Tabie 2) Haemopluliaes have been exposed o the virus through
contanunated Factor VI blood products which they need 1egular access 1o and 1he
ransnussion in these mstances can be seen as atrogentc (medicalls nduged) vather than
as a result of the hfestyle of the hacmoplithac However, m relation to both sexual and 1%
ransnussion 1t s often argued thatat is the lifestyle of the gay or bisexual man o1 1% drug
user which increases their risk of coming imto contact with the vaus

The agumient which sees hifesty les as maeasimg the risk of nansmission needs to be
scratinized o respects Fastly, the hfestvles of netther gay o1 bisexual men nov diug
users are homogenous, and secondly (01> not a general lifestvle winch s mplicated i the
transnussion of HIV, but parucular acts

IV drug users

There appears to be considerable dinersity of lifestyle amongst drag users, with people ot
varying soctal backgrounds using mjectable drugs recieationally This 1s contany to the
popular image of the IV drug user depicted i the Herom screws you up’ campaign It 1s
mportant that health educators do not allow their understanding of 1V drug users'
lifestyles to be restricted by popular stereotypes As with most tllegal behaviour i 1s
difficult to gam an accurate picture of the kind of people who use drugs mtravenously, and
those who come to our attention tend to be encountenng problems We know veny httle for
example about people who inject diugs whilst retaming a 'respectable’ image Recent
evidence suggests that the recreational use of mjectable drugs may form part of an upper-
muddle-class social scene

As far as IV drug users and HIV mfection are coneerned 1t 1s not the use of the drug
whichis the problem (though using these diugs may have other health consequences) Tt s
the particular act of mecting oneself usme "dirty' ogupment, for exaiple & necdle which
has heen used before, which carres the nisk Health education campaigns ammed at risk
reduction therefore stress the message that if you must myjeet, use cleas equipment  The
success of these campargns shoukl be apparent by the time we produce the (uil Learming
about AIDS materials and we will be able to make referenc e 1o these together with the
findings of research whieh 15 just about to bhegm mito AIDS and 1V drug users (Stunson) !
You may be interested to get hold of 1IDS How drug users can avoud 1. published by the

Standing Conference on Drug Abuse (SCODA. 1946)

Gay sexual behaviour

Popular media veports portray the stereotypreal gay hfestyle as extremely promiscuous and
mvolving bizarre sexual behaviour. In many accounts 1t s this gay hifestyle which 1s seen
as responsible for the spread of AIDS Several pomts need to be clarified i relation to
these beliefs which are held by bothi lay and professional people alike Fstly, saine sex
behaviour and lifestyles are as diverse as heterosexual hfestyles Secondly, it 15 not
accurate 1o call AIDS a gay discase leshians ave currently the group leaot kel to e at
rish of HIV infecton and AIDS 1 1s not therefore same sex hifestvies wliuch are the cause
of the disease, hut particular forms of sexual acts (eg penetrativ e intercourse) wlic h are
most Iikely to factlitate transmission of the virus

In the absence of national data on sexuality we do not have accate mformation on
the total number of people who are gay or leshian, the number of people who have been
involved i same sex or heterosexual actinaty, the numbers of sexual partners people have

Ly drug use and AIDS
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and so on There are studies which go some way to providing this information, hut many of
themare riddled with methodological problems Tor example, how do you go about
obtammg a representatin e sample of gay men? Most studies of gay men obtain thetr
samples through community networks and therefore do not imclude those who dre not Jart
of these networks I terms of statistical mforindtion we are largelh dependent on the work
of Kinsev whitch was pubhished as long ago as 1948 1hese fidimgs showed that

just under 40% of the male population hud at least some same sex experience to the point of
orgasm between adolescence and old age.

- about 30% of all males had been actively gay for a period of at least 3 years between the age of
16 and 55;

4 about 6% of males ware exclusively gay throughout therr hife

A more recent study of sexual behaviour v Amenca (Hunt, 1974) supports the findigs in
the Kinsey report and argues that whilst & comnutment to same scx rclationships has
become mote visible, these relationships do not appear 1o have hecome more common

There s clearly a difference between same sex acts, which may be isolated and
related to partuculai social circumstances and same sex relationships 1f we focus on
studies of the lifestyles of men who define themselves as gay, then we find that these
lifestyles are very diverse Plummer's research (1978) into gay relationships has shown that
there are as many varations i gay male couples as there are m heteroseaual ones He
categorises gay relationshups into same sex marriage, boyfriends and same sex partnership
Plumimer refers to other studies wiuch show that 40-60% of gay men do form stable
relationshups of over a year's duration, but also notes that very few of these relationships
are likely to last more than 10 years However as we said before, there are meihodological
problems i ol taming representative samples of gay men and those who are hikely to be
excluded from such studies are the long term commutted couples and those v.ho are
celibate

Media reports of male gay behaviour stress promiscuity, the frequency of sexual
acuvity and the large numbers of sexual partners Data collected based on iterviews about
seaual activity mdicates that self-reports may not be entrely accurate (Coxon, 1986). The
definition of ‘sexual partner' may be loosely interpreted and vary from person to person A
sexual partner may therefore be defimed by some to mclude kissing, and by others 1t may
only include penetrative mtercourse The estimation of the total number of partners is
often calculated m a way which tends to overestimate thie actual total figure. For mstance,
m many cases the number of partners a person has i one week may simiply be mul plied
by 52 to indicate the number of partners annually This form of calculation thus 1gnores
those periods when the person 1s in a comrtted relationship and the number of partners
1s likely to be reduced

The Spada Report (1979) of gay male sexuality provides evidence to contradict recent
media reports of lage numbers of sexual partners over a concentrated period of tme as
being t »norm The report 1s based on the expenienees of 1038 gay men aged 1677 and
shows that 21% of men have sex once or twice aweek, 17% three to four tmes a week, and
16% at least once a day The remaimimg 45% have sex less frequently  These figures appear
to be comparable with hieterosezual frequency of sexual mtercourse What 1s most hikely o
be the ease 1s that sexual activaty s greater amongst people aged 17 to muddle age
arespecave of whether they engage i same-sex or heterosexudl relationships Also, sexual
actvity vartes depending on where people Ine and the ease with which they can
expermment sexually  Promuscutty 1s certamly not resticted 1o same-ses relationshups,
though a sigruficant aspect of gay liberation v oly ed ¢ hallenging the norms percened
within stereotypical heterosexual marriage (Altman, 1983, Bronsky, 1984)

Netther are statistically mfiequent sexual practices restiicted to gay men A recent
study i forem magaszime (Coveney ot al. 1984) of swinging and LS1OUpP SCN driongst
heterosenaals desertbes some of the bizane sexual practices wornen are sdud to have
experienced an response to pressure to experment and be more sexually iberated
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Finally, m relaton to \IDS, 1t s important to remember that it 1s 7e the number of
sexudl partners which puts a person at risk but the natwe of the sexual act that takes
place between themy Mutual mastinbation with no exchiange of hody flusds will notresult
in the vivus bemng tansmutted Unprotected penetratin e mtercourse with one person who s

infected s risky
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3.7 THERAPIES AND MEDICAL TREATMENTS

Drugs

Whilst thete are therapies and miedical mtersentions effective agamst many of the
opportunistic diseases assoctated with AIDS, ther o are at present few effecuy e mterventions
that can be undertaken with respect to e underly ing immunce dehiciency ttsell Generally
speaking there are few drugs which are effective agaspst viruses, and HIV poses special
problems as far as drug therapy 15 concerned because m order to replicate 1t has 10
imtegrate tself into the host's own genctc makeup, and therefore drugs anned at killing the
virus may also Kill vital host cells

Nevertheless, a number of «dhugs have been dentified which can slow down o1, a
large enough dose, halt HiV replication Most of these work by interfering with an enz e
freverse transcrptase) which HIV needs to produce i order to rephicate Perhaps the best
Anown of these drugs 15 Aztdothymudine (AZT or Rettovn) produced by the diug company
Wellcome This has been shown to be effective inreducing the rate at wlueh HIV
1ieplicates Ttis currently undergoing ¢himcal trials v b urope and the United States
Prelimmany findmgs from these trials >uggest that whilst the diug has side effects, 1t 1s
often effectunve in preventung the recurrence of Pneumocy stis carnmnn pneumonta Some
evidence also shos that it may be effective agamst the dementia which some PWA (people
with AIDS) show

Another drug, Ribavirin, has also been shown to be effective m slowing down HIV
rephication This too 1s currently undergoimng clinical tnals in the United States A number
of substances considerably less toatc than AZT have been shiown to halt vinal replication
under laboratory conditions, but these will requir > chinical evaluation before they can be
said to be of practical use 1n AIDS therapy.

Vaccines

Unul recently, 1t was behieved that manufacturing a vacane effective against HIV would
prove to be a complex and difficult procedure because of HIV's genetic vanabihity. There
appear to be many different strams of HIV. What 1s more, the genetic structure of HIV
appears 1o miutate over ume within the same individual which poses further problems for
vaccine development. Nevertheless, it has been possible to dentify parts of the virus
which remaim relatively constant across strains, and whilst vaccne trials v olving humaus
are unlikely for some time, there 1s some hope that in ume a \vacane can be developed,

More recently 1t has been suggested that with some assistance an individual's
immune y stem may be able to fight HIV. Researchers at the University of California, San
Irancisco announced at the end of 1986 that they had dentified a small sub-sc. of T-
suppressor cells wliuch were able to halt viral replication under laboratory condiions If
the replication of such cells could be stimulated 1n some way then 1t could be possible for
the body to mount its own defence against HIV Other researchers are currently
v estigating the possibility that a different type of T-cell, the killer T-cell, miglu be
stimulated so as (o recognise and attack HIV,

But therapies such as these are very mucivm the carly stages of then deyelopment
Assunung that some of them prove to be suceesstul, 1t s unhikely that they could e widely
avatlable hefore the eariy 1990s

Holistic therapy

In the absence of effective drug therapy agamst HIV infection, attention has been focused
or the sorts of holistic mtervention that dre possible There have heen a number of 1eports
suggesting that people with HIV infection and, or AIDS can gamn a great deal from holistic
therapies, These treatments range m therr sophistication from those which attempt 1o
ensure that the person gives careful attention to diet, exercise and sleep 1o those which
advocate mtenvention by specialist practitioners m macrobiotics, homeopdthy and
acupuncture Guided unagery and relasauon excidises have also been used to reduce the
levels of stress expenienced by people with HIV mfection and or AIDS  Tatchell's (1986)
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recent self-help guide to intervention of this type summarises many of the options
available. and the September 1986 edition of the natural health journal EastiVest contains a
number of articles detailing the ciaimed suce ess of therapies such as these i the United
States.
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4 STRATEGIES AND MATERIALS

Thts section looks at the health education strategies and matenals we have developed and
piloted with over 200 parucipants on Learning about AIDS courses and they are designed

to complement existing forms of provision They are not to be used prescnptively, but as

part of a participatory learning programme about AlDS

HOW TO USE THE MATERIALS

These materials consist of a vanety of exercises which can be used selectin ely 1 courses
of varying lengths There are introductory and final exercises, together with seyeral
mntermediary exercises which should be used selecinedy (depending on the professional
background of the participants).

The exercises are as follows

Exercise 1 — Expectations of the Learning about AIDS course (for use with all groups)

Exercise 2 — Beliefs about AIDS (for use with all groups)

Exercise 3 — Advice to others {case studies)

Exercise 4 — Advice to others (prevention) Select from these depending
Exercise 5 — Guidehnes for staff on group and time available
Exercise 6 — Confidentiality

Exercise 7 — Person.al agenda setting {for use with all groups)

Exercise 8 ~ Professional agenda setting (for use with all groups)

The recommended mimimum length of tine for a Learning about AIDS course 1s two half
days and the mavimum length for a course using these particular matenals is three full days
Figure 8 provides an overview of what a Learning about AIDS course of minimum length
might look like The times allocated to each task will inevitably vary depending on the
group, their previous experience and interest and what they idenufy as areas of concern
(see Exercise I in which participants identfy their expectations of the course) Day 2
should ideally follow several weeks after Day 1, by which ume participants will have
undertaken specified tasks (eg reading District/Local guidehnes)

Pt

&7 about

'~ o
o TAIDS

NTERIM MATERIALS

(RN
35




FIGURE 8 Suggested outline of minimum Learning about AIDS course
(two hatf days)

DAY 1 {both 3 hours in total) DAY 2

05 mins INTRODUCTIONS 10 mins RECAP

20 mins EXERCISE 1 Expectations 40 mins EXERCISE 5 Guidelines

10 mins GROUP FEEDBACK 15 mins GROUP FEEDBACK

20 mins EXERCISE 2 Belefs about AIDS 20 mins EXERCISE 6 Confidentiahty

40 mins TUTOR FEEDBACK 10 mins  Break

10 mins  Break 20 mms TUTOR FEEDBACK

25 mins EXERCISE 3 Advice to others 20 mins  EXERCISE 7 or 8 Agenda setting
20 mins GROUP FEEDBACK 15 nuns EVALUATION OF LEARNING

20 mins  SUMMING UP WHAT WAS ABOUT AIDS COURSE

LEARNED AND IDENTIFYING
OUTSTANDING AREAS

10 mins DISTRIBUTION OF MATERIALS
{guidelines, notes on confidentiality,
local resources etc)

Longer courses will be able to devote more time to each of the exercises and to ¢ lude the
full range of matenals

WHAT THE MATERIALS DO NOT INCLUDE

Due to the immediate demand for matenals it has not been possible to pilot matenials
relating to lay perceptions of health and illness, and those concerned with sexuality
anareness These materials will be included m the full Learning about AIDS pack which
will be available early 1n 1988

If health educators wish to familiarise themselves with niaterials available on
sexuality, we suggest they look at the followmg faught not caught (Clanity Collectine, 1985).
Demysufying homosexualty (Hi man Rights Foundation Ine. 1984 and ke Mirror Withun
(Dickson. 1985)

WHAT YOU WILL NEED

The health educator using these matertals will need to bear several things i nund when
»lanning Learning about AIDS courses

A Thewr own knowledge of HIV infection/AIDS needs to be correct and up-to-date
A

An awareness of the likely level of knowledge of the professional group participating in the
course

2 The number of participants on the course, we recommend a maximum of twenty people with
two health educators, and twelve participants with only one health educator

2, The length of ime needed for the course, bearing in mind the participants’ needs and knowledge

The setting for the course should be one which is conducive to participatory forms of learning. It
should be comfortable with chairs arranged in a circle or semi circle, rather than in rows

A An overhead projector or flip chart will be needed for the feedback sessions

<. Domestic arrangements — it helps if tea and coffee can be made available in the work ioom, so
that sessions can foflow on from one another with minimum disruption

A Participants will need wrniting matenals for the exercises
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A Copies of:

District Health Authonty guidelines on Infection Control

District Health Authority policies on HIV infection and AIDS

Local Authority policy statements in relation to Education. Environmental Health and Social
Services

Professional Association and Trade Union documents on HiV infection and AIDS, particularly in
relation to confidentiality

Literature from voluntary orgamisations, such as the Terrence Higgins Trust

A Local addresses of
Counselling services
Lesbian and Gay switchbhoard
Friend (Gay and Lesbian counsethng group)
Special clinics and Departments of Genito-Unnary medicine
Family Planning clinics
Support groups for those who are antibody positive. and/or people with AIDS
Support/counselling services for IV drug users
Blood Transfusion centres

A Leaflets and posters for display.

INTRODUCTIONS (for all participants)

Spend about 5 nunutes intruducing yourself to the grioup - your name, where you work.
and how you can: be contacted Explain anv domestic arrangements

Ask the group to mtroduce themseh es 1o edch other Depending on the ume available
this may take different forms If you only have a hatf day available. 1t should be sufficient
at this stage 1f part.cipants gnve their names and where they work If you are starting a
3 day course, then you will have more time for general introductions and may want to use
wari-up exerc1ses (such as those detarted o Drnking Chorces (TACADE . 1983) o W orking
with Groups (HEC, 1983))
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EXERCISE 1 - EXPECTATIONS FOR ALl PARTICIPANTS

Aims — Tlus exercise 1s designed to help health educators gain a clea 1dea of the
participants’ expectations of the course It serves to set an agenda and nformation from
tus exercise will also be usetul at the end of the course to deterimmne whether group
expeetations have been et

It at the end of the course there are areas that you haven't covercd sufticiently VOU iy
want to discuss with the partucipants the need tor follow  p work

How to run the exercise

For this you will need the appropriate number of copies of Fyeruse Sheet Ju and 1o Fvercise
Sheet 1a should be istributed 1o all parucipants and the mstructons read out so that
everyone 1s clear what they have to do, that 15 to write down therr expectations of what
they would Iike to happen in the Learning about AIDS course It will probably take
participants about S minutes to do this

Then ask partucipants to artange themselves into small groups of five or sin people and
discuss their expectations as a group for about 15 mmutes One peison i each group will
be nominated to report back and will make notes (on frerase Sheet 1) of the common
themes which emerge during the discussion

When each of the groups have finished the task ask them 10 come back as a large group
and listen to the report Lack frow each group The health cducator(s) will write down the
main points on an overhead projector transparency (OHT) or flip chart without entering
1o a discussion on any of the topics

What the exercise is likely to elicit

The themes which emerge from this exercise tend 1o vary depending on the professional
background of the sioup and therr previous knowledge of HIV mfection and AIDS

Here are some of the themes which have emerged i our pilot work using this exercise
o O

FACTS/INFORMATION about the disease -

A where it originated from,

A how s transmuted,

A which groups of people are most likely to be atfected,

A cffectiveness of screening programmes,

A the numbers of people currently mfected and future projecions on a local,
national and worldwide scale,

A life expeetancy of people with AIDS (PWA) once AIDS 15 dragnosed,

A current wreatment for PWA,

A current medical research, particularly in relation to developmg a cure

INFORMATION about public responses 1o the disease -
A the government response 1o the disease and the effecty eness of this,

A local health, education‘soctal services responses 1o Uhe disease and the action they
have taken

PERSONAI CONCERNS -

A how to prevent oneself from coming into contact with the disease,
A personal fears about meetng someone with the disease,
A how to overcome own prejudice towards gay men,
A how (o explain the disease 1o children,
A personal anvieties about the effect of the diseasc o own sexudlity = should 1 stay
celibate?
O
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PROFESSIONAL CONCERNS —

A

> > > >

> b b >

how to care for PWA in the community/hospital,
the correct nursing approach - PWA,
the psychological effects of having AIDS,

how to discuss the disease in schools (particularly Roman Cathehie and other
1ehigious schools),

how to introduce sex education into schools, what 15 appropuiate for ditferent age
groups?

how to answer questions honestly and accurately,

how to answer ‘whatif . ." questions,

which health education methed is the most appropriate.

what advice to give to young people about to enter a sexual relationship.

issues to do with confidentiality

PLANNING responses to HIV and AIDS -
A how to go about this, who to involve. what has been done elsewhere

RESOURCES available —~

A

A

information on self-help groups. voluntary organisations, counselling senices,
Department of Genito-Urinary hledicine/Special or STD chinics,

leaflets, books, videos

EXPLORATION OF GROUP'S FEELINGS towards the disease -

A
A

in relation to sexuality — to be able to feel at ease in discussions of this nature,
in relation to the media response.

Given the wide ranging expectations identified above, 1t 1s important that the health
educator(s) feel confident to address each of these 1ssues, or at least knows where to direct
the participants for further informationi/resources.

In those instances where the list of expectations far exceeds what can be realistically
achieved within the time allocated for the Learning about AIDS course. 1t may be necessary
to ask the participants to decide collectively which prionty areas they would like to
concentrate on. This can be done by asking them to return to their small groups and
selecting one prionty area. Each rroup then feeds back their chosen topic and the sum of
these 1s regarded as the group's priority expectations for the duration of the course.

By the end of the exercise

A

you should have displayed 1 a prominent position the group’s expectations of the
course.
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EXERCISE Ta

EXPECTATIONS

Using tius sheet of paper write down what you would Iike to happen i this
Learning about AIDS course

What I would like to happen
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EXERCISE 1b

SMALL GROUP EXPECTATIONS

Using this sheet of paper wint

5
%)

from your group discussion

. U T O
COMMOonN Capectations wiiidn eimneigea

What we as a group would like to happen
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EXERCISE 2 - BELIEFS FOR ALL PARTICIPANTS ‘

Aims — “hus exercise 1s designed 1o elicit the current behets paiticipants held about I\
infectior and AIDS After this the health educator{s) will be able to contirm, <larify and
question current knowledge held by the partcipants

In situations where you are workig with a group which has a inated understanding of
AIDS you will need 1o devote more time 10 this exercise {1 some mstances we hdve taken
up 10 two hours with this evercise)

How to run the exercise

For ilus you will need the appropriate number of copies of Exerase Skheet 2a and 2b Erercse
Sheet 2a should ve distiibuted to ¢lf the participants and the mstructons read out 5o that
everyone is clear what they have to do. that 1s 1o write down three things they have heard
about AIDS (from whatever source and irespective of whether they personally believe it o
be truel. The participants are then ashed to uck whether they believe each of the
statements to be TRUE, FALSE, or NOT SURE ABOUT It will probably take partictpants
about 5 minutes to do ths.

Then ask them to arrange themselves into different small groups of five or six peopie and
to discuss as a group each of the statements they have wntten down One person n edach
group will be nonunated to report back and will make notes (using Frercise Sheet 2b) of the
areas of agreement, disagreement, and uncertainty for each of the statements. This DIocess
will take about 15 minutes {though 1t may take longer if there 1s disagreement amongst the
group, or if there are many areas of uncertainty)

When each of the groups has finished the task ask them to re-torm as a large group Taking
each group in turn histen to the areas of agreement, (disagreement and uncertamty and
confirm, clanfy or question each of the statements that are made Tlus tutor feedback
session will take approximately 40 munutes, but its length will van depending on the
participants’ level of knowledge

What the 2xercise is likely to elicit .

The behiefs which emerge from this exervise tewd 10 vary considerably depending on the
professional background of the group and their previous knowledge ol HIV infecion and
AIDS,

Here are some of the beliefs which have emerged duting our ttaming sessions and
examples of our responses

AREAS OF AGREEMENT -

“AlDS is spread by promiscuous homosexual men”

The parucipants Lelieved this stateinent to be TRUL The health educator needs to
explain that 1t 1s nerther pro.miscunty nor gay men which spreads AIDS AIDS 15 spread by the
exchange of body fluids {Section 3 4) and m the case of sexual activity 1t1s not the number
of partners, but the form of sexuul act that matters Non-penetrative intercourse m which
there 1s no exchange of body fluids does not put people at nsk of AIDS no matter how
many partners they have

“AIDS is spread through blood transfusions”

The participants correctly believed that the virus can Le spread through biood The
role of the health educator here 1s to put the nisk i perspective, to refer to the number of
cases of AIDS where Db'ood transfusions were seen 1o be implicated and to explam the
current procedures for screening blood (Section 3 4)

“The more [ arters vou have the more at risk you are”

The paruc pants believed this statement to be TRUE Again the health educ ator needs
to clanfy the pomt that 1tis not necessanily the number of partners a person ka but what
they do with them and whether o not they pracuce ‘safer sex’ (1e with no evchan e of body
fluids, using condoms, or mutual masturbation)

ERIC | s
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Aruitoxt provided by Eic:

AREAS OF DISAGREFEMENT —

“AlDS can be spread by living with someone who has it”
there was disagreement over this statement  The statement is TALSL AIDS cannot be
transmitted socially (Section 3 4)

“Everyone is at risk of AIDS"

Mhere was disagreement over this statement People are only at risk of AIDS 1f they
put themselves o nisky situations, 10 do not practice safer sex . exchange dirty needles (f
iV drug users). do not cover open wounds (Seclion 3 6)

“AIDS can be transmitted by women to women"

There was disagreement over this statement In theon 1if a woman 1s HIV posttive and
exchanges body flunds (eg vaginal and cenvical secretions) with another woman, then the
virus could be transmutted

“There are ‘innocent’ and "guilty’ victims of AIDS"

There was disagreement over this statement Some participants fett that
haemophihaces and babies were ‘innocent’ 1ctims of the disease, whilst gay men,
prostitntes and IV drug users were ‘gutlty victims of the disease. This distineton 1s not
helpful to anyone. and 1t can be positn ely damaging 1f people caring for PWA hold these
beliefs as they may interfere with the care they give (Section 3.3)

ARLAS OF UNCERTAINTY -

“AlIDS originated in Africa”

We do not yet know where the AIDS virus origimated There are various speculations
about tlus (Section 3 2) Nor do we know where the common cold or the Herpes virus
ongmated Whilst 1t may be hielpful to have this information. we currently hive with
considerable uncertainty and we need to accept tus, What we do know n relation to the
AIDS virus is how 1tis transmutted and we can act on this information to prevent it
spreading

“AIDS is spread through kissing"”

Whilst the virus has beenisolated from sains a within the laboratory setung, there
have been no known cases of the virus bemng transmitted through saliva There are also
substances present in saliva which mactivate the virus (Section 3 4)

By the end of the exercise

A youwill have discussed each of the statements and confirmed, clarified or
questioned their accuracy

Do not be afraid 1o admut that you are unisure of the evidence It s better to refer
partiaipants o another source, or to say that vou witl find out what the evidence s by the
ume of the next session than to make things up or give a false sense of certainty




EXERCISE 2a

BELIEFS ABOUT AIDS

Using this sheet of paner, list three thing< vou have heard abosst ATDS Ty the
column on the night, tick whether you believe the statement 1s TRUE, FALSH you
are NOT SURE about it.

TRUE FALSE |NOT SURE
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EXERCISE 2b

BELIEFS ABOUT AIDS

When you have listed your three statements, divide into small groups and discuss
them.

Use this sheet of paper to list areas of AGREEMENT, DISAGREEMENT and
UNCERTAINTY

- -
AGREEMENT

DISAGREEMENT

UNCERTAINTY

o
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EXERCISE 3 - ADVICE TO OTHERS FOR USE SELECTIVELY

Aims - these cdase studies are designed to help parucipants disentangle what they “know’
about HIV infection and AIDS from what they ‘feel’ The gin of the exevaise 1s (o elicit
reactions to certan situations anid for the participants to consuler how therr vesponse may
be tempered by personal fechings, rather than based on knowledge of the discase

How to run the exercise

This exercise consists of seven case studies which are appropriate 1o health educators ma
vartety of professional settings (Exercise Sheets a—d are case studies which can he used by
any group, ¢ and { are specifically for teachers and g 1s directed at parents) Before the
exercise you will need to have selected and copied the case studies which are most
relevant to your particular group and to have thought about the issues which are Iikely to
be raised by the case studies,

Distribute ¢ copy of the selected case stuclies to the participants as appropuate Ask them
to write down their reactions to the case study and the advice they would give 1t will
probably take participants about 5 minutes to do this

Divide the participants 1nto small groups of four or five hased on the case study they
looked at Ask them as a group to discuss their responses for 15 to 20 minutes Jne person
in each group will be nominated to report back and will make notes of the issues wliuch
emerge during the discussion

When each of the groups has finished the task ask them to re-form as a large group and
listen to the report back from each group This should take about 30 ninutes depending on
how much clanfication is needed fiom the health educator

What the exercise is likely to elicit

Each of the case studies 1s Iikely to ehait participants’ personadl fears andeactions to the
following.

starting a new sexual relationshup

bemng in a relationship with someone w110 1s about to nurse PWA

being kissed by someone who is HIV antibody positive

working with someone who may be at nisk

childrens’ fears of AIDS

> b

giving mouthi-to-mouth resuscitation to a potentially at-risk person

%4 chuldren learning about ccndoms through the media
The action that participants say they would take i edach of the scenartos may be hased on
personal fears rather than therr knowledge of HIV infection and AIDS  Their actions may
also be based on the level of knowledge they feel that 1t 1s appropriate to gin e others. for
example schoolchildren, as well as therr witlingness to tackle therr own homophobia and
that of friends and colleagues

By the end of the exercise

You will have,

A discussed cach of the selected case studies and had the opportunity to reiterate
information about the precise modes of transmiusston and at-risk behaoviour

A introduced the subrect of safer sex (1if this has not alrcady been discussed n
Exercise 2)
A cexplored people's fears and anvieties m relation to HIV mfecton aned AIDS
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EXERCISE 3a

ADVICE TG OTHERS (CASE STUDY)

A woman you know has a new hoyfriend, and they want to start a sexual
relationship. She comes to you for advice because she is afvaid of catchin
but doesn’t want to be celibate for the rest of her life.

-3
1]
2
-
]

What is your reaction? What do you do?

EKC"
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EXERCISE 3b

ADVICE TO OTHERS (CASE STUDY)

Your girlfriend who 1s a nurse has recently been given the chance of working on a
ward where people with AIDS are occasionally nursed Foi her this means
promotion.

What is your reaction? What do you do?
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GENERAL

EXERCISE 3c

ADVICE TO OTHERS (CASE STUDY)

A friend you haven't seen for a long time comes to see you and greets you with a
kiss on the mouth A few wecks later when you neat ineet hie confides 1 you that
he is antibody positive

What is your reaction?

What do you do?
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EXERCISE 3d

ADVICE TO OTHERS (CASE STUDY)
GENERAL — WORKPLACE

A man you know at work has had the test for antibodies 1o 1V, and the ool jesult
1s negative Some people at work have tound out that he hdas had the test and have
advised you to avoid hium.

What is your reaction? What do you do?
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Exercise 3e

ADVICE TO OTHERS (CASE STUDY)

One of the girls m yow fourth year junior class 15 consistently absent {rom games
lessons You notice her reluctance to jomn m the usual playground actuivities with
fitends. hrom talking with her you discover that she is acutely afraid of catching
AIDS. as a result of the warnings she has 1ecenved from her father

What is your reaction? What do you do?

a7about
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EXERCISE 3f

ADVICE TO OTHERS (CASE STUDY)
TEACHERS - SECONDARY SCHOOL

A dispute between two fifth form boys leads to a fight i the playground at lunch-
ume m which one 1s hadly winded and needs artificial respiration. As a teacher you
have been trained in First Aid. The boy 1n question is known to you as a habitual
user of mjected drugs A colleague refuses to give mouth to mouth resuscitation

What is your reaction? What do you do?
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EXERCISE 3¢

ADVICE TO OTHERS (CASE STUDY)
PARENIS

Your neighbour comes to you in a state of agitation Their nine year old son has
seen a recent Department of Health TV commercial on AIDS and subsequently
asked them what a condom 1s Your neighbour is disgusted that a child of this age
should have heard such a word.

What is your reaction? What do you do?
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EXERCISE 4 — ADVICE TO OTHERS (PREVENTION) / OR USF SELECIIVETY

Aims — tlus excrcise 1s designed to ascertai the nature of the knowledge that participants
have acqurred during the course The amm of the exercise (s for participants to tanslate
recently acquired knowledge mio practical advice for others

Fhis exercise mav be used instead of Frercise 7 when tme s hmited

How to run the exercise

For tlus you will need the appropriate number of copies of Fiercise Sheet 4 Hhese should be
distibuted to all partcipants who shiouid then be asked 1o st the ady e e iy would give
to others (either in theiwr professional capacity or as colleagues, friends o1 parents) to
prevent them from becoming infected by HIV This should take about 8 munutes

Then ask thera to anange themisely s mnto small groups of five or siy people and to discuss
as a group for about 20 minutes the advice they have written down They wall be asked 1o
question whether tus advice 1s appropriate and how they nuglt attermpt (o gne this advice
One person in each group will be nominated to report back and will make notes of the
issues that emerge

When each of the groups has finushed the task ask them 1o re-form as a large group and
listen to the report back fronceach group i turn Wnite down the main pomts on an
overhead transparency (OHT) or fip chait. The health educ ator will need to be prepared 1o
give gurdance on some of the 1ssues raised 1 this exercise This part of the exercise will
take about 20 mmutes depending on the knowledge of the gioup and thea confidence in
advising others.

What the exercise is likely to elicit

The areas of advice wluch emerge from thus exercise tend 1o vary depending on the
& t &
professional background of the group and therr own roles as health educators

Here are seme of the themes which have emerged thiough using this exercrse (the tems
with * indicate further discussion — see helow)
PERSONAL HYGIENT

A cover cuts

A acupuncture, tatoomng and car-prercing — check that equipment s stertlised
between use

A don't share needles, 1a20r1s or sex 10y s

A don't engage m blood rituals (cg blood brothers sisters)
A clean up bloou spillage witlhy 1 10 dilution of houscehold bicach

SEXUAL RELATIONSHIPS
A “encourage @ comnutted relavonship with a single nusted partner

A Cpostpone full” sexual velationslups unul more mformation 1s known about tie
partner

A ‘usc a condom every ume you have vagmal. anal. or oral mtercourse

A “use aspernucide contaming Nonovynol 9

EDUCATION

A there should be more positive education m schools about AIDS and sexualiny
Some of these itemis of advice vaise yet further questions which the health educator will
need to be prepared to respond to
the fear of losing a partner tf monogamy 1s msisted on
what about rehgious aspects to usmg condoms?
what about using a condom if the partner has been stenlised?

> > > >

what if the person wishes to bed rme pregnant?
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Aruitoxt provided by Eic:

what about the taste of condoms m ordl sex?
how can condoms be made more attracuve?
how caix we give advice on the proper use of condoms?

> > p

how to learn about forms of sexual expression which do not mvolve penetraine
Inter ourse

By the end of the exercise

You will have,

Y S IS

A a clean wdea of how much fas been fearned on the course so far,
A the ability of participants to make sense of their knowledge and apply 1t to
practical situations will also be apparent

The items raised during this exercise can be placed 1 a prominent position and added to
during the remainder of the course

J ‘;_-
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EXERCISE 4

ADVICE TO OTHERS — PREVENTION

e YR B L UE Y S W T g PN PR T 1 H 1 et
s sheet of paper and your knowledge about AIDS, hist

What advice you would g e to others (o prevent them from bemg infected by
HIV (Human Immunodeficiency Virus)
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EXERCISE 5 - GUIDELINES FOR STAFF FOR USE SFLECTIVELY

Amms — 1o farmliarise participants with their Health, Local or Education Authority
gundelines on HIV mfection and AIDS To clarify mformatio contamed m the guidelnes
and to idenuify areas not covered by the gindelmes

How to run the exercise

For thus exercise you will need ¢ copy of the relevant Authouty guidelimes for each of the
parucipants On a two or three day course 1t s wdeal if these can be distnibuted at the end
of Day 1 or 2 so that partcipants can have the opportunity to read them overnight This 1s
a good exercise 10 begmn the day wiih

Distuibute a copy of Evercise Sheet 5 to each of the participants and ask them o complete it
making reference to the appropriate guide'imes You will need 1o ailow at least 15 minutes
for this and 1 cases whete participants have not had the tme to read the gusdelines
before, you will need longer

When each of the participants has completed Exercise Sheet 5 ask them to anange
themselves mito small groups dand discuss their responses 1t s possible to use this exercise
with ni .ed professional groups, m which case they eacli have a copy of the relevant
guidelines and divide into srall groups basea on their professional background Agamn,
one person will be nominated to report back and will make notes of the ssues which
emerge from each of the three questions on Exercise Sheet 5

When each of the groups has finished the task ask them to re-form as a large group and
listen to the report back from each group m turn This discussion will take at least 30
minutes and 1tis important to record the points that are raised so they can be fed back to
those responsible for drawing ups and amending the gwdelines, The health educator may
wish to muite someone who has heen imvolved in drawing up the guidelines to answer
quertes and to recenve feedback on the appropriateness of the advice which they contam

What the exercise is likely to elicit

The ponts rawsed will vary according to the professional background of the participants
and the compiehensiveness of the guidelines

Here are some of the pomts this exercise has elicited

INFORMATION IN THE GUIDELINLS WHICH PARTICIPANIS DIDN'I KNOW BLFORL
A the tength of the "lugh nisk” group list
A menm prison = ‘lugh nsk’
A mmnoculation wsks vs lugh risk

A the possible dangers of attempting to disconnedt a needie from a hy podenie
syrnge after use

AREAS OF UNCLRTAINTY

A mechdmsm for transporting Blood from lugh risk” people to the Liboratory

A whether or not gloves should be used to take blood trom every patient
AREAS WHICH NEED TO BF INCLUDED

A informauon on counselling provision available

A gurlance on confrdentialiny

A where to obtam supplies of waterproo! plasters

A faclities for disinfection

By the end of the exercise

4 there will be three hists of mformition relating to cach of the questions dise ussed
This mformation can be passed on 1o the relevant Authonty otficer so it can be
tahen 1nto account when revised guidelines are prepared

1Y)




EXERCISE 5

GUIDELINES FOR STAFF

After having read your District Heajth Authonty. L.ocal or Lducation Authory
guidelines on HIV mfection and AIDS. use this sheet of paper to answer the

fol'owing questions

1 What was there in the guidelines which you didn’t know before?

2 What was there in the guidelines which vou are unclear about?

ought to be covered?

3 What areas can you 1dentify which are not in the guidelines, which you feel
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EXERCISE 6 — CONFIDENTIALITY FOR USF SELECTIVELY

Aims — this exeraise 1s designed o remund different client groups about the rules of
confudentiality to be observed nvthen work The exercise dlso anns to look at the adequacy
of these rales m the hight of HIV infection and ATDS

How to run the exercise

For this exerarse you will need sutficient copies of the relevant employmg authonty
regulations on confidentiality to distubute to cach of the participants You will also need
foryourself a copy of the relevant protessional Codes of Conduct in reldation 1o
confidentiality (for example, those produced by the BMA, RCN)

When runnimg the course with participants who are not required themselves e observe a
professional Code of Conduct, 1t 1s useful to discuss with them the rules of confidenualiy
relating to their colleagues

On atwn or throe dav ¢ nniven 11 hnl:\g iof n wtar m inte avn arear e 10 remind themselves of

then Authonty’'s regulations on confidentiahity Flus can be done by distributing copies of
these at the end of Day 1 o1 2 50 that participants have the opportunity to re-read them
overmiglht

Distmbute a copy of Exercise Sheet 6 10 each of the partucipants and ask them (o complete 1t
withheference to the rules of confidenuality they currently observe Tlus will take about
7 munutes to complete

When each of the participants has completed Evercse Sheet 6 ask them to arrange
themselves mto small groups and discuss therr responses Where you have more than one
professional group on a Learning about AIDS course, divide the participants into groups
based on therr professional background One person from each group will be asked to
report back and will make notes of the pomnts which emerge This discussion will take
about 20 minuees depending on the professional background of the participants

When cach of the groups has fimushed the task ask them to re-form as a large group and
listen to the report back from each group m tuan Write down the main poimnts on an
overhead transparency (OHT) or flip chart The health educator will need to give gurdance
on the pomts raised and may need to make reference to the appropriate professional Code
of Conduct

What the exercise is likely to elicit

the points rarsed will vay deponding on the professiondal hackground of the partcipants
and the appropriateness of the carrent rules of conhidenuality to HIV infecuion and AIDS

Vs ssues to do with confide ntiality can be emotse, there may be tension between and
within groups on tus subject Hhs may be more marked when usimg the exercise with
mned professional groups who are critical of each others Codes of Conduct

Here are some points rawsed through using this exercise

RULES OF CONFIDENTIALITY CURRENTLY OBSERVED
A checking the authenticity of phone calls about cliens
A ensurnng privacy for diseusstons with clients
A obscuring names from casce notes (so other staff cannot see)
A not discussmg chent details with other staff, on or off duty
A mformation about chient not gnen to others without chients consent
ADIEQUACY OF C URRENT RULEFS
A problem ensunng that records dare safe
A problem with ty ping letters about chients

A problem of what to write on lents' records

J
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the end of the exercise

A you will have identified those areas of confidcatiality carrently observed together
with areas which may need revising m the light of HIV infection and AIDS




EXERCISE 6

CONFIDENTIALITY

f paper piease provide informiation on the following.

1 In terms of your work, what rules of confidentiality do you observe?

2 To what extent do you feel these rules of confidentiality are adequate in
relation to HiV infection and AIDS?
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EXERCISE 7 - PERSONAL AGENDA SETTING FOR ALL PARTICIPANTS

Aims - This exeraise 1s one of the two fial exevcises and 1s designed to help participants
identify aspects of AIDS educaton they are personally concerned with which were not
fully covered in the course

-

Evercise 7 may be used m conjuncuon with £rerase 8 o mdependenthy, depending on the
ttme avatlable

How to run the exercise
You will need the appropriate numnber of copies of Frerase Sheet 7 [hese should he
disturbuted to all participants Ask theni to reflect on the Learning about AIDS ¢ vt se:

A whbatwere their expectations at the outset?

A have these expedtations been met?

A what have they learned on the course?

A what aspects of HIV mfecton and AIDS do they need to find out more about?
Then ask the pa.acipants to hist anything they need to find out for themselves nielation

10 AIDS, and to dentify where they propose to obtam this infoimaron from This should
take about 10 minutes

When the paiticipants have completed therr bist, ask them to consider how long it will take
then. (0 find out about all the tems on ther hist (Iwo to three weeks after the end of the
course 1s usually long enoughj

What the exercise is likely to elicit

A more information on current research LOOK m medical jomnals and books
A queries about the sdfety of going to the denust — ASK the dentist
A personal queries about safer sex DISCUSS with partner

There 1s no group feedback for this exercise The mformation constitutes a persotial
agenda and is for the participents to tak away with them

By the end of the exercise

A cach partcipant witl have a personal agenda of tems they wish to find out more
about

N




EXERCISE 7

PERSONAL AGENDA SETTING

Using this sheet of paper, make a hist of the things you need to find out more about
in connection with AIDS Try and idenufy where you will go to tind out about these
things'

Things I still need to find out about Where | will go to find out about them
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EXERCISE 8 — PROFESSIONAL AGENDA SETTING FOR ALL PARTICIPANTS

Aims — This excrcise is one of the two final exercises and 15 designed to help participants
wtentify aspects of AIDS education they are professionally «oncerned with which were not
fully covered n the course

Exercise 8 may be used in conjunction with Lyercise 7, or independently, depending on the
time available

How to run the exercise
You will need the appropriate number of copies of Exerase Sheet 8 These should he
distributed to all participants Ask them to reflect on the Learning about AIDS ¢ outse

A what were their expectations at the outsct?

& have these expectations been mer?

A what have they learned on the course?

& what aspects of HIV infection and AIDS do they need to find out more about?
Then ask the participants to list any things they need to find out for themsehes in relation

o AIDS, and to wlenufy where they propose 10 obtain this information from This should
take about 10 minutes

When the participants have completed their list, ask them to consider how long it will take
them to find out about all the items on their ist (Iwo to three weeks after the end of the
course is usually long enough) Then suggest that participants enter mto a ‘contract’ with a
colleague and arrange to mert them 1n a few weeks time to discuss the success they have
had in obtarning further information

What the exercise is likely to elicit

A how much information to give children ASK Local Education Authonty adviser
without causing panic?

A what 1s ikehihood of meeting a child who

1s HIV antibody positive?

LOOK 1n medical journals and hooks,
Government mifoymation services

A how can higher standards of hygiene be DISCUSS with colleagues
promoted amongst colleagues?

A what s the Local Authority policy on HIV ASK retevant adnunistiator
infection and AIDS?

A who 1s1n charge of First Aid in the ASK Health & Safety Officer

workplace?

There is no group feedback for this exercise The information constitutes a professional
agenda and 1s for the participants to take away with them It 1s hoped that participants wiil
be able to obtain the information they require by the date they have set

By the end of the exercise

RIC
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A each participant will have a professional agenda of 1tems they wish to find out

moere about,

A each participant will have entered mto a contract with another person to discuss

theiwr success m this activity
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EXERCISE 8

PROFESSIONAL AGENDA SETTING

Using this sheet of paper, make a list of the things you need to find out about AIDS
in connection with your work Try and 1identfy whete you will go to find out about

these things

Things I still need to find out about Where I will go to find out about them
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Concluding a Learning about AIDS course

At the end of each day of a Learning about AIDS ¢ ourse we suggest vou spead atleast 15 0
20 munutes gaming feedback from the participants about what has happened that day

When you come 1o the end of the course go back 1o the hist of expectations generated by
Evercise I Discuss each of these expectations in turn and ash the participants whirch areas
are outstanding and need further attenuon Make a note of these and 1ake them mnto
account when planning future courses, (1

Ny

guideline s fur craluating and developimg
parucipatory approaches to AIDS education are contained 1 the nest secuon, pages 67-69)

Finally. thank the partscipants and your coleague(s) tor then contrhutions and veninnd
everyone where they can contact you should they need to do so
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5 GUIDELINES FOR EVALUATING AND
DEVELOPING PARTICIPATORY APPROACHES
TO AIDS EDUCATION

These materials have heen developed using a participatory approach to AIDS education
They are not prescrptive and should not be used m such a way  The evaluation of the
Learning about AIDS courses should thercfore be a formatinve process which s
continirousty evolving and responding to participants’ needs Fhe mechantsm by which
this 1s done has to be consciously and deliberately huilt mto the way Learning about AIDS
materials are used Please remember that these aie mterim matertals and will need further
developing i the hght of the findimgs of the continmig Learning about AIDS project, the
feedback we recenve from users (1e yourself), as well as clianges m knowledge about HIV
imfection and AIDS

When evaluating Learning about AIDS courses you will ne »d te pay attention to both
the process of the course and the outcome

PROCESS EVALUATION

You can evaluate the prorsss by asking a series of questions at the end of the course These
questions should be directed at three groups of people 1) yourself, 2) the colleazuc(s)
working with you, and 3) the course participants Examples of the sorts of questions you
can use to elicit feedback at the end of each course are as follows

SELF

Was the course genuinely participatory?

Dud all the participants contribute?

What was the balance between the contributions you gave and those given by the participants?
Which Exercises worked well?

Which Exercises worked less well?

Did you allow enough time for each Exercise?

DPBDPB DD

Was there any factual information w. .ch needs further clarification?

COLLEAGUES
It1s often easter to judge how a course went when you are working with another person.
Before the course you will need to -livide up responsibilities and you can take 1t i1 turns to

observe the group whilst the other person s organising group actinaties

At the end of the course 1t 1s useful 1o ask the same questions of yvour colleague(s) ds vou
do of yourself and gn e constructive feedback Discuss what changes you would want to
make in the future and make a note of these

COURSE PARTICIPANTS

At the end of each course you need to allow suthicient ume for teedback The following
questions provide you with a starting point. but you may want to ask more

N
D
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Did partizipants feel they had enough opportunity to contribute?
Did partic.pants feel their contributions were received non-judgementally?

Did participants feel they were reassured by the course?
What areas are still ouistanding and need further attention?

A
A
A Did participants feel their questions were answered satisfactorily?
A
A
A

Is there a need to follow-up any of the above points with a further Learning about AIDS course?

You will need to make a note of these respo ses and incorporate changes as neeessary mto
future planning

REVIEW

The responses ehicited front yourself. your colleague(s) and the partcipants may not matc .
you may all have different perceptions of the course 1t s mmportant to dentfy these
differences and to monutor the feedback you recen e fromt a wide range of pmofessional
groups and when working with different colleagues It may be that dafferent professional
groups have dnergent expectations of the cowrse, of a participatory approach and of the
subject matter uself You taay observe common themes emerging after severdl courses and
you can note these down and make changes accordingly

OUTCOME EVALUATION

The outcome you are evaluating can be related to each of the models of health education
we outlined carlier (see pages 9-10) Evaluating information-giving which aims o mncrease
knowledge and change behaviour can be done mn various different ways, In many
instancas, questionnaires are distributed before and after a course to judge changes m the
level of knowledge achieved by the course In relation to Learning about AIDS this 15 not
an appropriate method A participatory approach to AIDS education begms with what
people already know about AIDS and builds on this Devising a questionnaire to elicit
levels of knowledge would mevitably mvolve making certain assumptions about the
participants’ knowledge without having met them Additionally, an mcreased awareness
and changes in the level of knowledge, do not necessarily lead to changes 1 behaviour (se¢
also Gatherer, 1979) In many mstances we have found a disjuncture between what people
know about HIV infection and AIDS, what they feel and how they act

It 15 more hkely that change will come about if people feel more seli-confident
Therefore a self empowering approach m which partucipants can explore their fears and
anateties and work through these 1s likely to have longer term success. Exercise 3 attempts
1o ascertamn how people will react i gineen sttuations, but there 1s no direct evidenee to
believe that they will do what they say they will do Their actions can best be evaluated by
afollow-up rourse which mcludes a substantial amount of ume devoted to idenafy mg the
extent to which participants’ personal and professional agendas have been achieved (see
Exercises 7 and 8) If such a course is not possible, then you will need to devise other
approaches to assess what people are currently doing and the progress they have made
with their personal and professional agendas

Another outcome of Learning about AIDS courses may be greater professional
invoh ement i community actvities: Our experience in running Learning about AIDS
courses L.as mdicated that partcipants often have a low level of awareness of the various
voluntany groups concerned with FHV mfection and AIDS. 1t 1s possible over time to
evaluate. the working relationships between professional and voiuntary personnel Again d
follow-up session would provide the hest opportunity for monitorning these developments

Implementng policy changes m Distiret Authority guitdehnes, and or 1evisig curent
Codes of Conduct in telation to confidenuality can be mdications ol e success of
Learning about AIDS courses within the soaal trunsformatory paradigm Health educators will

RIC G
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therefore need to monitor the progress of these mitiatives and to evaluate the case with
whicl. different professional groups achieve these goals According to the soctal
transformatory paradigm there are many other fronts on whicii changes need 1o take place
(for example, changes mn insurance policies, adequate resources for rescarch mto AIDS.,
cdring for people with AIDS, monitoring media reports, and challengmg homophobia
generally) Itis unrealistic to imagine that these chianiges will be achieved through Learning
about AIDS courses on their own But it 15 hoped that the process of partictpating m such
courses will lcad to a greater awdreness of the social imjustices surtounding AIDS and that
participants may become involved more fully as the advocates of people with HIV mfection
and AIDS Ulumately 1t should be remembered that the best judges of the effectuveness of a
social transformatory approach will be those persons most affected i the current health
Crisis
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6 RESOURCES FOR AIDS EDUCATION — 1

BOOKS

Partcipatory approaches to health education assume that health educators have a gond
understanding of the issues they intend to explore with ient groups I vou feel unsure
about 1ssues 1o de sith AIDS then weading the following hooks 15 2 pood way to propare
yourself lor the sors of questions you may be asked You can order them from any good
bookshop

[hie bestintroduction 1o many of the medical and social 1ssues assoCated with ALDS 1s.
McKie, R (1986) Pamic the Stony of 1IDS, London, Thorsons

When you have read this, the following books will help consolidate your understatcling of
the relevant 1ssues,

Altnan, D (1986) AIDS and the New Puntanism, London, Pluto Press

Instutute of Medicine, National Academy of Sciences (1986) Mobilizing ugamst AIDS,
London, Harvard Unn ersity Press.

Patton, C (1¢,6) Sex und Germs — the Pohuics of AIDS, Boston, South End Press

If you are Itkely 1o be concerned with the education of health care workers, you will
probably find the following book of interest,

Miller. D et al (1986) The Maragement of AIDS patients, Basingstoke, Mac nullan,

OTHER PRINTED RESOURCES

Supphies of the Health Educaton Authority leaflet 1/DS What Fvervbody Needs to Anew can
be obtamed free from

Dept A
Box 100
Milton Keynes MKI1 1TX

Copies of the booklet Children at School and Problems Reluted to AIDS produced for teachers
by the Department of Lducaton and Science can be obtamed free from,

Publications Despatch Centre
Canons Park
Middlesex HA7 1AZ

Copies of the booklet AIDS und tmployment produced by the Departinent ot | mploy ment
and the Health & Safetv Executive can be obtamed fiee from,

The Mailing House
Leeland Road
London W13 9HL

\list of matentar. produced by the Terrence Higgms Tust is available from,

the Terrence Higgims Trust
BN AIDS
London WCIN 3\
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SOME USEFUL TELEPHONE NUMBERS
Departmient of Health Special AIDS hne 0800 555777

Health Education Authiority 01 631 0930
Welsh AIDS Campaign 0222 223443
Scotush AIDS Monttor 031 558 1167
Terrence Higgins Trust 01 833 2971
ihe taemopiuila Socieyy Ui 928 2020
Standing Conference on Diug Abise 01 430 2341
AVERT 0403 864010

The London Lesbiar and Gay Switchboard (01 837 7324) will answer genceral enquiries
about AIDS 24 hours a day, and can put you in touch with groups such as SIGMA {an
organisation for heterosexuals withv a gay or bisexual partner), Body Positive (a support
group for those diagnosed as having antibodies to HIV), London Gay T'eenage Group,
Young Lesbhian Group, Gay Bereavement Project etc

Help from the Samantans 1s also likely to be available 24 hours a day

The Healthhne AIDS Infuormation Service (01 980 4248) run by the College of Health has
produced a number of pre-recorded tapes abo 1t AID 3 which can he listened to over the
telephone Please be ready to gine the numb.t of the tape you want to listen 1o when you
call

136 What 1s AIDS?

229 Who's at Risk?

230 Tesung & AIDS

232 Signs & Symptoms of AIDS

234 Safer Sex for Heterosexuals

225 Safer Sex for Gay Men & Bisexuals
236 Safer Sex for Haemophiliacs

237 Safer Sex for People who Inject Drugs
239 AIDS and Blood Transfusions

240 AIDS and Artificial Insemimation
241  How to help someone with AIDS

FURTHER RESOURCES

A copy of the AIDS resource list j roduced by the Health Fducation Authonty 1s enclosed
with these preliminary Learning about AIDS materials This idennfies o wide range of
health eduection materials relating to HIV infection and AIDS Do remember though that
most of the matenal referred to on this hist has been produced withun the content of an
mtormation-gn g approach to education about AINDS You will need to consider caretully
how best to use this matenal within the context of the more participatory styles of AIDS
education advocated here
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LEARNING ABOUT AIDS — UPDATE :f_.f

Prepared by Hilary I' mans & Peter Aggleton Lr'zabOut

Faculty of Education & Community Studies < :

Bristol Polytechnic _ 11/, Amq
I/ MBRINTD,

INTERIM MATERIALS

Introduction

Since Learning about AIDS - Interim Materials were published in June 1987 there have been a number of
important davelopments relaling lo HIV infection and AIDS. We have laken the opporlunily of this updale lo

provide health educalors with informalion about some of these in order thal Learning about AIDS — Interim
Materials can be used more effectively. The full Learning about AIDS programme will be available as planned

in 1988.

Definitions

In Augusl, the Cenlers for Disease Conlrol in Allanta, USA published a revised case delinilion of AIDS. From
Seplember 1si. imis new delinition will also be used by the Communicable Diseases Surveillance Centre hergin
Britain. The mostimportant change is the inclusion of a broader range of AIDS ndicalor diseases including HIV
encephalopathy anu HIV wasling syndrome. Delails of this new delinition car 3e found in Communicable
Diseases Report 87/34 published by the Public Heallh Laboralory Services, Communicable Diseases
Surveillance Cenlre, 61 Colindale Avenue, London NW9 SEQ.

Statistics

lauie 1 below identifies the tolal reported cases of HIV infection in England, Wales and Northiern Ireland up until
the end of August 1987,

Cumuiative totais of HIV antibody posilive persons reported,
by transmission characteristic, lo week 87/34

Transmission cheracteiistic Male Famale Unknown Tots!
Hom: sexual/bisexual 3009 - - 3009
Inlravonous drug abuser (VD A) 256 13§ 5 396
Homosexuai &IVDA ' 38 - - 38
Haemophiliac 975 4 - 979
Reciplent ol blood 32 20 - 52
Hetrosexual conlact’

contaclof above groups 4 49 1 S4

contactof othergroups 92 58 - 150

no Information . 10 19 - 29 .
Child of HIV antibody positiva parent 8 7 2 17
Severalrisks 8 - - 8
Nolinformation 636 .26 21 683
Tolals 5068 318 29 5415

*Persons without other identified risks from counirles where helaiosexuai sansinission is believed to piny an imporianirols and who ware previously
Y ~tpcatad (o “Other risks™, have now been raclassilied 1o helerooexual transmission.

O "
E MC urce: Communicable Dissases Raposia, 87/34. J _‘_
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Table 2 identilies the total reported cases of AIDS in the UK as a whole al the end of August 1987

Cumulallve totals of UK reports ol AIDS cases (deaths) to 31 August 1987

Transmission charactaristic Mate Female Tolal
Homosexual/bisexunl 860 (476) - 860 (476)
intravenous drug abuser (IVDA) 10 (4) 3.42) 13 (6)
Homosexual &IVDA 15 (8) - 15 (0)
t aemophlilnc , 56 (41) 1) 57 (41)
Reciplentoiblood: abroad 9 (6 6 (3) 15  (9)
UK 6 (5 2 (2) 8 {7)

Hetarosexunl:

possibly inlected abroad 17 (6) 7 (6) 24 (12)

UK (no evidence ol being infected abroad) 3 (2 5 (4) 8 (%)
Child of HIV anlibody postive parent 4 (2) 7 (4) 11 (6)
Other - 1N 1 (n
Undelermined 1 () - 1 ()
Tolals 981 (550) 32 (22) 1013 (572)

Source: Communicable Diseases Report. B7/34.

Table 3 identifies the total reported cases of AIDS in the United States as of mid August 1987.

40.845 and counling ...
AIDS Cases as Reporied by the CDC as of August 24th. 1987

Resldenceof Cases Numberof Cases Residence ol Cases Numberof Cases
New York State 11656 Missouri 275
New York Clty 10554 North Carolina arn
Calitornia 9419 Arizona 260
San Francisco 4009 Minnesola 221
Los Angelos 3506 Oregon 197
San Diego 525 indlana 189
Florida 2754 Hawall 162
Miami 1149 Soulh Carolina 154
FtLsuderdale 508 Alabama 148
Texas 2714 Oklahoma 116
Houslon 1347 Wisconsin 138
Dallas . 784 Tennessee 126
New Jersoy 2352 Nevada 99
Newark 952 Ahodeisland ot
Jersey Cily 462 Kansas 84
Washington, D.C. (Metro Ares) 1184 Kentucky 84
lilinols 1103 Utah 70
, Chicago .+ 989 New Mexico 64 .
Pennsyivania 990 Arkansas 63
Philadelphla 792 Delaware 55
Massachusolls 86§ Mississippl 55
Boslon 637 lowa 54
Georgla 841 Maine 46
Alianta 654 Nebraska 35
District of Columbla 785 New Hampshire 35
Marytand 606 West Virginia 35
Washington 496 Alasks 34
Seultie 395 Vermont 13
Louisiana 481 idaho 10
New Orleans 347 Montana 8
Virginia 464 Wyoming L]
Connecticut 461 Virginisiands 7
Ohlo 441 North Dakota H]
Colorado 424 South Dakota S
Denver 353 Guamn 1
Puarto Rico 394 TrustTerritory 1
Michigan 379 Pedintric Cases (inciuded Inabove) 563
0! theso 23,559 (asproximalely 58 percent) are
dead.
Sourco: New York Native August 24th 1887. (Compiled lrons Centers lor Di Conlrol Staustics.)

Isolation and transmission ,

HIV has now been isolated from the ataniotic liuid of one woman who had been an injecling drug user but most
cases of HIV infection in the newborn a: e allribulable o the lransmission of the virus across the placenta during
delivery. There have been reports thal breast milk has been implicated in the post-natal transmission in iwo
Q cases In Rwanda. In both instances, the mothers had received translusions of HIV inlected blood alter the birlh
F lC ol their children.
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Nevertheless. it is widely accepted now that the relative contribution of breast feeding to HIV transmission is
probably smail compared with that ol inter-ulerine transmission or transmission across the placenta at birth. The
World Health Organisation recommendec in July 1987 that breast leeding by the biological mother should
continue 1o bea the feeding method of choice irrespective of her HIV infecuon slalus. This conclusion is reached
because of the benelits lo be derived irom breast feeding in both developed and deveioping countries and
because of the low reporled incidence of transmission via this route.

The Human Immunodeficiency Viruses

Ithas now beendiscovered that thereis atleast one other retrovirus that cause AIDS and similar ilinesses. This
virus which has been called HIV-Il is lound in certain well-deflined population groups in Wesl Alrica and also in
Portugal and Brazil. HIV-Il produces diflerent anlibody responses from HIV-I, ar.d this has implications for the
lurther development of antibody tests to detect infection as well as for vaccine development. Double infection
wilh both viruses has also been shown o occur.

The Consequences of HIV infecticn

Arecent study has confirmed previous findings relating to the average length of time between HiVinfectionand
the diagnosis ol AlDS. According to an article by Andeison & Billard (in Nature 328.719-712), theaverage pe.rfp”d.
was lound lo be 1.97 years ior children aged 0-4 at the time of transfusion, 5.5 years formen and 8.23 yearslor
women. Care needs o be taken in extrapolaling from these statistics lo casesin which HIV is transmilled inother
ways. Additionally. this data relates only to those people who subsequently developed AIDS alter receiving a

transfusion of inlected blood.

The nalural history of progression to AIDS from another symptomalic slate is also becomingbeller understood.
Al the Third International Conlerence on AlDS in Washinglon, DC, stalistics were presented delailing the
medium o long-lerm consequences of Persistent Generalized Lymphadenopathy. Of a group of 200 gay men
with PGL studied at the University of California, San Francisco, 3.5% had developed AIDS aller wo years, 13%
alter three years, 32% alter four years and 45% aller live years.

Pregnancy and HIV infection-

Studies in progress are tending to question the view earlier expressed thal pregnacy in a wornan with HiV
infection wi' increase Lhe likelihood of her further developing AlLS. Currently, there is no evidence lo suggest
that abortion will alfect the oulcome of pregnancy in a woman wilh HIV infection for the betler.

Injecting drug use and HIV infection

Concern has recently been expressed about the effectiveness of bleach as a means ol clearing syringes and
needles between use. Typically, bleach loses ils strength over time and unless fresh supplies are used there is
the possibility that disinlection may be less ellicient than it should be. The AIDS informalion officer al SCODA
can provide up to ¢ate information on the most appropriate methods ol disinfection (1/4 Hallon Gardens London

EC1N 8ND).

Therapy

Studies of the effectiveness of AZT (now known widely under its tradde name of Retrovir) conlinue 1o suggest thal
ttis elfective in relieving symploms and prolonging life alter the diagnosis of AIDS. Anumber of other drugs are
currently undergoing clinical tnals in the Uniled States including DDC (Dideoxycyliding) — a substance very
simular 10 AZT, DTC (Immuthiol), CS-85 and Ribavirin. Additionally, trials of the double stranded RNA compound
Ampligen have resulted in cliriical, virological and immunological treatment without significant side elfects. There
has been considerable discussion recently aboul eflectiveness of the substance AL 721 as a therapy tor Als.
AL 7211s afood substance made from enriched lecithin, butter and waler. Medical opinion in Britainis currenlly

sceplical aboul the claims that have been made for this substance.
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Vaccines

Aboutiwenty prototype vaccines are currently under study. A number of these have been shown 1o slimulale the
produclion of anlibodies in laboralory ammals but these antibodies seem so far lo offer litlle proteclion against
mans are aboul loc commence in the Uniled States butlillle

subsequent HiViniection. Vaccine inals invoiving humans are aboutlo commenceinlhe Unie but
is yet known about the likely effectiveness of the vaccines which lhese will involve.

The consumer magazine WHICH published a buying guide to condoms in its September, 1987 edition. This
identilies the strongest condoms currently available as well as those which are coaled with the spermicide
Nonoxynol -9 which has been shown loinactivale HIV under laboralory conditions. Not reporled in the WHICH
survey is a new condor produced by Warner Lambert calied Lifestyles Extra Strength which ils manulacluress

claimis 20 - 25% stronger than other condoms.

Insurance

The association of Brlish Insurers recommended in May that ils 425 member companies should question
applicants for life insurance abour AIDS and all insurance companies have agreed thal applicants with HIV
infection will be denied cover. As yel there is some varialion in the way in which insurance companies ask
applicants whether or not they have had a blood testin relation to AIDS and some companies have begun to ask

supplementry quéestions about sexual lifestyles.

Testing for HIV.

Al the British Medical Association’s annual conference in July it was resolved that lesling for HIV should 1ake
place al the discretion of the patient's doctor and should nol necessarily require the consent ol the paient - a,
resolution which has since generaled considerable debate both within the BMA and elsewhere. The Meditcal
Delence Union has subsequently criticised this decision on the grounds that doctors pursuing this course of
aclion may be subject lo legal action on the grounds of charges of abuse 'othe person. The BMA AIDS Working

Party is currently considering the implications of this decision for future prolessional practice. The UKCC has

made il clear to nurses who ‘knowingly collude' with a doctor in oblaining blood specimens for HIV lesling without

consent that they could be charged with aiding and abelling assault.




