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4.1 INTRODUCTION

I nfection with HIV and AIDS has given rise to an urgent and international problem 
which has taken on broad social, cultural, economic, political, ethical and legal di
mensions and which is having a significant effect on these areas.

National and international AIDS prevention programmes and efforts to control the 
disease extend across the entire spectrum of social and health services. These efforts to 
prevent and control HIV/AIDS and their consequences have led to careful scrutiny of 
the deficiencies, weaknesses and imbalances in existing social and health care systems 
in many countries. The necessity of dealing with AIDS has therefore created opportuni
ties to reevaluate and reconsider existing systems, assumptions and relationships.

At present there are about 2,3 x 10g economically productive people in the world. 
The working environment therefore plays a central role in people’s lives everywhere. 
Anxiety about the spread of AIDS has made it necessary to reevaluate the working envi
ronment as a safe place to work. In this way an environment which protects and pro
motes the health of employees, employers and their organisations and (where applica
ble) authorities and other organisations can be created. The reevaluation of a working 
environment covers a wide range of issues, including individual behaviour and respon
sibility. It also creates opportunities to study working relations which uphold human 
rights and human dignity, which eliminate discrimination and certain stigmas, and 
which improve practices and procedures.

HIV infection and AIDS are universal problems. The majority of people infected 
with the AIDS virus initially feel well. In time they may develop AIDS or HIV related 
conditions or they may remain healthy. It is estimated that approximately 90 percent of 
the five to ten million people infected with HIV throughout the world are in the eco
nomically productive group. This underlines how important it is that employers attend 
to the problem.

HIV positive employees who remain healthy should be treated in exactly the same
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way as any other employees. The same applies to employees with HIV related diseases 
or AIDS: they should be treated in exactly the same way as any other employee with a 
pathological condition.

Most people with the AIDS virus wish to continue working, and they should be en
couraged to do so, since it is beneficial to both their mental and physical wellbeing. 
They must be given the opportunity to make productive, creative contributions in a sup
portive working environment.

If this principle is to be applied, it is essential that all medical information, including 
the HIV/AIDS status of the employee, should remain confidential.

4.2 FIRST AID TO PERSONS INFECTED WITH THE AIDS VIRUS

People are often anxious that they will be infected with the virus when administering 
first aid at a road accident, for example. If an infected person has injuries with bleeding, 
the area can be effectively disinfected with ordinary household products such as Milton 
or Savlon. Dishwashing liquid in hot water is also an adequate disinfectant. Infected 
blood actually has to enter the first aider’s blood stream for him to be infected with the 
virus.

The main problem areas in administering first aid are mouth-to-mouth resuscitation 
and bleeding. In both situations first aiders may come into contact with the body fluids 
of an infected person.

4.2.1 Mouth-to-mouth resuscitation

An unconscious person who stops breathing spontaneously (for instance as the result of 
a heart attack, electric shock or head injury) may require mouth-to-mouth resuscitation. 
This is a life-saving technique and should be applied immediately without fear of HIV 
or any other type of infection.

Instances of HIV being transmitted through mouth-to-mouth resuscitation have not 
yet been reported. Although the AIDS virus does occur in saliva, it is in such small con
centrations that it has not yet been proved that it can cause HIV infection. Theoretically, 
however, there is a risk of the HIV being transmitted if the unconscious person is bleed
ing through the mouth. In such a case it is essential that the first aider first wipe the 
blood out of the person’s mouth with a clean cloth or handkerchief (if available). Medi
cal personnel with the necessary training can use mouthpieces or resuscitation or other 
ventilation apparatus. Since such apparatus has more disadvantages than advantages in 
the hands of the untrained (e.g. in the case of local injury and bleeding), it is not recom
mended for use by them.

4.2.2 Bleeding
Employees who are bleeding require immediate attention. Quick and effective action by 
the first aider can save a life (e.g. in the case of an artery which is bleeding profusely).

If the person is conscious, the first aider can ask him to apply pressure to the blood 
vessel using a thick, clean pressure bandage. If the person is unable to cooperate or is 
unconscious, or if the wound is too large or cannot be reached by the person, the first
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aider should apply pressure with a clean pressure bandage or any other suitable buffer 
bandage (e.g. a tennis ball) in such a way as to avoid direct contact with the source of 
the bleeding. If available, rubber gloves should be used; if not, any other buffer mater
ial can be used to avoid skin contact with infected blood. Special care must be taken to 
ensure that blood does not come into direct contact with broken skin or the mucous 
membranes. If the first aider’s hands are covered with blood, he should be careful not to 
touch his eyes or mouth.

The hands should be washed with soap and water as soon as possible after first aid 
has been administered.

4.2.3 Snakebite

First allow the affected areas to bleed freely and then, if it is really necessary, suck 
blood from the wound (this procedure should be avoided if there are open wounds in the 
first aider’s mouth). Rinse immediately with a disinfectant. If there are no open wounds 
in the mouth but the virus is swallowed, there is no reason for anxiety since it cannot 
survive in the acid environment of the stomach.

4.2.4 Cleaning soiled areas

Infected blood should be wiped up with absorbent material such as paper towels, a clean 
cloth or a face cloth, which should be placed in a plastic bag and then burnt or buried. 
The polluted area should be treated with a disinfectant (e.g. household bleach). Rubber 
gloves should be worn if possible and hands should always be washed with soap and 
water afterwards.

Bloodstained clothes and cloths should be handled as little as possible and should be 
soaked in a disinfectant before being washed.

4.2.5 Additional measures

First aiders should handle broken glass and other sharp objects at the accident site with 
care. To avoid contact with infected blood, they should also ensure that all wounds or 
cuts on their hands are covered with a watertight plaster before rendering assistance.

4.3 MEASURES TO LIMIT EXPOSURE

The application of the following guidelines should greatly reduce the possibility of HIV 
infection. There is, however, no guarantee whatsoever that preventive measures will to
tally eliminate the danger of exposure. It is therefore the employer’s responsibility to 
formulate a policy which provides for situations in which first aiders may be injured or 
exposed to infected blood. The policy should include the following:

•  Broken skin which comes into contact with blood should be washed immediately 
with soap and water. Mucous membranes should be washed or rinsed with water or a 
disinfectant.

•  If a first aider is injured by a sharp object (e.g. a used needle), the affected area 
should be allowed to bleed freely and then be washed with soap and water. A dress
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ing may be applied if necessary. Further measures will depend on the type and seri
ousness of the injury, and the degree to which the injury and the mucous membranes 
are exposed and the said areas contaminated with blood.

It follows that the more serious the wound, the greater the danger of infection -  not 
only by HIV but any infection transmitted through the blood. In exceptional cases in 
which the First aider is seriously wounded, it may be necessary to conduct further ex
aminations, including the testing of blood samples for the AIDS virus or other infec
tions such as Hepatitis B.

•  If the first aider insists on HIV antibody tests, these should be performed as soon as 
possible after exposure. If the initial tests are negative, follow-up tests should be per
formed three and six months later. In the interim the first aider may require counsel
ling to allay his fears and anxieties.

•  Other issues which should receive attention in this interim period are the possibility 
of the AIDS virus being transmitted through sexual intercourse, the use of intrave
nous drugs and pregnancy. Positive test results directly after exposure indicate that 
the person was already HIV positive and that the virus was not contracted through 
rendering assistance.

4.4 TRAINING IN FIRST AID FOR EMPLOYERS

First aid training in the workplace should include explicit information on how the AIDS 
virus is transmitted and how it is not transmitted. The latter is particularly important, 
since current myths about the transmission of the virus may cause people to withhold 
life-saving first aid because of their fear of infection.

It is important to point out in first aid training that the chances of infection are rela
tively small (approximately 1 in every 250 cases), even if first aiders are exposed to in
fected blood. Measures preventing contact with infected blood and body fluids should 
be included in the training. Such measures can drastically reduce the risk of infections 
transmitted through the blood.

It must be emphasised that first aid should be rendered compassionately with the ob
ject of relieving suffering. The first aider must weigh up the life that is at risk against the 
very negligible, and as yet theoretical, risk that he or she may be infected with AIDS.

Internationally, first aid training is presented both inside and outside the working en
vironment by organisations such as first aid leagues and certain ambulance services. 
Employers should be encouraged to use the expertise of such organisations in planning 
first aid training for their employees.

It is essential that emergency equipment should include rubber gloves, disinfectants 
and watertight plasters or bandages as standard items.

4.5 PRACTICAL HEALTH HINTS AND GUIDANCE FOR CHILDREN, 
TEENAGERS AND DOMESTIC WORKERS

4.5.1 Essential basic knowledge

•  Emphasise repeatedly and appropriately the ways in which AIDS is transmitted (i.e., 
mainly through sexual contact).
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•  Be careful not to engender panic.
•  Emphasise the importance of basic hygiene.
•  Emphasise safe sexual practices.
•  Emphasise the fact that the HIV virus may remain virulent for 24 hours.

4.5.2 Measures in the home

•  Blood on floors -  use any household disinfectant or bleach; it kills the virus im
mediately.

•  Open wounds -  wear rubber gloves when working with blood or bloodstained 
clothing.

•  Razors -  everyone in the house should have their own.
•  Toothbrushes -  they should not be shared with friends or family members.
•  Children’s gangs -  discourage practices in which blood is mingled.

4.5.3 General information

•  Ear piercing -  insist on a new, sterile needle in the apparatus. Discourage the trying 
on of earrings in shops.

•  Immunisation -  insist that a sterile syringe and needle are used.
•  Tattooing -  discourage where possible. Otherwise ensure that the apparatus is 

sterile.
•  Breast-feeding -  this is still to be encouraged, as the AIDS virus is very seldom 

transmitted through breast milk.
•  Birth process -  the AIDS virus is transmitted through the placenta and the babies of 

infected mothers probably contract the disease in the womb. During birth, the moth
er’s blood inevitably enters the baby’s eyes, nose and mouth. However, not all in
fected mothers give birth to infected babies.

4.5.4 Practices among the black population

•  Circumcision -  traditional doctors must be trained to sterilise instruments and razor 
blades by soaking them in disinfectant for a couple of hours.

•  Rituals -  the instruments used in rituals (e.g. the making of slashes on the faces of 
the women of certain tribes) must be sterilised.

•  Safe sex -  the importance of safe sexual practices should be emphasised repeatedly.

4.6 CONCLUSION

A recent study in New York followed up on 101 people who share homes with HIV in
fected people. The researchers studied contact in the form of shared cutlery and crock
ery, shared bath towels, baths, toilets, kitchens, beds, physical contact, such as hug
ging, and exposure to the coughing and sneezing of the infected person. Not one of 
these people has contracted the virus.

This confirms that AIDS is preventable. By following a number of basic guidelines 
and acting responsibly, the terror of AIDS can be greatly reduced.
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Living with AIDS

Gawie van der Walt & 
Robert McKay

5.1 INTRODUCTION

R arely has silent frustration been as eloquent as in the AIDS crisis. Reporting on 
the Sixth International Conference on AIDS in the San Francisco Bay Times, 
July 1990, Tim Kingston had this to say:

That morning, June 24, the Moscone center was a perfect metaphor for the state 
of AIDS in 1990. Leading scientists and researchers are stymied and frustrated by 
the federal government’s reluctance to offer any leadership in the epidemic, its 
discriminatory immigration policy that penalizes people infected with HIV and a 
growing fear that AIDS funding may come under attack, and ... they watch with 
silent anger.

Lars Kallings, president of the International AIDS Society has underlined the frustra
tion and anger that characterise the Fight against AIDS:

How can we expect the private person to behave in a rational and responsible way 
to prevent HIV infection or to reject prejudice when States set a bad example by 
instituting irrational laws, and then, even worse, after realizing that the laws are 
unscientific and useless, through political bigotry do not change them?

The AIDS epidemic is having a profound impact on society and is evoking social, po
litical and economic responses. The magnitude of this response is largely due to the di
sastrous effect of the disease on the social, political and economic sectors and the poor 
prognosis for the infected person.

In the political arena, government and politicians have deliberated at length to deter
mine the official course of action to contend with the epidemic. The inevitable delays 
have been highly frustrating for both patients and care givers.
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Economically the disease has created a new pool of patients requiring public assis
tance because of the astronomical medical costs and the victims’ inability to continue 
working as the disease progresses. Those who have lost their homes because they can
not work or have been abandoned by lovers and family members have few places to go 
as the resources are simply insufficient and therefore not available to many who desper
ately need them.

AIDS has affected medicine in that the severity of associated illnesses and opportu
nistic infections represents a serious drain on hospital resources and staff. The disease is 
not only stretching medical resources to their physical and economic limits, but is also 
having a profound effect on hospital staff working with seriously ill AIDS patients.

Society’s response to the AIDS crisis ranges from denial to punitiveness, discrimina
tion, hysteria and scapegoating. Historically these have been common social responses 
to epidemics. Society may, however, choose to deal with this crisis differently -  if irra
tional fears about AIDS are to be reduced, the public must be educated by mobilising 
scientific research resources in a focused manner, by implementing large-scale preven
tion programmes selected for their effectiveness in changing high-risk behaviour rather 
than for their conformity to narrow social agendas, by protecting public health without 
impinging on the rights of individuals, and by treating patients with compassion.

5.2 WESTERN SOCIETY’S ATTITUDE TOWARDS AIDS

AIDS forces people to face the demons they try to repress. Because AIDS is often sexu
ally transmitted, it exposes some of humanity’s worst fears and prejudices, as well as 
unresolved questions about the complexity and mystery of sexuality (Agape 1987). 
AIDS forces us to face up to many taboo subjects like sex, death, promiscuity, homo
sexuality and drug abuse. According to Witt (1986), people have always attached moral 
significance to illness and particularly to incurable and probably highly contagious dis
eases with an unknown mode of transmission.

AIDS also highlights the basic dualism which pervades much of Western thinking: 
there are sick people and well people; there are bad people and good people; there is 
proper behaviour and there is improper behaviour. We hear a whole series of com
ments, questions, judgments and analyses which obscure the fundamental reality. 
Many regard AIDS as a punishment for sinning against God and the law of nature, but 
the AIDS crisis cannot be oversimplified in this way. Christie (1988) of the Johannes
burg Medical Institute has stated:

AIDS was viewed as a new broom which would sweep society clean, until hemo
philiacs became infected through blood transfusions and the horrible truth 
dawned that AIDS was a disease for everybody. There was a wave of sympathy 
for victims of infected blood transfusions, but stigmatization and condemnation 
was still upheld for people who got the virus by sexual transmission.

For Manning (1987), AIDS has unmasked a headlong flight from reality in the name 
of decency, belief and order. AIDS forces people to confront the depth of their own lack 
of decency, their unbelief and their confusion. AIDS is a gauge of how people respond
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to the outsider, to sex, to mortality; in other words, how they respond to the human 
condition.

Society has responded to AIDS by creating an atmosphere in which patients find it 
extremely difficult to cope. AIDS is the new leprosy. AIDS victims have become the 
victims of a plague -  the gay plague, the result of promiscuity. The notion of high-risk 
groups has been used to stereotype and stigmatise people and has cut them off from hu
man concern and responsibility. “ When I met other PWA’s (People with AIDS) — a 
genteelism for AIDS victims like myself -  I saw what was happening. They were sick, 
sad and alone, rejected by their friends, lovers and families. As the disease destroys the 
body, so people’s ignorance destroys the soul” (Cosmopolitan 1988). How different 
the sentiments expressed by Camus in his book The plague: “ No longer were there in
dividual destinies; only a collective destiny, made of plague and the emotions shared by 
all.”

5.3 WHAT HIV INFECTION ENTAILS

If AIDS is an evil, then society must fight it by declaring war on this enemy. But the 
danger of the war metaphor in the AIDS context is that it transforms the person harbour
ing the enemy -  the virus -  into the enemy. The word “ harbouring” suggests that AIDS 
victims have evil intentions in deliberately concealing the disease and they have thus 
come to be regarded as criminals (Visser 1990). People with AIDS have become scape
goats comparable with the Wandering Jew of the Middle Ages. As Manning (1987) 
puts it: “ No one will use street language to describe blacks, Jews or women these days 
if they want to be taken seriously. But it is still open season on faggots.”

AIDS patients are aware that a positive diagnosis is a serious threat to life. This 
awareness is heightened by previous contact with people who have died from AIDS. 
This may cause intense depression, anxiety and anger, and patients commonly begin to 
contemplate their lives, the significance of death, and the meaning of life itself.

5.3.1 Anxiety

The diagnosis of AIDS or an HIV seropositive test (testing positive for the virus) is of
ten interpreted by the patient as a death sentence. William, aged 33, says: “ The exper
ience of AIDS is supposed to be a death sentence, and that’s how you feel -  How long 
do I have to live? -  with all those thoughts about dying, and being in hospital and just 
wasting away. When I first heard, I wanted to close up and not talk to anyone” (Watts 
1988). Support groups are difficult to establish since infected persons prefer to remain 
anonymous.

Forstein (Witt 1986) indicates that anxiety is one of the most common reactions to 
HIV seropositivity. In addition to having to come to terms with a potentially fatal ill
ness, patients are faced by the prospect of variable physical health, pain and death. In
fected people are afraid to expose themselves for fear of losing their jobs, discrimina
tion, shame, judgment and rejection. Some fears are general, while others are highly 
specific. General fears concern developing AIDS, the stress of coping with uncertainty 
about one’s future health and loss of control over a future orchestrated by an unseen vi
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rus. Specific fears include that of becoming ill, anticipation of future pain and disfig
urement and concern about the possible loss of supportive relationships, whether per
sonal or social.

A telephone call is not contagious and no one will die from visiting me occasion
ally. I’m not going to infect anyone if they hug me once in a while. I’m not asking 
for miracles, or approval, or sympathy. I’m not asking anyone to lie to me. Let’s 
be practical ... (Cosmopolitan, September 1988).

This is only the beginning of the nightmare. What will happen when I get seri
ously ill? When I am in hospital, too weak to help myself, emaciated, fighting for 
life, and scared? I’m going to need friends. Damn it, don’t let me die alone! (Cos
mopolitan, September 1988).

The fears described here are realistic. Isolation, both physical and emotional, may be 
experienced.

I started telling people indiscriminately. I wanted to see their reactions -  to use 
them as though they were my reactions. When they cried, I cried; when they were 
reasonable, I was reasonable; when they ran (and many did), I tried to run as well.
I had nowhere to run to. I get lonely; I get depressed; I get angry. But it’s the iso
lation that really hurts -  knowing that you’re all out there and too afraid to touch 
me or hold me or even reach out to me as a human being. To know that because I 
am ill I’m an outcast, no longer socially acceptable. You can’t imagine what it’s 
like to sit and weep or laugh alone. I remember the good times and find it hard to 
understand why they had to stop. I have the facts and I’m still frightened. But 
don’t I mean enough to someone for them to be there now when I need help? 
(Cosmopolitan, September 1988).

One HIV positive person has said:

It [AIDS] is the stuff of all our nightmares, triggering many of our deepest fears. 
In contracting AIDS we lose our physical immunity, but we may also have to face 
equally painful losses -  of a job, an income, a home. Of mental equilibrium or 
physical beauty. Of a partner or a family. No one knows how many are infected: 
most sexually active people have never taken the HIV test. And those who know 
they are HIV positive, remain unclear what their chances are of developing full
blown AIDS. People with ARC (AIDS Related Complex) do not inevitably con
tract it. Equally, people with AIDS may live for years after the diagnosis. A posi
tive diagnosis can actually be a relief; at least the sufferers have something defi
nite to tackle. And knowledge can change some lives for the better, bringing the 
realization that every moment is precious (Watts 1988).

Hospitalised patients are often admitted to private wards and are visited infrequently 
by family and friends. Some sufferers may have engaged only in anonymous sex and 
therefore find themselves alone and bereft of intimate relationships during their illness. 
In some cases gloves, masks and gowns are worn by hospital staff caring for these pa
tients. Each personal contact is kept brief. Patients may also isolate themselves because
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they anticipate negative reactions from others and act defensively to avoid being re
buffed. The obvious disadvantage of self-isolation is that it lessens the possibility of 
emotional support and understanding.

Reacting to AIDS sufferers who isolate themselves, Jarman (Watts 1988) has stated:

Everyone copes with the virus in different ways; some become reclusive. But 
they are all wrong. Each of us forms our own individual perceptions in life. These 
are gained through personal insight and awareness and also through interpersonal 
experiences.

Support helps people to work through the variety of emotions they may experience 
(shock, anger, guilt, anxiety, depression, obsessiveness). Initially an HIV positive in
dividual may have to work through feelings of shock, anger and guilt.

When I first found out I went into shock. There are few things more frightening 
than being confronted with one’s own mortality. I experienced a total lack of feel
ing. There was nothing, just a hollow emptiness (Cosmopolitan, September 
1988).

Signs of depression include early morning waking, fluctuations in everyday mood 
and loss of interest in activities previously considered rewarding. Anxiety manifests as 
constant concern about the body and a need for frequent medical checkups.

5.3.2 Anger

According to Murphy (1986), people with AIDS experience significantly higher levels 
of anger than people who are seronegative (test negative for the virus). Anger may be 
self-directed and other-directed (Kelly & Lawrence 1988); it may be directed at the peo
ple closest to the AIDS sufferer who, in turn, may feel angry because the person they 
care for is going to die, because the situation is hopeless and they are helpless. Anger 
may result from fears about how the illness will progress, social discrimination and 
stigmatisation, the lack of an effective means of eliminating the virus, and the lack of 
any assurance that a medical solution will be available in the near future. Those strug
gling to come to terms with their illness may also be angered by others’ callous, indif
ferent or hostile reactions. Tactless jokes about AIDS and thoughtless casual comments 
by people who are unaware of the person’s HIV status are painful.

5.3.3 Depression

For many, contracting AIDS means that their secrets are disclosed -  secrets they wished 
to keep because they are ashamed of certain behaviour and may feel guilty about what 
they have done, especially if they believe that they may have exposed others to infec
tion. Intensive media coverage has made patients aware of the high fatality rate and nas
tier manifestations of the disease and of the social stigma attached to such a diagnosis.

Obsessive thoughts are common in persons who have recently learnt that they have 
AIDS. Such thoughts may revolve around contamination, guilt and the unfairness of 
their situation. The focus of guilt may be the victim’s past behaviour and life style, or
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the possibility of having transmitted the virus to others. Sadness, hopelessness, with
drawal, isolation, lethargy and other symptoms of depression are often present. It is not 
unusual for individuals to respond to their diagnosis by giving up their jobs, disposing 
of their goods and property and then awaiting the AIDS death they fear.

5.3.4 Denial
Denial is a useful coping mechanism as it reduces emotional stress. The long-term dan
ger, however, is that denial precludes behavioural changes to prevent further HIV trans
mission or further exposure to the virus (Parks & Weiss 1983).

5.3.5 Loss
AIDS victims face a series of losses. They fear losing their future, their jobs and their 
relationships. The fear of losing identity and self-esteem may be strong, since their in
dependent, active adult life style may change to that of an incurably ill and dependent 
person. Self-esteem suffers as they imagine the loss of bodily functions and integrity 
and their changed appearance. The inability to continue in a career or to participate in 
social, sexual and loving relationships also diminishes self-esteem. If a person tests 
positive, the spouse or partner may refrain from sexual contact to avoid contracting the 
virus. This not only reinforces the infected person’s isolation, but may also cause se
vere conflict. The loss of modes of pleasure and gratification reinforces low self
esteem.

5.3.6 Counselling difficulties

Counselling and education are expensive both in terms of people and time, as social and 
individual issues have to be worked through on a person-to-person basis. Effective 
counselling and emotional support can significantly reduce the anxiety, depression, 
fear and uncertainty which may follow the diagnosis of a life-threatening disease. 
Bringing AIDS out into the open in order to change society’s attitudes is one of the rea
sons for Jarman’s (Watts 1988) disclosure of his HIV positive status:

My primary reason for being open about the virus is I can't bear secrecy -  like 
about my sexuality as a kid. The whole problem is to break the taboos: to be hon
est about it and mug up the courage. Even so, I did not announce it publicly the 
minute I heard the diagnosis. But living in an imperfect situation, you have to 
speak up. I haven’t become a politico of the virus, but it’s important to put your
self on the line. I’m always contradicting myself. One can be very optimistic one 
moment, and very pessimistic the next. I could give you an extraordinarily affir
mative interview, telling you what a good thing it is that one acquired the virus at 
this point in history. It’s brought a certain depth into our lives, and it’s modern. 
The only thing is, the aches and pains are a nuisance. The whole thing is to do 
with a mental equilibrium. I don’t think about the virus very much. 1 rarely talk 
about it. Yet I think it’s very important.
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5.4 FAMILIES AND AIDS

Families have to deal with many problems when a member is diagnosed as having 
AIDS. HIV positive people fear that their families may also be ostracised. They there
fore isolate themselves because they anticipate negative reactions and in this way cut 
themselves off from possible emotional support and understanding. The family may 
well be ostracised, isolated and stigmatised by the community and support for them in 
this very vulnerable state may be nonexistent.

A pregnant woman who has been exposed to the virus has to make critical decisions. 
Should she terminate the pregnancy? Should she wait to see if she and her baby are 
among the lucky ones? Not every HIV infected mother transmits the virus to her baby.

Parents of children with AIDS suffer the pain of being separated from their children 
for long periods of hospitalisation, during which time they receive inadequate social 
support. Parenting is even more difficult for mothers with AIDS as they do not receive 
the necessary social support to care for themselves and their children.

Children suffering from AIDS are devastated by being separated from their parents. 
Because many paediatric AIDS cases involve children under six years of age, separa
tion is a more critical issue than awareness of impending death.

5.5 AN ALTERNATIVE RESPONSE TO AIDS

Derek Jarman, 46, the painter and director of Britten’s “ War Requiem” , is one of the 
very few people in British public life to discuss what it is like being HIV positive. This 
is what he has to say about his own and his society’s response to AIDS:

Everything is there within the virus: the way people relate to each other; the way 
society is laid bare in people’s pronouncements about it. No one has been able to 
find a serious solution. I’m obsessive about the virus, and I don’t like obsessions. 
And yet it’s here, and it is a reality. The virus is wrong. It puts everything on a 
wrong footing. It all feels slightly out of joint. Yet I wouldn’t have it any other 
way. If someone gave me an escape door into the paradise garden, I wouldn’t 
take it. Because I feel that solidarity is, in the end, the most important aspect of 
one’s life and this virus has given me a focus for that. I don’t quite know who the 
other people are. But I know they’re there (Watts 1988).

Society’s need to identify a disease with evil and to blame its victims prevents people 
from seeking timeous treatment or from making a greater effort to obtain competent 
treatment. People are too afraid to be tested for the HIV virus because of the imagined 
and real consequences in an uncaring society.
Dr Michael Ross (1988) writes:

The metaphors or attitudes towards AIDS suggest we are not in all this together. 
But surely we are. There is no question but that ethically one ought not to harm 
innocent persons. But in this situation we are all innocent. Those who are carriers 
of the HIV virus need to care about and to protect those who are not. Those who 
have not been exposed also need to care for and protect those who have. It is not 
that some of “ us” need protection and some of “ them” need to sacrifice their
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rights; that some belong to death while others embrace life, that some are crimi
nals and others their victims; that some are enemies and other loyal and deserving 
citizens; that some may be cast out, while others are kept securely within.

What we need to learn is that AIDS is about mortality, not morality. The tendency to 
find a scapegoat for the things we fear causes us to disregard the morality of love, jus
tice and truth too easily. Ignoring AIDS, treating it lightly, doing nothing to prevent its 
spread, being indifferent to the consequences for the infected and believing myths and 
unfounded rumours -  all these reactions provoke panic and inconsiderateness. Indeed, 
uninformed and selfish reactions may be more immoral than the disease itself is said to 
be.

What then are the aims of programmes for people with AIDS (PWAs)? The Shanti 
project in the United States, for instance, insists that the unique psychosocial needs of 
PWAs should be recognised, and it tries to ensure quality of life for them by highlight
ing the importance of nonjudgmental support. In a brochure on the Shanti Project the 
World Health Organisation (WHO) has defined counselling to AIDS sufferers as “ an 
ongoing dialogue and relationship between client and counsellor that has as its objec
tives the prevention of HIV transmission and the provision of psychosocial support for 
those affected directly and indirectly by HIV” . The National Institute of Mental Health 
in the United States has reported that the experiences of people who have lived with, 
loved or cared for AIDS patients are varied, but that they have all learned that AIDS 
takes its toll emotionally. Yet with compassion, hope, determination, stamina and help 
from others, many are coping with the responsibility of caring for persons with AIDS.

Counselling should therefore be a caring, therapeutic relationship which assists indi
viduals to cope with the practical, social and emotional problems arising from HIV in
fection. By definition this means that counselling may be appropriate for HIV seroposi
tive patients (symptomatic or asymptomatic); partners, relatives and friends of infected 
patients; persons affected by the existence of the HIV; and the “ worried well” , people 
who have ARC symptoms and fear that they may develop AIDS. The “ worried well” 
need special counselling to convince them that their symptoms and fears are the result 
of anxiety rather than HIV infection.

The implications of AIDS extend beyond mere medical care. The medical profession 
sees death and the entire process of dying as a failure on its part. The Latin word sanare 
means to heal, to cure, to make sound or healthy. If the task of medicine is always to 
cure (ad sanandum), then death is a denial of that task. If the task of medicine is to take 
care of, to cherish (ad curandum) even when sanare is no longer possible, then treat
ment has a positive goal. Patients report that they feel controlled by the virus and by the 
medical system when they find that they are infected, and the uncertainty of the progno
sis adds to their feelings of hopelessness. The aim of counselling is to minimise the de
velopment of psychosocial problems and to help people cope with those that do arise. 
Emotional support is essential for the individual who is confronted by the very real 
threat of death and the stigma attached to AIDS.

We all have to die, I am going to die sooner than expected. But I still love, still 
have dreams and still have much to do and see. I intend doing and seeing as much
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as I can in the time that’s left. I don’t want to do it alone. You can make all the 
difference (Cosmopolitan, September 1988).

How can (and do) we support HIV positive people and enable them to live with AIDS 
and HIV infection rather than merely waiting to die? The preferred approach is a pack
age of supportive community and social services and counselling, using cognitive-be
havioural intervention. Although crisis intervention is important, counsellors are main
ly concerned with supporting HIV positive patients and enabling them to live with 
AIDS and HIV infection rather than merely waiting to die. To develop long-term strate
gies it is necessary to explore patients’ aspirations, priorities and goals and to examine 
their strengths and weaknesses. In this way their own coping mechanisms can be in
voked to adjust their life style appropriately. Counsellors allow them to express their 
thoughts and feelings, they provide information to the sufferers and offer support when 
they need someone to rely on, and they involve sufferers in activities which improve 
their state of mind and their sense of wellbeing.

In addition, active cognitive coping -  which involves developing the understanding 
necessary to help fight physical or psychological deterioration and to give meaning to 
life despite a dismal prognosis -  can help reduce anxiety and improve the quality of life. 
Paul is 27 and for him the diagnosis of AIDS has strengthened his determination to get 
everything he wants out of his life and death, and he does this courageously and 
humorously:

The only sign of AIDS I have is the Karposi’s (sic) Sarcoma. I told my mum I'm 
going to end up looking like a leopard. When things worry me, I make a joke and 
it did worry me to start with. But then I realized that it’s not doing me any harm, 
nor causing any pain, except to look ugly. And the patches haven’t got any worse 
since I started on chemotherapy . . . .  You may as well make yourself as happy as 
possible and make the best of what you’ve got left. Life is a terminal disease too -  
it just lasts a bit longer. As far as I’m concerned I’m one of the lucky ones. I'm 
here and I intend to stay here for a damned sight longer than anyone thinks (Watts 
1988).

Because HIV positive people are vulnerable to additional infections, healthy eating 
habits, exercise and rest are essential. William for instance says:

The way to deal with AIDS is to have a positive mental attitude -  it helps to cut 
out alcohol and sugary things as well. They say a macrobiotic diet is the best, but 
I find it too demanding, though I do eat very little read meat and lots of vegetables 
and lots of grains (Watts 1988).

5.6 PERSONAL RESPONSIBILITY

Every individual has a personal responsibility to help prevent the spread of AIDS. Par
ents must talk to their children about AIDS, as many of them get information from unre
liable sources. Depending on their cognitive abilities, children may spread distorted in
formation which may cause severe distress. Facts conveyed about AIDS should be in 
keeping with the values of the family and community. Adolescents in particular need to
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be taught how to protect themselves against AIDS and peer pressure which might lead 
to high-risk behaviour.

Domestic workers in South Africa need specific AIDS education. Language difficul
ties may result in serious communication breakdowns in AIDS education. For instance, 
words like “ immunity” do not exist in some languages. Educational background may 
also cause learning problems in AIDS education. Some women do not encourage their 
partners to use condoms simply because their knowledge about human anatomy is inad
equate. People have to be advised about places where condoms are freely available. Of
ten, however, condoms are viewed with suspicion as they are regarded as a means of 
birth control in order to cut population growth.

Certain peoples may not understand the Western disease concept. To them illness is 
caused either by being bewitched by a sorcerer (umtakathi) or by the wrath of ancestral 
spirits who may cast spells causing illness. There are two possible ways of solving this 
problem: first, accommodating existing beliefs and working within them and, second
ly, imparting factual knowledge about AIDS by explaining clearly and using visual 
aids.

Safer sex must be encouraged and condoms are the most readily available prophylac
tic. However, because condoms are traditionally associated with the prevention of 
gonorrhoea, syphilis and other sexually transmitted diseases, some people are reluctant 
to insist on their use because they are afraid of labelling their partners. In addition, most 
people believe that condoms reduce sexual excitement. Men are reluctant to use con
doms and women may not put enough pressure on them because they are afraid of los
ing their sexual partners. But even if people can be persuaded to use condoms, they do 
not provide perfect protection.

5.7 CONCLUSION

Various slogans are emerging in the fight against AIDS: “ Develop trust and 
understanding” , “ Build partnerships and stop AIDS” , “ Have the courage to care” , 
“ Walls will not protect us from AIDS. But knowledge can” . The most we can offer 
PWAs is a willingness to show them love, to lend a compassionate ear -  that is, to listen 
with our ears and our hearts. We need to listen to William once more:

Just the fact that someone out there cares how you feel -  it makes a big difference. 
Now I have a group of people around me who I feel comfortable with, and I have 
a support group here too. But I’ve not been able to approach my family with this 
(Visser 1990: 7).

The AIDS crisis presents a challenge and an opportunity for all. As a reviewer in a 
London newspaper has argued: “ If the disease, as the Moral Majority claims, was sent 
as Divine retribution, it was not sent to strike down drug addicts and gays. It was sent to 
test the values of a whole society” (Visser 1990: 7).
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Glossary

AIDS: Acquired Immunodeficiency Syndrome

ARC: AIDS Related Condition/Complex

ELISA: A blood test used to test for HIV infection

HIV: Human Immunodeficiency Virus

HIV positive: Indicates that the Human Immuno
deficiency Virus is present.

PWAs: People with AIDS

Seropositivity: Indicates that the Human Immuno
deficiency Virus is present.
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