
 

 HIVin our lives
A book of information sheets for people living with HIV, support groups and clinics



This is our second edition of HIV in Our Lives.
Since we produced the first edition we have had many changes in 
South Africa! 
Most important of all is the introduction of our National Strategic 
Plan 2007-2011 (NSP), which includes among its commitments, 
“appropriate packages of treatment, care and support” for HIV-
positive people. In other words ARVs and other medical treatments, 
tests and services we need should now become available in 
government clinics.

What does the NSP say?
The NSP has four Priority areas:
1. Prevention, 

2. Treatment, Care and Support

3. Research, Monitoring and Surveillance

4. Human Rights and Access to Justice

It also contains key targets, the two biggest goals being to reduce the rate of new HIV infections 
by 50% and extending antiretroviral treatment (ART) to 80% of those who need it by 2011.  It also 
focuses on increasing prevention of mother to child transmission (MTCTP) programmes, making sure 
that more people participate in voluntary testing and counselling, helping families and communities 
cope with HIV, alleviating poverty, and preventing violence against women.  The NSP is written to 
outline these goals, how they need to be addressed, and how civil society and government needs 
to work together to make sure they are achieved. 

So, although the information in this handbook sometimes talks about what we
must do if we are very sick, ARV treatment is now our right when we need it.  If more than a 
million people are to benefit from treatment on a long-term sustainable basis as the  NSP intends, 
comprehensive treatment literacy is more important and urgent now that ever before. Thus, the 
information in this and our sister booklet “ARVs in our lives” must be owned by as many people as 
possible, especially those who use treatment or care for people who live with HIV/AIDS. 
We must make sure that we demand this right. We must support government in its delivery of this 
commitment. We must support this as individuals, as families and as communities on a district, 
provincial and national level.

The NSP understands that dealing with the epidemic effectively can only happen when everyone, 
from every corner of the country takes action to protect themselves, get the care they need and 
contribute in community efforts to address the epidemic. It is a promise people of this country and 
their government make to themselves and each other, as part of ensuring that everyone can truly live 
a better life. The South African National AIDS Council (SANAC) and Government have promised to 
ensure that as many people as possible have copies of a summarised version of the NSP 2007-2011. 
We owe it to ourselves and communities to read and understand what the plan means for ourselves, 
our clinics and hospitals, schools, districts, ward councillors, Mayors, MPs and communities in 
general so that we can work to ensure everyone does their job. We must support this commitment 
to our health!

Prevent, Test, Care, Treat, end violence against women!
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This book gives the most important information about the 
medical problems people living with HIV can get and the 
medicines that can help to keep you healthy. Each topic is 
discussed on two or four pages. These pages can be used as 
information sheets. They should be photocopied and handed 
out at clinics, surgeries and HIV service organisations.  Although 
the book is written in easy-to-understand English, it contains 
many complicated medical terms and names of medicines.

TAC believes that people with HIV and their carers need to become familiar with these 
terms because this will help to ensure that people can ask for and receive proper medical 
treatment. However, whilst we are teaching people about medicine, medicines MUST 
be taken under the supervision of properly qualified medical professionals.

You will find that some of the infosheets have a lot of information on a page. We realise 
that this might make it difficult for people to read. We therefore recommend that support 
groups discuss these each at a time, so that people do not get tired of too much 
information and useful information is not lost in the process. See the back page for 
Opportunistic Infections posters available from TAC. 

   How to use this handbook
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HIV changes your life completely. However, there is no need to panic.  Here are a few 
guidelines for the first week after your diagnosis. These steps may help you deal with the 
issues you are facing in more a structured way.   You are however not obliged to follow 
the steps in the order outlined below. 

STEP 1: Take control of the situation
Decide on positive things to do for the rest of the day. 
You might decide to plait your friend’s hair, to cook 
something special for your child, or to listen to your 
favourite music, go to the gym, kick a soccer ball or 
go for a jog. Whatever you do, don’t go home and do 
nothing. Stay busy, life carries on.

STEP 2: Go back to the clinic for more counselling
Your counsellor, nurse or doctor might have talked a lot after they gave you your HIV result. 
Don’t feel bad if you were too shocked to listen carefully. Go back to the clinic the next 
day and ask any questions you have. It will give the counsellor or nurse confidence to 
see that you come back to her/him. They will feel encouraged to spend more time with 
you. If your counselling session was bad, you can ask to speak to another counsellor, 
nurse or doctor other than the one who counselled you for further advice. You can also 
contact your nearest TAC office or call the AIDS Helpline at 0800 012 322. Remember: 
you have a right to your own feelings and concerns. Do not be shy about them. Discuss 
them with your counsellor.

STEP 3: About being sick and being scared
Coping with illness is difficult. We all like to be independent and fit. HIV weakens our 

soldiers of the body (immune system), making 
our bodies unable to defend us from illnesses. 
Illnesses we get because of this are called 
Opportunistic Infections (OI). Most OIs can be 
treated. It is important to visit your clinic to get 
treatment early every time you feel sick. If you 
are a worker, make sure to get a sick certificate 

from the doctor /nurse to give to your employers. However, if you are weak, try and allow 
friends and family to help you. This will also make them feel good. Rest in bed for a few 
days. This will help you to recover. Inform your work that you will be off.  Do not feel guilty 
about staying away from work.  Remember that you will be much more effective at work 
once you are better again. 

Many people are scared. HIV makes you fear death. They feel 
uncertain about what will happen to their children and loved ones if 
they should die. People are also afraid of stigma and discrimination. 
Try not to think too much about how others will respond. Rather think 
about your own health calmly. If you are sick at the time of your 
diagnosis, this is caused by an opportunistic illness, which can 

You have a right to your own feelings. Discuss them with your counsellor.

   The first week after my HIV diagnosis
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be treated. You might have TB, pneumonia, diarrhoea or another treatable illness. HIV 
can take up to eight years or longer to develop into AIDS. 

STEP 4: Talk to a friend or to your family
Talking to another person about your HIV will help you deal with your 
own feelings. Sometimes it is easier to first talk to a person who is not 
too close to you, but who you can trust. However, your family knows you 
well and will understand your needs. Therefore it is good if you can talk 
to a family member. It is also necessary to talk to your sexual partner. 
This is not easy. However, the longer you wait, the more difficult it will 
become. Take the courage and do it. If you do not know how to go about 
it, take your partner to the clinic and ask the counsellor to help you.

STEP 5: Join a support group
Other people living with HIV will understand you best. They have gone through the same 
process as you. Listening to them talk about their experiences will answer many of 
your questions. You will gain confidence and have fewer doubts. There are HIV support 
groups at some clinics. If there is no support group in your area, you should start one 
with your counsellor. 

STEP 6: Healthy living, what about sex? 
There is no risk of infecting your family or your partner if you share the same house, 
bathroom, toilet, eating utensils and plates. It can help to tell your sexual partner/s that 
you have tested HIV positive. It might help to ask your counsellor about disclosing to 
your partner so that you are ready for what might happen. Try to convince him/her to 
use condoms all the time when having sex. If s/he refuses, ask your counselor/ your 
support group members for advice. Also try to live a healthy lifestyle. You can eat all the 
foods you have always eaten, but make sure that you eat regularly. Try to eat at least 
three meals a day as well as some fruit or yoghurt or sour milk or mageu in between. 
Drinking alcohol weakens your immune system and is not good. If you are a smoker try 
to stop or reduce smoking. Take some time to exercise and to relax. Spend quality time 
with friends and family. Enjoy life and be proud of what you do.

STEP 7: Find out more about HIV treatments
Nowadays HIV can be treated and managed with anti HIV 
drugs that will keep you healthy. These medicines are called 
antiretrovirals or ARVs. We talk about more about ARVs and where 
they are available in our sister publication ‘ARVs in Our Lives’. We 
suggest that you use both these handbooks to learn about HIV 
and treatment. Usually people only start ARVs 
when their CD4  cell  count is below  200 or 
they have AIDS defining illnesses. Discuss this 
with your doctor. Ask her or him what stage of 
HIV you are in and how you can check your 
CD4 count.

 

Treatment is now available in clinics , ask your health Worker. 
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 What is HIV? What is AIDS?

 
Nobody is allowed to discriminate against you because of HIV.
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You have a right to confidentiality
Being HIV positive means that you have an illness like 
any other. No one is allowed to discriminate against 
you because of your illness. The community is not 
allowed to abuse you or laugh at you because of 
HIV. Also, you may not lose your job because you 
have HIV.

The law says, ‘you have a right to confidentiality’. 
This means that only you can tell others that you 
are living with HIV. Someone else can do it only with 
your permission. Many people live secretively with their HIV because they fear they 
might get treated badly by others. While it is not easy to talk about Living with HIV, living 
secretively is a difficult and stressful thing. This becomes even more so when you start 
taking treatment. So your right to confidentiality must be protected, but this does not 
mean that you must treat your illness as a secret. Being more open with your HIV positive 
status can help to end stigma. By talking to people you can trust, you might get advice 
that can save your life.

Discrimination at clinics?  
Clinics and hospitals are not allowed to give you second-class service just because you 
have been diagnosed with HIV. In fact, our government has issued a Patients’ Rights 
Charter that specifically says, ‘Everyone has the right to access to health care services 
that include provision for special needs in case of … a person living with HIV or AIDS 
patients.’

However, sometimes there is discrimination at clinics. Most health care workers have 
not been trained to treat people with HIV. Therefore, they often do not know that people 
living with HIV can get treatments just like people with other illnesses. Some health care 
workers treat hospital resources as if these were their personal property. They often do 
not understand that available medications should be given to patients in the community 
who need them most.

Do not accept it if a health care worker says to you nothing can be done. There is always 
something they can do for you. The sicker you are, the more they should do. If you feel 
you have been badly treated, discuss this with your counsellor or approach the sister-
in-charge with a written complaint.  

Do I need a funeral policy? 
Funeral policies discriminate against people living with HIV. Before 
you rush to join a burial society, remember that healthy living rather 
than dying is the first thing you should focus on.
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It is true that many people die of HIV related illnesses, but with ARVs an HIV positive 
person can live a long and healthy life. The public perception that ‘there is no cure for 
HIV’ is confusing.  It is true that, at the moment, there is no cure for HIV. However, there 
is also no cure for potentially deadly chronic illnesses such as sugar diabetes or high 
blood pressure. Nevertheless, people who have these illnesses can live normal lives, 

provided they receive and stay on treatment.  This 
is also the case with HIV, especially if you look after 
your health, treat any infection you get early and 
get antiretroviral treatment for HIV when it becomes 
necessary.

What does it mean to be HIV positive?
When you test HIV positive it means you have HIV 
germs in your blood. The HIV test cannot show 
when you got infected with this germ. The most 
common way to get infected with HIV is having sex 

without condoms. This can happen even if you have only one partner and do not use 
condoms.

 If you have had more than one partner you will not know who infected you. It is not 
important. What is important is that you infect no one else. Make sure that you always 
use condoms in future. Think about bringing your partner to the clinic so that he or she 
can also be counselled and tested. Many people make the mistake of thinking that their 
husband, wife or partner will automatically be HIV positive. This is not so. Even if you 
have sex without a condom it does not mean that your partner gets infected with HIV 
every time. However, it is not worth living in uncertainty.

When you test HIV positive or HIV negative, we call this your HIV status. If your partner’s 
status is HIV negative it means that s/he probably does not have HIV at present. This 
should encourage both of you to always use condoms in future. It takes up to three 
months for an HIV test to show positive after infection with HIV. This is called the window 
period. It is therefore advisable that your partner comes for more counselling and another 
HIV test after three months. A couple where one partner is HIV positive and another HIV 
negative is called a discordant couple. It is important for the HIV negative partner to go 
for regular testing. 
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If the HIV test is positive it is a shock, but it is better to know. There 
are many things you can do:
Learn more about HIV. Prepare yourself to take 

life-long medication.
If you are diagnosed with a low CD4 count 

(lower than 200) you may need to begin taking 
ARVs soon after.

	Get counselling about living with HIV. Join an HIV 
support group.

	Eat healthily. Eat at least three meals a day. Also eat fruit 
or a snack in between meals. 

	Exercise regularly.
Have good times, listen to music, go to movies, 

visit friends, but avoid alcohol and smoking.
 Visit a clinic regularly. Get treatments for 

illnesses associated with HIV. Taking medicines 
regularly can prevent many illnesses.

	You can take better decisions about whether to have a child or not. 
	You can protect your sexual partner from getting HIV by using condoms.
 If you are religious, go to your religious group. 
Care for yourself. Care for others.

What medicines must I take? 
HIV is a lifelong illness. In the beginning you might not need any tablets at all. 
However, if you feel sick, a nurse or doctor should examine you and give you 
the correct medicines. People living with HIV can get many different illnesses 
together with the HIV. These illnesses are called opportunistic infections. 

If you have TB, you should get TB medicines. If you have diarrhoea, you 
should get advice on using a glucose drink and, if necessary, get some 

medicines. 

Why do people living with HIV get many illnesses? 
You can get sick if germs enter your body. Germs are so small that one cannot see them, 
but there are germs all around us. They are in the air, in water, in foods, on toilets. They 
can also be on unwashed hands, in people’s cough, in people’s sexual fluids or in blood. 
Your skin protects your body against many germs. However, germs can enter your body 
when you scratch yourself, when you breathe, drink, eat or have sex without a condom. 
TB is one germ that can enter your body. Meningitis, pneumonia and 
chickenpox are other examples. Once germs are inside your body 
the blood has a mechanism to notice the germs and fight them. 
Special cells in the blood called white blood cells do this. This 
mechanism is called your immune system. The HIV germs live 
in the white blood cells and weaken the immune system. That is 

Most illnesses can be treated. Demand the correct medicines from your clinic.

INFOSHEET 
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why it is called Human Immunodeficiency Virus:  ‘Immunodeficiency’ means that the 
immune system is weakened.

Why is HIV difficult to treat? 
A virus is a type of germ that cannot live on its own. It can only reproduce when it is inside another 
living being. This makes it very difficult to treat all illnesses caused by viruses. 

What is AIDS? 
When you have been infected with HIV, it can take up to ten years before you start getting 
sick. But along the way, different things happen to your body. You might lose weight, you 
might get sick with minor illnesses that would not make you sick if your immune system 
was strong (Opportunistic Infections or OIs).  HIV weakens your immune system and 
you can become sick often.  If you are living with HIV and develop many opportunistic 
infections at the same time, you need to find out how your HIV has progressed to know 
which treatment you must receive. This can be done through a CD4 Count test which 
measures the amount of cells of the immune system called CD4 cells in your blood.

The clinical system, called WHO STAGING system, is often used to tell which stage of HIV 
disease one is at.  HIV related illnesses are divided into four stages. If you have an illness 
of stage four this is also called AIDS.  Although there is no cure for HIV, most HIV related 
illnesses can be treated. Even stage four illnesses can often be treated successfully and 
you can feel healthy again. When you get many different illnesses it is a sign that your 
immune system is getting very weak. Doctors call it a Syndrome. Therefore the name 
AIDS – Acquired Immune Deficiency Syndrome. At this stage, it is important to talk to 
your doctor about Antiretroviral (ARV) treatment. If taken properly, ARVs fight the HIV 
directly and give your immune system a chance to become 
strong again. There are many things you must know before 

taking ARVs, including that they must 
be taken everyday for life. 

What are antiretrovirals? 
Antiretrovirals (we call them ARVs) 
are the only medicines that can 
stop the HIV germs from multiplying 
in your body. They keep the Virus 
weak. They keep the viral load, or the 
level of the virus in your blood,  low.  
In this way your immune system is 

protected. Discuss with your doctor when the best time would 
be for you to use antiretrovirals.

 Once you have started ARVs you should be monitored. The treatment is life-long. 
Pregnant women can also use antiretrovirals to reduce the risk of the 
baby being infected with HIV during birth. Nevirapine or AZT are the 
antiretroviral medicines most commonly used to reduce this risk. 
Pregnant women who need ARVs for their own health should be 

Antiretroviral medicines can stop the HIV germs from multiplying in your body.
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given them, like any other person with HIV. This is also the best way to reduce the risk 
of transmission for women in this situation. 

To treat HIV you have to take a combination of three antiretrovirals. This is more effective 
than using one or two antiretrovirals on their own. At the moment there are fifteen different 
antiretrovirals available in South Africa. They are divided into three classes: the nukes, 
non-nukes and protease inhibitors (PIs). Some more commonly used combinations in 
South Africa are: d4T, 3TC and Nevirapine or AZT, ddI and Kaletra..

INFOSHEET 
2
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HIV progression

HIV is a chronic illness. Once you have it, you have it for life.  
It can take two to ten years from infection until you get sick. 
This time period is different for every person. It is important 
to monitor how far your HIV illness has progressed. This 
helps the nurses and doctors decide when to start certain 
medicines like cotrimoxazole or antiretrovirals. Cotrimoxazole 
is an antibiotic that prevents certain opportunistic infections, 
like pneumonia. The better you look after your health, the 
longer you can stay healthy.

The World Health Organisation (WHO) Staging System is an effective way to monitor 
HIV progression. This system helps doctors compare the severity of the illness between 
people with HIV.  This they do according to the opportunistic infections – the illnesses that 
make use of a weak immune system to attack people living with HIV. There is no need 
for complicated laboratory tests. Nurses and doctors can classify your HIV disease into 
a stage after asking you about previous problems and examining you. 

The WHO stages
Stage 1: You are HIV positive, but you have no symptoms, 
except perhaps some minor illnesses when you have just 
been infected. You have had no HIV related illness in the 
last five years. Some people can get really sick when they 
have just been infected. This is called primary HIV infection. 
It is the time that the HIV starts being active in your body 
and your immune system identifies it and tries very hard to 
fight it. But the HIV is also fighting very hard and this can 
make you ill. Some people get swollen glands in the neck, 
high fever, tonsilitis and diarhoea. However, this normally 
goes away after 4-5 days so many people do not take it 

seriously. If you do a Viral Load test at this time, you will find that it shows up as being 
very high and your CD4 count can drop a little bit. However, after a while your Viral load 
will drop and your CD4 count gets higher. For years after that you might not get any 
major illnesses.   

Stage 2: You are HIV positive and you have minor illnesses. These include skin problems, 
flu, tonsillitis and ear infections. 

Stage 3:  You might have lost more than 10% of your weight. You experience illnesses 
such as diarrhoea, temperature for more than a month, thrush in the mouth 
and pneumonia or TB of the lung.

Stage 4: When you reach stage 4, it is called AIDS. Illnesses that only 
people with weak immune systems can get are classified here. They 

     How to monitor my HIV disease

 
It can take several years from being infected with HIV until you get sick.
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To decide when to start  antiretroviral treatment it helps to know your CD4 count.
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include PCP pneumonia, toxoplasmosis stroke, isospora diarrhoea and cryptococcal 
meningitis. Illnesses that people living with HIV get in more severe forms are also classified 
here.  

They include TB in other body parts than the lungs, thrush of the oesophagus (food pipe) 
and herpes sores staying for more than a month. Some cancers more common in people 
living with HIV, like Kaposi’s Sarcoma, cervical cancer and lymphoma, are also included. 
HIV dementia, which occurs when HIV germs damage the brain, is also stage four.

If you know your stage you can 
prevent many illnesses
If you are in stage 1 and 2, your body is still 
strong and able to fight the virus so you do 
not get ill often. 

If you are in stage three or four, you know 
the HIV has already weakened your immune 
system. You now need to take cotrimoxazole 
tablets. They can prevent many  illnesses like 
toxoplasmosis stroke, isospora diarrhoea 
and PCP pneumonia, also known as PJP 
pneumonia. 

Cotrimoxazole can keep you healthy for 
longer and prevent you from getting AIDS. At 
stage four you should visit a clinic monthly. You should also eat well and take optional 
vitamin tablets. If you have AIDS it does not mean that there is no hope for you.  TB of the 
glands, for instance, is stage four, but can be cured completely. However, your staging 
will remain stage four even after you have recovered from the TB. At stage three and 
four you should begin  to use antiretrovirals. 

Measuring the strength of the immune system – the CD4 test
To decide when to start antiretroviral treatment, it helps to know your CD4 count. This is 
a blood test that should be done every six months. A strong immune system has a CD4 
count of 500 to 2000. If the CD4 count is below 200 the immune system is weak. You are 
then at risk of developing an opportunistic infection. It is best to start antiretrovirals at 
this stage to strengthen your immune system. Antiretrovirals are life-long treatments that 
help the body to build up the CD4 cells again. The CD4 cells help the communication 
between the millions of white blood cells in your blood that fight against germs. 

Viral load test
Once you start ARVs, a viral load test measures how effective the 
ARVs are in fighting the virus.
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Eat to stay healthy 
Before doctors in the USA recognised AIDS as a disease, ordinary 
people had already identified it in Uganda. They called it ‘slimming 
disease’. In isiXhosa it is called isifo ugawulayo. This means your body 
gets smaller and smaller like a piece of wood that is being chopped into 
small pieces. Many symptoms come with HIV. Losing weight is a central 
part of the disease process of HIV infection. HIV is already inside the 
body long before you start losing weight. Eating healthily is important 
with all diseases. With HIV this is even more so.

Make eating an enjoyable event
Many people living with HIV are badly informed about nutrition. They 
have been told, ‘do not eat this or don’t eat too much of that’. To wonder 
the whole time whether you are eating the right thing is not good. You 
can get insecure, get doubts or even feelings of guilt. Eating should be 
an enjoyable relaxed event. 

Prevent losing important muscle weight
People living with HIV mainly lose muscle weight. The shrinking of the muscles is not 
noticed for a long time, because the fat around the muscles is not lost. This hides the 
loss of the muscle weight. Muscles are made up of a chemical called protein. Thus it is 
important that you eat foods high in protein, such as meat and beans.

Eat lots of energy foods to prevent wasting
Since your body has to fight the HIV as well as other infections, it 
needs more energy. It is cheaper to eat lots of staple foods like pap 
than to eat lots of meat, which is expensive. Foods many people eat 
every day like pap, bread, rice, potato and mngqusho contain lots 
of energy. These foods and fats and oils provide chemicals called 
complex sugars. Complex sugars provide energy to the body. When 
your body runs out of these energy rich foods it will use energy stored 
in your body. Before you were infected with HIV your body used stored 
fat when it needed extra energy. The HIV virus changes this. Your body 
will now use up protein (stored in muscle) to get extra energy. If you 
do not eat enough, you will lose muscle and not fat. This is called 
wasting. When you eat enough energy rich foods regularly this will not 
happen quickly. You will prevent your body from losing 
protein, which is easier than having to top up.

HIV also needs food as treatment

 
Losing weight is part of the disease process of HIV. Eating right can prevent this. 

HIV also needs food as treatment

 
Losing weight is part of the disease process of HIV. Eating right can prevent this. 

People with HIV need food

 

Losing weight is part of the disease process of HIV. ARVs and eating right 
can prevent this. 
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You can eat more if you eat the foods you like. Eat the foods you always eat.

HIV causes poor nutrition. Poor nutrition makes HIV worse. A vicious 
circle. 
HIV lives in your immune system and weakens it. HIV also reduces absorption of food, 
which weakens the body’s ability to resist all kinds of diseases. Poorly nourished people 
are much more likely to get severe diarrhoea, TB and other infections.  Good food helps 
prevent disease, and also helps the sick body to fight diseases and recover.  Don’t stop 
eating when you get sick. Women who are pregnant or breastfeeding also need more 
foods. 

Eat lots of fruit and vegetables
The white blood cells of the immune system are made up of protein. They also need 
vitamins to function well. Your body gets vitamins from fruit, vegetables and meat. 

What matters is not so much what you eat, as long as you eat 
enough 
You can eat more if you eat the food you like. Eat the foods you have always eaten. 
Expensive foods are not better than cheap foods. Often expensive food has been 
processed a lot in factories, which makes it lose nutritional value. You cannot always 
believe advertising that says a product is very nutritious. For instance, a plate of 
soft porridge with a teaspoon of cooking oil is much more nutritious than a plate of   
cornflakes. 

Eat at least three meals a day
Eat three meals a day. It is good if one meal includes some proteins, like soya, beans, 
lentils, eggs, fish, chicken, meat, liver or offal. Try to eat some snack like fruit, nuts, sour 
milk, mageu or left-over food in between. 

Drinking alcohol and smoking should be discouraged 
Alcohol like beer, wine and spirits provide some sugars, but no real nutrition. It also 
makes you eat less. Alcohol weakens the immune system. Heavy drinking is bad for 
our health, especially for people living with HIV. Smokers get more chest infections and 
often smoke a cigarette instead of taking a snack. 
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Eating a balanced diet 
All foods fall into one of the following three groups: 

Body-building foods 
(protein): 
beans, soya, peanuts, 
eggs,meat, fish and 
chicken.

Energy-giving foods: 
maize, millet, rice, potatoes, 
sugar, oils and fats.   

Foods with vitamins 
that protect against 
infections: 
fruit and vegetables 

Try to eat food from each of these groups every day. This ensures a balanced diet.  Also 
remember to eat three to five times a day.

People living with HIV find it difficult to eat enough
Here are some reasons why HIV positive people eat too little. Knowing about these 
reasons means you can overcome them.

Too little food eaten
You might be too tired or depressed to cook or to go shopping. There might also be no 
money. You could decide to drink alcohol to forget about HIV instead of eating well. You 
might have loss of appetite or feel like vomiting. Food often does not taste good when 
you are sick. You might have a toothache or have sores in the mouth. Thrush infection 
can make it painful to swallow. Your liver might be swollen, causing it to press on the 
stomach. This makes it difficult to eat big meals. 

Too little food absorbed from the intestines
Once food has been eaten, it is absorbed from the intestines into the blood. This process 
can be disturbed in people living with HIV. The HIV germs do not live in white blood cells 
only. They also live in the cells of the intestines. HIV damages these cells and reduces 
absorption of foods. HIV germs also reduce a chemical in the intestine, which helps 
to absorb milk products. This can lead to a bloated feeling or diarrhoea after eating 
milk products, called lactose intolerance. Other germs can also infect the 
intestines causing diarrhoea. This reduces absorption, because the food 
moves through the intestines too fast and because the intestine cells 
are damaged. Some antibiotic medicines used to treat infections also 
kill good bacteria in the intestine that help absorb some foods. Taking 
too many antibiotics can cause diarrhoea and poor absorption. Worms 
can reduce absorption and can cause bleeding which leads to lack 

Alcohol is bad for the health of people living with HIV.
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Make meals sociable events. Eat with your friends or family.

of iron. Poor nutrition itself damages the cells of the intestines, causing a vicious circle: 
Poor nutrition – poor absorption – poor nutrition.

Using absorbed foods badly
Sick people need more food, because their metabolic rate goes up. TB especially causes 
quick loss of weight. The HIV germs also change the way the body uses foods. When 
running out of energy, instead of using fats, it uses proteins. This causes the hidden 
loss of muscles. 

General hints for people who have trouble eating or maintaining their 
weight and strength
	Eat the foods you like eating. Eat the same foods you have always eaten.
	Make meals sociable events. Eat with your friends and family.
	Take your time when eating and relax.
 Eat small amounts often. Eat with your fingers when you feel weak. 
	Mix vegetable oil, margarine or peanut butter into porridge.
 Eat cooked vegetables. They are easier to eat than raw vegetables.
	Liquid and soft foods (mageu, amasi) are easier to swallow.
	If you have diarrhoea, continue to eat foods that do not irritate you.
	Drink plenty of water, especially when you have diarrhoea.
	Take vitamin tablets. 
	Go to a clinic for advice and medications for specific problems.

Remember:

 Eating right helps the body resist sickness.
	Eating right helps the sick get well.
	The same foods that are good for you when you are healthy are good for you when 

you are sick.
 During and after any sickness, it is very important to eat nutritious food.     
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Using condoms prevents the spread of HIV and other STDs.

I am HIV positive, can I still have sex?
Yes, people living with HIV can have healthy sexual relationships. The main way in which 
HIV is transmitted is through penetrative sex without condoms. You can protect yourself 
and your partner against this by using condoms every time you have penetrative sex. It 
is good to always have enough condoms handy. Discuss using condoms beforehand. 
Take out the condoms so that your partner can see them before you actually start 
undressing each other. Also avoid other sexual practices that hold a risk of transmitting 
HIV like exchanging sex toys, fisting and sado-masochist activities. It is most unusual 
to get HIV through kissing.  But if both people have open sores in the mouth and one is 
infected, it is possible. 

What do I do if my partner refuses to use condoms?
Speak to him or her. Find out what his/her doubts are about using condoms? Explain that 
using condoms is more hygienic and prevents the spread of HIV and other STDs. With 
condoms you can relax and feel safe. You can feel you have control over your sexual 
relationship. Make putting on the condom part of your sexual play. Discuss experiences 
with condoms with other people.

What happens if the condom breaks?
This usually does not happen if the vagina is very 
moist. In addition some people use lubricant with 
their condom. It works well to use body lotion. Do 
not use oil-based lotions like baby oil or paraffin 
jelly (Vaseline) as they can break the condom. 
Aqueous creams and Dawn are fine.

The chances of getting HIV from a single exposure 
are small.  However, a discharge or sores on the 
penis or vagina increase the chances. If you are 
worried you can discuss post-exposure prophylaxis (PEP) with a nurse or a doctor. You 
can then take a combination of ARVs, (AZT and 3TC), for a month in order to prevent 
the HIV from replicating in your body. But you must do this within 72 hours otherwise the 
drugs do not work to prevent the HIV from being active in your body. It works the same 
if you have been raped. The person who has been raped would be offered the option 
of using ARVs after counseling at a government hospital but the person must start PEP 
before 72 hours have passed for the drugs to work and should test HIV negative to 
access PEP. 

In the case of a condom breaking, health workers would not usually provide ARVs. If you 
are really worried it is best to speak to your doctor to help you decide what to do.

Safer sex for people living with HIVINFOSHEET 
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Sex is never safe. Make it as safe as possible.

My partner is HIV positive, I am 
HIV positive, why must we still use 
condoms?
There are two reasons:
	Other illnesses can be spread sexually apart 

from HIV. 
 All these illnesses can be worse in people living 

with HIV. 
Apart from the usual STDs, there is also hepatitis (a 
germ causing  infection  of  the liver)  and  Kaposi’s  
Sarcoma  (a cancer  caused  by  a  sexually 
transmitted virus). You and your partner might 
have different strains of HIV and you might re-infect 
each other. Also, if one of you starts antiretroviral 
medication the virus can develop resistance to the 
medication. If your partner gets infected with these 
resistant viruses the same medications will not work for your partner when s/he starts 
treatment with antiretrovirals.

Is oral sex safe?
Many people who use condoms for penetrative sex do not like oral sex with condoms 
although condoms are clean and hygienic. It is best to avoid swallowing semen. To make 
oral sex safer, special flavoured condoms are available at many shops and pharmacies. 
It is definitely safer to use a condom. 

Unfortunately there is no ‘safe sex’. We can only provide guidelines on ‘safer sex’ 
– whatever you do, there always remains a little chance of transmission of some germs, 
including HIV.

We are using condoms, why must I still use family planning?
Condoms are the best protection against HIV. However, they are only 98% effective against 
pregnancy. The 2% risk of falling pregnant is more serious for a person with HIV than 
for a healthy person. That is why you should still use contraception. If it causes irregular 
bleeding or other side effects, change to another form of family planning. Do not leave 
it altogether. Should you get pregnant and you are not ready to have a baby you could 
consider an abortion (termination of pregnancy – T.O.P.). Remember it is better to have 
a child that you have planned and can look after than to force yourself to go ahead with 
having a baby from feeling guilty or thinking what your church or other people will say if 
you terminate your pregnancy. 

INFOSHEET 
5
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Can I still have children?
Many people think they will die soon when 
they hear they are HIV positive. They get a 
strong urge to have a child to make sure a 
part of themselves lives on in the child.

If you want a child, and your health is still 
good, it is your right to have one.  Make sure 
to get the best Mother To Child Transmission 
(MTCT) prevention programme available. 
If you need ARVs for your own health you 
should receive them while you are pregnant, 

this is the best way to prevent mother to child transmission. If you are pregnant and 
do not need ARVs for your own HIV, taking them for a short time will reduce the risk of 
MTCT. You are likely to receive a single dose of nevirapine or a short course of AZT with 
single dose of nevirapine in this situation. Single dose nevirapine is less effective than 
AZT combined with single dose nevirapine. There is also a risk of resitance to the mother 
with both these strategies. We must campaign for better PMTCT programmes.

You need to discuss whether to breast feed or bottle feed your child with the nurses. 
Bottle feeding requires clean water and utensils. It is not good to mix bottle and breast 
feeding if you are HIV positive.  You need to stick to the same way of feeding once you 
have started. When the baby is born and is HIV infected, it needs Cotrimoxazole to protect 
it against PCP pneumonia and other infections.

If you do have an HIV positive baby. Children can take ARVs and be healthy just like 
adults.

Are women responsible for HIV?
In many traditions, women are wrongly blamed for STDs and HIV.  However, men are often 
responsible for spreading STDs and HIV. Often it is men who refuse to use condoms or 
who have unprotected sex outside their steady relationships. Often it is men who force 
women to have sex even if they say no.  If you got infected as a result of being raped, do 
everything possible to get the rapist prosecuted. If you contract HIV through consentual 
sex, try and accept the illness. Start with a new outlook on life. Continue using condoms 
to make sure that you do not infect anybody else or get sexually transmitted infections. 
Find out about the best way to inform your partner and counsel him so that he does not 
infect anybody else.

I am gay, I have never had sex with a woman, how can I have HIV 
Yes, gay men also get HIV. 
In fact, men having unprotected sex with men run a higher risk of being 
infected with HIV as compared to men having unprotected sex with 
women. Unprotected anal sex is particularly risky as the anus often 
tears slightly during sex. This can allow the HIV virus to enter the blood. 
However, using a condom with lubrication gives good protection.

It is possible for people with HIV to have children. 
Consider it carefully with your partner.

INFOSHEET 
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Is it safe to have sex while I am menstruating?
Some cultures disapprove of sex during menstruation. However, from a medical point 
of view there is no problem with that. Provided you use a condom it is perfectly safe.  
Sex during menstruation might even help a woman relax, might reduce her pains and 
speed up the menstruation.

HIV is transmitted by vaginal fluid, is it safe to have dry sex?
No, this is not safe. Dry sex means having sex while the woman does not produce enough 
vaginal fluids. This means the woman is not aroused and has little chance of enjoying the 
sex. Her vaginal membrane can easily be injured and can get small  tears. This makes 
it more likely that she can be infected with HIV. Most people would agree that wet sex 
is more fun than dry sex. That is why many couples use lubricants under and over the 
condom. Many couples also concentrate on long non-penetrative sex. This can include 
stroking, massaging, kissing, oral sex and mutual masturbation. This is often called 
foreplay, meaning that it comes before the real thing. However, this cuddling can be the 
real thing and is especially satisfying for some people, especially women. 

Is sex different for men and women?
Yes.  For most women sex is an emotional 
more than a physical experience. A woman 
usually takes more time to get an orgasm. 
Orgasms in women  are  usually  not reached  
purely  through  physical pleasure, but also 
through an emotional state of feeling relaxed 
and loved. Men, on the other hand, can be 
aroused quickly and satisfied quickly and then 
fall asleep within minutes. Try and talk openly 
to your partner about what s/he likes. Be 
adventurous and experiment with new sexual 
positions and styles.  

Have fun, but keep it safer
Condomise every time when having penetrative sex. Condoms are a physical barrier to 
the disease. They will also prevent pregnancy.

INFOSHEET 
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The syndromic approach to STDs
STDs are divided into four groups according 
to their symptoms. There are many germs that 
cause these symptoms. However, we are more 
successful in treating them if we do not identify 
the germ, but just treat for all the germs that 
might cause a specific symptom. This is called 
the syndromic approach. This approach also 
recommends treatment for your sexual partners 
even if they have no symptoms.  The correct use 
of condoms can prevent most STDs,.

1. Vaginal discharge or penile drop
A discharge is when a woman has fluid running 
from the vagina. It can be smelly or cause the urine to burn. It can also cause pain during 
sex. If not treated effectively the germs can spread to the womb. This can cause pains in 
the lower tummy. It can also make it difficult to fall pregnant. The same germs can cause 
drop in men. This is a messy fluid draining from the penis that makes it painful to pee. 
It takes a few days from infection to symptoms. Gonorrhoea, chlamydia or trichomonas 
are the germs that can cause vaginal discharge or penile drop.

Treatment
	Ciprofloxacin 1 tablet only; 
	Doxycycline 1 tablet 2 times daily for 1 week; 
Metronidazole 2g on the first day.
Ciprofloxacin is expensive when bought privately.  Many private doctors do not give 
Ciprofloxacin to save money. However, this can lead to unsuccessful treatment of 
Gonorrhoea.

2. Sores or ulcers that are not very painful
Ulcers and sores on the vigina or penis take a few days from infection to symptoms. 
Treponema (syphilis) and haemophilus are the germs that cause such sores.  If syphilis is 
not treated the germs enter the blood. It can later cause skin problems or brain problems. 
There is a test that can check for syphilis in the blood. It is recommended that you do 
this test yearly.

Treatment
	Penicillin injections weekly for 3 weeks; 
	Erythromycin 2 tablets 4 times a day for one week.

   STDs – Sexually Transmitted Diseases

Ciprofloxacin treats gonorrhoea. Make sure your clinic or private 
doctor prescribes it.

INFOSHEET 
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3. Sores or blisters causing pain
Herpes is diagnosed if men notice bothersome blisters 
on the penis. In women it usually causes painful sores 
on the private parts. These sores can burn badly when 
urine comes into contact with them. Herpes is caused by 
a germ called Herpes Simplex Virus or HSV. The herpes 
virus can also cause cold sores on the lips. Once you 
are infected with this virus you stay infected for the rest 
of your life. The blisters or sores will appear regularly and 
disappear again after a few days. They reappear if you 
are stressed, the skin is irritated, or if the immune system 
is weak. The symptoms can recur even if you start using 
condoms. You should explain to your partner and nurse 
that this is not a new infection.  

In a person living with HIV, herpes is usually classified as HIV stage two. However, when 
the immune system is very weak the sores can be five centimetres big. If they stay for 
longer than one month the herpes is classified as stage four.

Treatment
 Acyclovir 400mg 3 times daily for 5 days. 
This treatment quickly reduces the pain and helps the sores to heal. It is recommended 
in the government’s treatment guidelines, yet it is not available in many government 
clinics. Watch out that you are not wrongly given Penicillin injections and Erythromycin 
tablets. 

4. Warts
Warts can start as small growths on the vagina and penis. If not treated, they can grow 
bigger and look like a cauliflower. It takes a month to a year from infection to symptoms. 
Warts are caused by Human Pappiloma Virus or HPV. 

Treatment
	Podophyllin painted on warts weekly for 3 weeks. 
	If warts are larger than 1 cm an operation might be needed to remove them.
	Sometimes the warts get smelly. This is caused by bacteria on the warts. It should be 

treated with antiseptic washes and antibiotic tablets.
	In some women this HPV virus can cause cancer of the cervix (where the vagina joins 

the womb). Cancer of the cervix and abnormalities that lead to this can be diagnosed  
by doing a yearly PAP smear and treated accordingly.

STDs should be treated properly. Campaign for Acyclovir at all clinics

INFOSHEET 
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Itching in and around the vagina 
Thrush is diagnosed in women if they have itching in and around the vagina with a 
whitish substance in the vagina. This is not an STD. It is caused by candida germs. All 
women have candida germs in the vagina. It is not a sexually acquired germ. However, 
in women with weak immune systems it grows too fast and causes symptoms.

Treatment
 Cotrimoxazole or other vaginal anti-fungal creams or bullet-tablets. 
	If the problem recurs Fluconazole tablets might be needed. 

Illnesses in other body parts but spread through sex
Some germs are spread during sex, but they do not cause illness of the private parts. 

 The Hepatitis B virus can cause liver disease with jaundice or liver cancer. It can 
take months to years from infection to symptoms. 

 A different herpes virus can cause Kaposi’s Sarcoma, a cancer seen in the skin or 
mouth.

	HIV can cause the weakening of the immune system and finally AIDS. It can take two 
to ten years from infection to symptoms. Initially HIV can only be seen by doing an 
HIV test.

Treatment 
Oppotunistic infections must be treated, e.g. TB with TB treatment. HIV itself is treated 
with ARVs.

STDs help spread HIV
HIV positive people who have an STD are more 
likely to pass HIV to their partners. STDs increase 
the amount of HIV virus in sexual fluids. Make sure 
never to have sex without a condom. HIV negative 
people who have an STD have a very high risk of 
getting infected with HIV. STDs, especially herpes, 
damage the skin and membranes of the private 
parts. This makes it easier for the HIV virus to 
enter the blood of another person and infect him 
or her. 

Culture, STDs and HIV
	In some cultures women are blamed for STDs. This is wrong. Both 

sexual partners should be responsible for precautions. The best 
safeguard against STDs is to use condoms. 

 Women are more likely to get HIV, because the vagina has a 
very thin membrane through which the virus can pass into the 
blood. Further, during sex without a condom the semen stays 
inside the vagina for a long time. 

All STDS can be prevented. Use condoms.

INFOSHEET 
6



 
21

	In men who have not been circumcised the vaginal 
fluid can remain under the foreskin for some time. 
This increases the risk of infection.  

 Men who have unprotected sex with men are more 
likely to transmit HIV as the anus gets small tears 
during penetration.

	When circumcision is done traditionally, care should 
be taken that the cutting is done with a germ-free 
blade. HIV can easily be spread from one person 
to the next if the same blade is used for several 
people. It is also important not to have sex while 
the wound has not fully healed.

Talk to your partner about your STD. S/he should also get treatments.

INFOSHEET 
6



22

   Skin problems

Skin problems can make you feel unattractive. 
Avoid this by focusing on other positive things about yourself

Skin problems can cause emotional stress
People living with HIV are likely to get many different skin problems. Very few of them 
are dangerous. Most of them are classified as HIV stage two. Therefore, your doctor or 
nurse will often not take them very seriously. However, the person with the skin problem 
is usually very aware of the problem, because it is so visible. Skin problems can make 
you feel unattractive and damage your self-confidence. They can constantly remind 
you of your HIV status, since they usually last for a long time. Some people think others 
can see they have HIV, because of the skin problems. However, skin problems can also 
occur in people who do not have HIV. A huge help to overcome your skin problem is to 
accept your HIV status fully and to have a positive self-image.

Painful one-sided rash: shingles
Shingles is a rash of blisters that occurs on one side of the 
body. It is usually the size of two hands, or, when on the face, 
the size of one hand. It starts off as an itch or burn, but can 
then become extremely painful. Shingles, if not treated properly, 
can get infected with bacteria. Smelly pus can then come out 
of the open wound. The infection can leave a bad scar similar 
to a burn-wound. The scar can pain for many years. Shingles 
on the forehead and the nose is likely to affect the eye. If not 
treated immediately it can cause blindness. A virus that affects 
the nerves of the skin causes shingles. The virus is called herpes 
zoster.

Treating shingles
The treatment guidelines of the Department of Health says shingles should be treated 
with Acyclovir, Famciclovir or Valaciclovir. However, none of these three medicines are 
available at government clinics, they are only available at district hospitals. Treatment 
with one of these medications has to start within the first three days of the shingles. 
Such early treatment can prevent all complications and reduce the pain significantly. 
If you need it in a hurry you could  ask your doctor to give you a prescription and buy 
it at a private pharmacy. This will be expensive. We must put pressure on all clinics to 
make these crucial medicines available. The government can buy them in bulk, which 
will mean much cheaper prices.

The clinic should give you Gentian Violet, Mercurochrome or Chlorhexidine to put on 
the rash. They do not treat the rash, but can prevent infection with 
other germs. You should also get Amitriptyline, Paracetamol and 
Ibuprofen for the pain. When the blisters are gone, but you still 
have a painful scar, Amitriptyline is the best medicine.

INFOSHEET 
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Shingles and HIV
Anybody, especially old people, can get shingles, but it is more often seen in people with 
a weak immune system. People living with HIV often get it in a worse form and sometimes 
even get it more than once.

Chickenpox also caused by Herpes Zoster Virus
Blisters over the whole body are usually 
called chickenpox. They form an itchy 
crust and disappear after a week or two. 
Chickenpox can cause fever.

Treatment
Apply Calamine lotion against the itch. 
Antihistamine medicine also helps to reduce the itch. Take Paracetamol tablets for the 
fever, but not Aspirin. 

Pus in the skin: bacterial infection
There are different skin problems that can lead to 
pus – a yellow or green fluid that can ooze out of 
sores. Sometimes pus is smelly. It is formed when 
your body’s white blood cells fight bacteria. 

Treating bacterial skin infections
Personal hygiene is very important. Wash your whole body with soap and water daily. 
Keep fingernails short and clean. Prevent yourself from scratching your skin by sleeping 
with socks over the hands. The group of medicines that fight bacteria is called antibiotics. 
Medicines used to treat bacterial skin infections are Flucloxacillin and Erythromycin 
tablets. It also helps to apply an antibacterial cream like Zinc-and-Vioform or Zinc Oxide. 
If the infection is swollen, painful, hot and reddish it helps to apply hot towels to the area. 
If a boil or abscess develops, a doctor might need to cut it open to release the pus.

Warts: viral infections
There are different types of warts on the skin. Warts are caused by Human Papilloma 
Virus or HPV. They are best treated by regularly applying a Podophyllin paste. If they are 
too bad, they might have to be removed by a doctor.

Another skin problem, that looks a bit like warts, have a little hole on their tip. 
They are caused by a virus called Moluscum Contagiosum. 
The doctor should open the biggest ones with a needle and 
remove the pips. Then iodine ink can be applied. This often 
helps the body to start fighting the ‘warts’. If the ‘warts’ are too 
bad the doctor might have to remove them all. 

If you have shingles go for treatment immediately. Demand Acyclovir.
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If you have a skin problem that is a different colour to your skin you might have Kaposi’s 
Sarcoma. Show them to your nurse or doctor as soon as possible. Kaposi’s Sarcoma is 
the most serious skin problem people living with HIV can get. It is classified as HIV stage 
four. On lighter skins it can show as pink or red spots, while on darker skins it shows as 
dark brown spots. (see page 26)

Ringworms, athlete’s foot and flaky skin problems: fungal infections
A fungus is a type of germ that often occurs on the skin. If it forms a circle on the skin it 
is called ringworm. If it occurs as white dying skin between the toes it is called athlete’s 
foot. This also occurs quite often in the groins, around the penis or vagina or under the 
arms. Nappy rash in babies is often caused by fungus.

Treatment
	All of these problems can be treated with anti-fungal cream. Miconazole or Clotrimazole 

cream is good. 
	If the skin gets red and oozes with fluid you have a bacterial infection on top of the fungal 

infection.  You then also have to take antibiotic medicines as explained above.
 The fungus can also affect the fingernails or toenails, which makes them thick and 

rough. It can affect the skin on your head, which can cause your hair to fall out. These 
problems need to be treated with Griseofulvin tablets for several months. 

 Fungus on the face that causes itchy flaky skin around the eyes, nose and mouth 
is called seborrhoeic dermatitis. Treatment includes washing your hair with selsun 
shampoo and washing with aqueous cream. Also apply an anti-fungal cream in the 
evening and a steroid cream in the morning.

 Sometimes the fungus cryptococcus can also affect HIV positive people’s skin.  The 
infection looks like a mixture between a wart and a blister. The doctor will make the 
diagnosis by sending a specimen to the laboratory. However, cryptococcus usually 
affects the brain, not the skin. It is classified as HIV stage four. It can be treated with 
life-long Fluconazole tablets.

Itchy rash
There are many causes for itchy skin: infection, allergy, dry skin, 
side-effects to medicines, scabies and itchy bump disease, 
also called PPE – pruritic papular eruption. Scratching makes 
the problem worse. Scratching releases histamine chemicals in 
the skin, which causes more itching. Scratching can spread the 
problem to other parts of the body or add an infection 
to the original problem.

Personal hygiene helps to stay well. Wash daily with soap and water.
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Treating itch
	Often the itch is made worse by dry skin. It helps to wash with aqueous cream or 

an emulsifying bath oil.  
 You can also use anti-histamine tablets like Chlorpenamine 

or Promethazine. 
 Steroid creams like Hydrocortisone or Betamethasone can 

also help. 
	If scabies is suspected, treat all household members with 

Benzyl Benzoate and wash all linen. 

Rashes as side effect to medicines
Many hair-straighteners and gels cause pimples in the face. 
There are also many medicines that can cause side effects to the 
skin. Laxatives, Cotrimoxazole, TB medicines, Penicillin related 
antibiotics, anti-epilepsy treatments and some antiretrovirals like 
Nevirapine and Efavirenz are most commonly responsible. Side effects can be a slightly 
reddish rash present for a few minutes, or a more severe itchy rash. It can also be a 
dangerous rash called Steven Johnson’s Syndrome, which causes red eyes, blisters in 
the mouth and the skin to drop off like with burn wounds. 

Treatment
Show all side effects to your nurse or doctor. Your medicine might have to be replaced.  
Alternatively you can carry on with the same medicines, but take more medicines to 
control the side effects. If you know you get side effects from specific medicines, always 
remind your nurse or doctor. It is advisable to avoid sitting in the sun, especially if your 
skin is already irritated. Direct sunlight can cause skin irritation or make it worse.

Irritating bumps in the neck: swollen lymph glands
Many people living with HIV have the problem of swollen lymph 
glands. They form bumps in the neck, under the arms or in the 
groin. Although they can be caused by TB or a skin infection, most 
of the time they are caused by HIV itself. Swollen lymph glands 
are usually a good sign. They show your immune system is still 
strong enough to fight the HIV. In most cases you don’t have to 
worry about them. If you have no other problems swollen lymph 
glands are classified as HIV stage one.

Scratching makes a rash worse. Get medicines to reduce the itch.
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What is Kaposi’s Sarcoma? 
Kaposi’s Sarcoma, often simply called KS is a form 
of cancer. It infects the blood vessels of the skin, the 
mucous membranes and the lymphatic system. This 
cancer is caused by herpes like viruses that are sexually 
transmitted. Practicing safer sex after your HIV diagnosis 
can protect you against KS.

What is a cancer?
Cancer is the abnormal growth of cells in the body. Your 
body is made up of billions of microscopically small 
cells. They all grow from a single cell once a woman’s 
egg is fertilised by a man’s sperm. The number of cells 
increase by a process called cell division. Each body 
part is made up of a collection of specialised cells. In some body parts (heart, brain) the 
process of cell division stops once they have been fully formed. In other body parts cell 
division carries on for a lifetime in order to replace constantly damaged and decaying 
cells. For instance, in the bone marrow, cells divide rapidly throughout life to form new 
blood cells. When the fine balance of cell division gets disturbed, a cancer can grow. 
For example, constant exposure to smoke in the lungs can cause lung cancer. Cancers 
that are more common in people living with HIV are KS, cervical cancer of the womb 
and lymphoma cancer of the lymph nodes.

What does it look like?
KS is most often seen on the skin or inside the mouth. It appears as several brown or 
purple hard blisters. In early stages of the disease it is neither painful nor itchy. Therefore 
you might ignore it when you first notice it. Your doctor/nurse will often not notice it unless 
you specifically point out these lesions to her/him. The earlier you and your doctor notice 
KS growths or skin changes, the better. Sometimes the KS can also affects your lymph 
nodes (causing swelling of the legs), your lungs (causing shortness of breath) or your 
intestines (usually going unnoticed).

Who gets it?
Some people know their HIV status for years and then develop 
the first KS lesions. In South Africa almost all people who have 
KS have a weak immune system. KS usually 
goes hand in hand with being HIV positive. 
KS can sometimes be the first illness 
that points the doctor to making your 
HIV diagnosis.

KS is usually not seen in children. In 
South Africa more women than men get 

     Kaposi’s Sarcoma (KS)

KS is a cancer that can be seen on the skin or in the mouth.
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27KS is the most serious skin problem a person with HIV can get.

Kaposi’s Sarcoma. However, in the USA more men (and especially gay men) get KS. 
In the USA, where Kaposi’s Sarcoma was previously unknown, the sudden emergence 
of several people with Kaposi’s Sarcoma led doctors to the idea that there was a new 
illness in 1981. However, the specific virus was only identified in 1983 and then named 
HIV/AIDS. Before the emergence of HIV, Karposi’s Sarcoma was only seen in people 
in tropical Central Africa. Here it still occurs in HIV positive and in HIV negative people. 
However, it is much more serious in people who are HIV positive. 

Making the diagnosis of KS
Most often your nurse or doctor will be able to identify KS by looking at it. In very few 
cases the doctor will cut a small piece of your skin after providing local pain relief and 
send it to a laboratory to make sure of the diagnosis. Sometimes your nurse or doctor 
will ask you to see a skin doctor (dermatologist) or a cancer doctor (oncologist) to help 
manage your problem. 

Staging of HIV
KS is a bit like TB in that it can affect you at any stage of HIV illness and at any CD4 
count. However, the lower your CD4 count, the bigger your chances of getting KS. 

Once you have KS, this is classified as WHO stage 4 or AIDS. At the moment only the 
use of antiretrovirals can significantly slow down this progression of HIV.

Treatment for KS
 Passive Treatment (observe and wait): Most often your nurse/doctor will tell you 

that no specific treatment for KS is necessary. This is often true. However, many 
symptoms you might feel at this stage might actually be symptoms of other illnesses 
like TB, diarrhoea, etc. You have to inform your nurse/doctor of these, so that they 
can be treated. When the KS lesions themselves cause problems you might benefit 
from cancer treatment.

 Cancer Treatment: At specialised cancer treatment clinics there are two major 
treatment options. They are radiation and chemotherapy.

	Radiation is a strong form of X-ray that is focused onto a single point in order to 
kill cells. When one or two KS lesions cause a problem e.g. bulging in the face, or  
difficulty in swallowing, or when lesions start to bleed, radiation can be used to ‘burn’ 
away these lesions and relieve the symptoms. However, it does not cure the KS.

	Chemotherapy is a medication that kills cells that are busy with cell 
division. Cancer cells usually divide faster than normal body cells. 
Thus chemotherapy mainly kills off the cells of the KS lesions. 
Chemotherapy is used when KS is widespread throughout 
the body to relieve symptoms, e.g. shortness of breath. 
Chemotherapy can affect other body parts where fast cell 
division takes place, thereby causing side effects. This 
can happen in the intestines, where it can cause nausea or 
diarrhoea.  It can also happen in the bone-marrow, where it 
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can cause a lowering of the white blood cells. This is a 
serious side effect for people who are HIV positive, as 
they often have a lack of white blood cells already.

 ARV treatment (antiretrovirals): Antiretrovirals (ARVs) 
can change the treatment course for people with KS 
significantly. Highly active antiretroviral therapy (HAART) 
can block the HI virus. (HAART is commonly known 
as triple therapy). This results in an improvement of 
the CD4 cells. As the immune system gets stronger 
it often manages to fight the KS lesions. Sometimes 
the KS lesions can disappear completely as a result of 
someone being on ARVs. If the KS remains, the doctors 
will be able to use stronger combinations of chemotherapy. They do not have to fear 
the lowering of the white-blood cells, as a result of side effects to the bone-marrow.  

	Psychological treatment: If you realise that you suffer emotionally from the KS you 
should discuss this with your counsellor. It might be the visibility of the lesions that 
bothers you, or fear of cancer, or a renewed awareness of your HIV status. Talking 
about these feelings in a support group helps a lot. You might need to ask your doctor 
to prescribe some tablets for depression for some time.

KS is classified as HIV stage 4. Stage 4 is also called AIDS.
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Patches in the mouth: thrush 
Thrush can appear as white patches on the tongue or anywhere 
else in the mouth. It can also appear as a burning red surface of the 
mouth. It can cause itching or sores on the corners of the mouth. It 
makes food lose its taste. All these problems are called oral thrush. 
It is caused by a fungal germ called candida. All people have this 
germ in their mouths. However, it only causes symptoms in people 
with a weak immune system. Thrush of the mouth is classified as 
HIV stage three.

Treatment
Thrush is treated with Nystatin mouth medicines. If this does not help, 
you might need something stronger like Amphotericin B or Miconazole 
mouth medicines. Mouth medicines are either a liquid, gel, sucking 
tablet or gum-patch that needs to be kept in the mouth for as long as 
possible. If none of these work or if the thrush is very bad and recurs 
regularly the best medicine is Fluconazole tablets.

Painful swallowing: oesophageal thrush
Sometimes the thrush goes down to the stomach. This is called oesophageal thrush. 
You will experience chest pain when you swallow. Pain of the throat is common, but is not 
caused by oesophageal thrush. Oesophageal thrush is classified as HIV stage four. 

Treatment
Oesophageal thrush is treated with Fluconazole tablets. Make sure this medicine is 
available at your clinic. 

Oral Hairy Leucoplakia (OHL) 
Some people living with HIV get white stripes on the side of the tongue. This is called 
OHL or Oral Hairy Leucoplakia. It is not dangerous and needs no treatment. OHL is 
classified as HIV stage three.

Teeth with holes
Holes in teeth are caused by germs. People living with HIV are more likely to get bad 
teeth. This is particularly common in children. Try to prevent this by brushing the teeth 
regularly. Brush teeth in the morning, the evening and after every meal. 

Use a soft toothbrush and some toothpaste. You do 
not need a lot of toothpaste. A drop the size of a 
lentil once a day is enough. Reduce sweets and 
fizzy drinks like Coca-Cola – they cause teeth to 
rot. Children should rather be given nuts or fruit as 
special treats. Once you have a toothache or notice 
a hole in a tooth visit a dental clinic. 

   Problems of the mouth and ears

Thrush can be treated. If thrush is severe Fluconazole should be available.
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Sores in the mouth
It is common to get sores in the mouth. Brush your teeth 
regularly to try and prevent this. It helps to use a mouthwash 
and to put some cream onto the sores. A Chlorhexidine or 
Povidone-iodine mouthwash is good. Teejel and Bonjela 
are available at most clinics. Kenalog in Orabase might be 
slightly better as it contains steroids. This is not available 
at clinics. However, clinics should have steroids in the form 
of asthma pumps. This can be sprayed directly onto the 
sores, rather than being breathed in. If steroids make the 
sores worse it means they are caused by the herpes virus. 

If this happens, stop the steroids and use Acyclovir tablets. If you also have cold sores 
on the lips start with Acyclovir straight away. Acyclovir is not available at most clinics. If 
the sores are infected with bacteria or your gums are very swollen it might be necessary 
to gargle with Doxycycline tablets or swallow Metronidazole tablets.

Painful throat
Many people complain of a painful throat. 
Often people think this is caused by 
oesophageal thrush. However, oesophageal 
thrush causes chest pain, not throat pain. 
Consult a nurse or doctor. It might be 
tonsillitis for which you need Amoxycillin 
tablets.  It might also be an irritation that will 
go away if you gargle with salt water and drink Paracetamol tablets. 
If not treated by Amoxycillin and Paracetamol, an injection called 
Penicillin reduces the pain and swelling of tonsillitis.

Pain or pus from the ears 
Pain or pus in the ears usually means you have an infection of the inner ear. This can be 
treated with Amoxycillin and Paracetamol tablets. Other antibiotics can also be used to 
treat ear infections. To clean your ears rather use rolled up toilet paper than ear buds or 
matches. Hard things can damage the inside of the ear. Eardrops can also help to dry 
up pus in the ear. If the problem continues, the doctor should send a specimen to the 
laboratory to find out which type of bacteria is causing the problems, whether to use 
different antibiotics or whether it is TB.

Brush your teeth regularly to prevent sores in the mouth.
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When is a cough serious?

There are different causes for cough. Each one needs different treatment.

Coughing is a very common problem
People living with HIV very often experience a cough. Sometimes medicines are needed. 
Sometimes a cough can disappear on its own. There are different causes for coughing. 
Each one needs different treatment. Most clinics do not have cough mixture, as this 
does not help the cough go away  faster. Sometimes it is necessary to refer a person 
with a cough to a hospital.

Hay Fever 
Some people cough more in spring. Their cough is worse when it is windy. Dust from 
trees, flowers (pollen) or grass-seeds in the air makes it worse.  The cough comes with 
itchy, red eyes and an irritated throat. This is called hay fever. The clinic can provide 
anti-histamine medicines.

Smokers 
Some people cough, because they are smokers. Some people living with HIV say they will 
die anyway so they can carry on smoking. However, smokers get more chest infections 
and this makes the HIV worse. Smokers should be encouraged to stop.

Common cold or flu 
Most people get a cold during the winter months. This comes with a runny nose. If you 
also have a fever it is flu. Cold and flu are spread by viruses. 
The cold virus is spread by contact with the watery snot from 
someone’s nose. The flu virus is spread by coughing. Both 
usually last for a week. For a cough caused by a cold or flu it 
is not necessary to get medicines from the clinic. You can use 
steam to relieve the symptoms. If you feel you need medicines, 
you can take Paracetamol tablets.

Bronchitis 
If the cough stays longer, if a pain spreads down into your chest 
and if you cough up yellow or green slimes, your air pipes have 
been infected with bacteria. This is called bronchitis. Antibiotic 
medicines from the clinic will help. Usually Amoxycillin is 
used.

Pneumonia 
If the cough is so bad that you get short of breath or cough up blood, 
feel very hot and cold, and you have a pain like a knife stabbing 
in your chest, the infection has gone into the meat of the lungs. 
This is called pneumonia. Treatment at the clinic will not be 
enough. You need to lie in hospital and get antibiotic treatment 
with a drip. Pneumonia is classified as HIV stage three.
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Pneumocystis Carinii Pneumonia (PCP)
People living with HIV sometimes get a different kind of pneumonia called PCP.  With 
PCP the dry cough comes slower and you constantly feel short of breath. PCP can only 
attack the body when the immune system is weak. PCP is classified as HIV stage four. 
Take the antibiotic Cotrimoxazole (also called Bactrim or Septran) to prevent PCP and 
other infections. If you are diagnosed with PCP it can be treated with cotrimoxazole and 
you will need to start taking ARVs. 

Finish an antibiotics course 
Whenever you get antibiotic medicine it is 
important to take them as prescribed and to 
finish them all. If you feel better after a few 
days, you must still finish them. If the tablets 
make you feel bad tell the nurse or doctor 
about it, but do not just stop taking these 
medicines. Also tell the doctor or nurse if 
you have had problems like skin rashes or 
fainting with antibiotic medicines before.

Persistent cough and TB
If the cough does not go away with treatment 
you should go back to the nurse or doctor. This might mean that you need stronger 
tablets or that you have TB. With TB you might also lose weight and get night sweats. If 
TB is diagnosed early it can be treated fully. 

We talk about TB in more detail in our publication TB in our Lives.

If your HIV illness is in stage 3 or 4 take Cotrimoxazole 
medicine to prevent PCP pneumonia.
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What does it feel like?
TB can make you sick in different ways. TB usually makes you 
cough for weeks. The cough is often worse at night and sometimes 
makes you vomit. TB also makes you lose weight suddenly. Often 
you do not feel like eating anything. TB often causes a temperature. 
This means you will feel very cold and very hot regardless of the 
room temperature. It does not help if you put on warm clothes 
and lie under thick blankets. Lie down with wet towels over you. 
This cools down the body and stops the shivering. Also take 
Paracetamol medicines. TB can also make you sweat at night. 

You might have to 
change your linen 
at night because 
they are wet from 
sweating. TB can make you feel very tired. 
These symptoms are common in all forms 
of TB. 

What is it medically?
TB is an infection by a germ called mycobacterium tuberculosis. If a person with TB 
coughs, thousands of these germs are left floating in the air. You can breathe these germs 
into your lungs. The lymph nodes of your lungs will try to hold the TB germs and keep 

them in a ‘sleeping’ form. This way 
the TB germs can stay in your body 
for years without making you sick.

The lymph nodes are part of your 
immune system. If the immune 
system gets weakened the TB germs 
can become active and cause 
TB disease. HIV, poor nutrition, 
alcoholism or a combination of 
causes can weaken the immune 
system. The active TB germs usually 

attack the lungs and make you cough. In this way the TB germs will get spread to other 
people again. It can also enter the blood and cause illness in any other 
body part. Diagnosis of TB  is more difficult when it is in other body 
parts. However, it will not infect others if it is not coughed up. If not 
treated correctly, TB can be life threatening.

Tuberculosis – TB of the lungs

If you have a cough that lasts longer than two weeks, get tested for TB.
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Who gets TB?
More than 95% of all people in South Africa carry inactive ‘sleeping’ TB germs. However, 
not everyone who carries the germs will get the TB disease. HIV positive people are 
especially at risk. Every year an HIV positive person has a 10% (one in ten) chance that 
the ‘sleeping’ germs will cause  TB disease. HIV negative people’s chances are  smaller 
(10% over their whole lifetime). Compared to HIV-negative patients with TB, HIV-positive 
people with the disease may see their symptoms develop faster and with greater intensity. 
Many people living with HIV also get TB for a second and third time. The lower your CD4 
count, the higher the chances of getting sick with TB. A weak immune system also makes 
it more likely that the TB will affect other body parts apart from the lungs. 

More women than men get TB. Children can also get TB. The immunisation that children 
get does not prevent TB altogether. It helps to reduce the chance of the child getting the 
more serious forms of TB.

Making the diagnosis of TB
Often doctors and nurses can suspect TB when a patient complains about associated 
symptoms such as weight loss or high temperature. It is good to make a definite diagnosis 
of TB before starting with treatment.

TB of the lungs is called pulmonary TB or PTB
The diagnosis of TB of the lungs is made by looking at the sputum under a microscope. 
You cough up some sputum from the bottom of your chest and put it into a little jar. 
This sample is then sent to a laboratory. The laboratory uses a microscope to look for 
the bacteria. This process is called direct TB microscopy and it will take about a week 
before the result comes back. If TB germs are seen with the microscope the person is  
‘sputum positive’ or ‘direct positive’. This means you have active TB in your lungs and 
that you need treatment.

Problems with direct TB microscopy
People living with HIV often test negative with direct TB microscopy, even if they have 
TB of the lungs. 

TB culture 
A more sensitive test called TB culture can be done. It is more expensive – it costs the 
clinic about R50, compared to R20 for a direct microscopy. It can take a month before 
the result of the TB culture is known. The National TB Protocol says TB cultures should 
only be done for people who have had TB before. This protocol should be changed in 
the light of the fact that HIV positive people who have TB test negative with direct TB 
microscopy. 

TB in children
Where there is already TB in a family, children can be diagnosed, 
especially if they show symptoms such as weight loss and 
temperature. Since children swallow sputum after coughing, a 
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tube is sometimes pushed through the nose into the stomach. Some fluid is sucked 
from the stomach and this is tested for TB germs by microscopy and culture. This tests 
for TB of the lungs. A skin test can also be done. This is also called the Mantoux test.  
A doctor or nurse injects a small amount of protein from the TB germ under the skin. If 
your immune system has seen TB before, it will react with this protein and a few days 
later you will have a raised circle where the protein was injected under your skin. If the 
circle is big, you either have a strong immune response or have active TB.

Staging of HIV
TB can occur at any stage of HIV disease. Once you have TB 
of the lungs (PTB) the HIV will be classified as stage 3. All other 
forms of TB (extra-pulmonary TB) are classified stage four. Even 
after the TB has been cured and you feel completely healthy 
you remain stage four.

Treatments for TB
TB treatment is difficult, but TB can be cured. TB is always 
treated using a combination of drugs. You will find a great 

improvement of your health in the first two months of TB treatment. Your appetite should 
be back and you should gain some weight. However, you must complete the full TB 
course to make sure the germs are all killed.

First time treatment
If you are being treated for tuberculosis for the first time – that is, you have not had 
tuberculosis before – you will need to take four drugs for two months, followed by a 
combination of two drugs for another four months. In the first two months you will take 
Rifampicin, INH, PZA and Ethambutol. These come in the combination of Rifafour or 
Myrin Plus. The last four months you will take Rifampicin and INH. In other words, you 
will need to take medicines for six months in order to cure the tuberculosis.

Second time treatment
If you’ve had tuberculosis before, you will receive five drugs to take for two months, 
Rifampicin, INH, PZA, Ethambutol as well as Streptomycin injections. In the third month, 
you will continue with four drugs, Rifampicin, INH, PZA and Ethambutol. After that, you’ll 
take two drugs for another five months, Rifampicin, and INH. In other words, you will 
need to take medicines for eight months in order to cure the tuberculosis.

Side effects of treatment
TB medicines can cause side effects. These include loss of appetite, 
stomach pains, nausea, vomiting, dark orange urine, joint pains, 
burning sensations in the feet (peripheral neuropathy), skin 
itching, rash, altered vision (strange colour changes), liver 
problems and difficulty hearing. If you have bad symptoms, 
these should be treated as well. It is important not to smoke or 
drink alcohol while on TB treatment

It can be more difficult to diagnose TB in a person with HIV.
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Additional medication
	Apart from the TB medications, you should also take Cotrimoxazole, which will prevent 

you from getting PCP pneumonia on top of the TB. Cotrimoxazole side effects are 
rash and itchiness.

 Vitamin B Complex is a tonic that can make you feel better. 
 Pyridoxine can prevent peripheral neuropathy – one of the side effects the TB 

medication may cause.
You might need some tablets to stop vomiting, or some tablets for temperature or pain. 

You might also need treatments for another opportunistic infection like thrush.

Directly Observed Treatment Shortcourse (DOTS) 
The World Health Organisation (WHO) promotes a TB treatment programme called 
DOTS. Our National TB Programme is based on the WHO approach. According to this 
programme all countries should make TB treatments readily available to all patients who 
have active TB.

Patients should be observed when taking their treatments, this could be by a nurse, 
community health worker or family member who watches you take your pills. Since you 
will need to take several drugs, sometimes five times a week and sometimes three times 
a week, treating TB can be confusing. Having someone help you take these pills is the 
best way to ensure that you take every dose for the full duration of your TB treatment. This 
approach should be patient centred, putting the patient’s needs first. Since ARVs have 
been available for people with HIV we know that DOT can be more like the adherence 
model.   Health workers should listen to you and explain things to you. They should be 
friendly, courteous and encouraging. 

TB and HIV
In South Africa nurses and doctors treat patients with TB according to a National TB 
Protocol. This is a guideline to ensure good TB treatment in all clinics. Health workers 
should treat these guidelines as a minimum standard of care patients should receive. 
You will need more care if you have both HIV and TB. Many problems with the present 
DOTS system could be overcome if nurses received HIV specific training.

WHO guidelines
According to the WHO, if you have HIV and TB, the priority is to treat the TB infection, 
especially if the person is smear positive.   If TB, especially pulmonary TB, is treated first, 
you are less likely to spread TB to other people, experience bad anti-TB drug and ARV 
interactions and suffer from immune reconstitution syndrome.  The WHO 
antiretroviral guidelines recommend that people infected with TB 
and HIV take ARVs if their CD4 count below is 200 cells/mm.  

The WHO recommends that HIV positive people with a CD4 
count below 200/mm

3 start taking ARVs between two weeks 
and two months after starting TB treatment.  For people with 
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higher CD4 counts, it is recommended that you delay HIV treatment until after the initial, 
intensive phase of TB treatment. 

If you take TB treatment together with ARVs, you might need to take different ARVs than 
those normally prescribed. TB medicines and ARVs can interfere with each other or 
worsen side effects. 

CD4 cell count TB Treatment HIV Treatment 

Less than 200 mm3 Start TB treatment. ART Recommended
– Start ART as soon as TB treatment is 
tolerated: 2 weeks - 2 months after starting 
TB treatment.  

200-350/m3 Start TB treatment. 
 

Consider ART. 
– Start ART after TB treatment intensive 
phase (unless person gets very sick sooner)

Higher than 350 mm3 Start TB treatment. Delay ART 

Not available Start TB treatment. Consider ART 
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TB that is more difficult to treat

TB is a common illness of the lungs, but it can also cause illness of other body parts. 
This is seen more often in people living with HIV. You still get the general symptoms of 
TB like weight loss, a temperature or night sweats, but you might not have the cough 
usually associated with TB.

TB of the space between the lung and ribs is called TB pleural 
effusion 
This form of TB usually causes a dry cough and a bad chest pain 
on one side. Either a careful examination by the health worker or 
an x-ray can result in  a diagnosis. Sometimes the water in the 
ribcage squashes the lungs. A doctor can put a needle between 
the ribs and allow a litre of fluid to drain. You will usually feel better 
afterwards. The fluid can be sent to the laboratory to check for 
TB.

TB of the space around the heart is called TB 
pericardial effusion
This form of TB can be diagnosed with an x-ray. The best diagnosis is made with a sonar 
machine (ultra-sound). 

TB can cause disease of the lymph glands
Many people living with HIV have swollen glands. This is usually not 
serious. The glands should be tested for TB if they are larger than a 
thumb, if the glands only appear on one side of the neck or if dirty fluid 
leaks out of the glands. A doctor should stick a needle into the glands 
and suck out some cells to test them under a microscope. This test 
does not help to treat the glands. It only helps the doctor to make a 
definite diagnosis of the problem.

TB can occur in many parts of the body, not just the lungs.

TB of the space around the brain is called TB meningitis or TBM
TB of the space around the brain can be very serious, especially in children and people 
living with HIV. TBM causes general TB symptoms, headache and sometimes confusion. 
The health worker should examine your neck for pain and stiffness. The best way to 
diagnose TBM is with a lumbar puncture. A  needle is placed into your spine and  some 
fluid is taken from it for testing. This test is crucial to distinguish between the different 
germs that can cause meningitis. TB can cause an abscess inside the 
brain called tuberculoma. This can cause bad headaches, a fit or 
a stroke. The diagnosis is made with a CT scan: an x-ray done at 
specialised hospitals. 
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TB that is more difficult to treat
TB of the tummy is called abdominal TB
TB of the tummy can either cause chronic pain of your tummy, or it can 
cause swelling with loose fluid inside the tummy. This form of TB is best 
diagnosed with an ultrasound examination (sonar). 

TB in the backbone is called spinal TB
Spinal TB  can cause the backbone to break. It can bend the backbone 
and make a pointed lump on the back. If the spinal cord gets damaged 
the legs can be paralysed. TB can also infect other bones and joints. 
The diagnosis is made with x-rays.

Other forms of TB
TB can  infect many other body parts. It can occur in the ear, the voice box and vocal 
chords, the kidneys and bladder, the womb (causing infertility), the testicles, the skin 
or the eye. All forms of TB that do not involve the lungs are called extra-pulmonary TB.  
If TB occurs in more than one body part it is called disseminated TB. If it infects the blood 
and spreads to all body parts at the same time it is called miliary TB. This is diagnosed by X-
ray, examination of the eye or a needle examination of the bone marrow. If any of these 
forms of TB occur in a person living with HIV it is classified as stage four. It is treated in 
the same way as TB of the lungs.

Problems of DOTS
Our National TB Programme is based on the DOTS strategy. According to DOTS  TB 
patients with TB of the lungs should be prioritised, as they are most likely to infect others. 
Someone with TB of the glands, heart or another body part, who does not have TB in 
the sputum will not infect others.  Such a person can easily be neglected according to 
the present TB programme. 

TB is one of the biggest killers of people 
living with HIV
TB causes more deaths amongst people living with HIV 
than any other opportunistic infection. TB is responsible for 
about 70% of hospitalisations of people living with HIV. In 
many areas the number of TB patients has increased three 
times due to HIV. The World Health Organisation (WHO) 
regards TB as a serious epidemic if more than 400 per 
100 000 people get TB every year. In South Africa many 
townships now have an infection rate of more than 1000 people per 100 
000. In some mines it is as high as 4000 per 100 000 workers. 

TB can be prevented
As TB is so common and serious it is better to prevent TB. The TB 
treatment programme is designed to be a TB prevention programme. 
If you treat people with TB successfully they will infect less people. 

HIV can make TB worse. TB can make HIV worse. Make sure to be treated.
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All children should be immunised with BCG. This gives them a partial protection against 
TB. Children younger than five years should get medicines to prevent TB if their family 
members have TB. Adults living with HIV can use INH tablets for six months. This can 
prevent the inactive TB germs in your body from becoming active TB. However, it cannot 
prevent you from becoming infected with new TB germs. Antiretrovirals are ten times 
more effective than INH to prevent TB. People on antiretrovirals reduce their chances 
of getting TB by 80%.  Most clinics do provide antiretrovirals. Antiretrovirals should be 
used when the CD4 count is below 200. If you cannot get antiretrovirals or if your CD4 
count is above 200 you should ask your doctor about using INH.

It is crucial to make sure you do not have active TB at the time when you take the INH. 
INH on its own does not treat TB. If INH is used on its own while you have active TB, 
the TB germs grow used to INH and it becomes ineffective. This is called resistance. 
The same can happen if you do not complete the six months of TB treatment or if you 
interrupt the TB treatment several times.

TB can be cured
TB treatment is difficult, but TB can be cured. Tuberculosis of all body parts is treated 
using the same combination of drugs. You must complete the full TB course of six or 
eight months to make sure the germs are all killed. 

First time treatment
If you are treated for TB for the first time you need to take medicines for six months in 
order to cure the tuberculosis. 

Second time treatment
If you’ve had tuberculosis before, you should receive medicines for eight months.

Multi Drug Resistant TB – MDR TB
If you were treated for TB before, the usual TB 
treatments might not be effective for your TB 
anymore. Therefore, a test must be done to check 
the effectiveness of the medicines against the 
germs. For this test the laboratory must grow the TB 
germs in your sputum. This is called a TB culture. 
The effectiveness of TB medicines can be tested on 

this TB culture. If INH and Rifampicin do not stop the germs from growing they  have 
become  resistant to these medicines.  The two main medicines usually used to treat 
TB will thus not be effective for you. This is called multi-drug resistant 
TB or MDR TB.  Patients with MDR TB often have to take a handful 
of medicines for two years. Only 50% of MDR TB patients get 
cured. The treatment is very expensive as the medicines are still 
under patent rights – South African companies are not allowed to 
produce these medicines at cheaper prices. We must campaign 
for the price reduction of TB medicines.

Antiretroviral treatment significantly reduces your chances  of getting TB.

INFOSHEET 
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Extensively Drug Resistant TB – XDR-TB
There is a new type of TB called XDR-TB. This TB is difficult to treat by medicines that 
cure MDR-TB. If you come in contact with someone with XDR-TB you may inhale the 
XDR-TB bacteria they release in the air. The chances of being infected with XDR-TB are 
lower than ordinary TB because XDR-TB is still very rare. You can also develop XDR-TB 
if you were or are being treated for MDR-TB but did not take the medicine correctly till 
the end of treatment. 

To stop XDR-TB, all people must practice good cough hygiene. This can help prevent 
transmission of regular TB and all forms of drug resistant TB. If you have ‘regular’ TB or 
MDR-TB the most important thing is for you to take all the  treatment as prescribed. No 
pills should be missed,  especially if the course of treatment requires taking medicine 
every other day. Above all, the treatment should be taken right through to the end.

INFOSHEET 
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What does it feel like?
Anybody can get diarrhoea. You have diarrhoea if you 
have to go to the toilet frequently and your stool is watery 
or slimy. If this lasts for more than a week or if it happens 
several times in the same month, you should consult a 
doctor. Sometimes diarrhoea comes with abdominal 
pains and sometimes it comes with vomiting.

Losing water can be dangerous
With diarrhoea your body is losing fluids (mainly water) all the time. This is called 
dehydration. Dehydration can be particularly dangerous for children.

Long lasting diarrhoea also causes weight loss. Firstly you do not feel like eating when 
you have diarrhoea. Secondly the food that you eat runs through the intestines and is 
not properly absorbed. It is important that people living with HIV should try and prevent 
dehydration and losing weight. 

Who gets it?
All people can get diarrhoea, especially babies. The more nasty forms of diarrhoea occur 
in HIV positive people with a CD4 count below 200 or in young HIV positive babies.

What is it medically speaking?
Most often diarrhoea is caused by germs (an infection), but it may also be caused by 
poor absorption or food intolerance. Sometimes laxatives or traditional remedies cause 
diarrhoea.  Diarrhoea can also occur as the side effect of antibiotic medicines such as 
Ampicillin or Erithromycin or antiretrovirals like Kaletra.  Diarrhoea caused by infection 
of the large intestine results in massive loss of water. Diarrhoea of the small intestine is 
associated with poor absorption of nutrients. 

If you always get diarrhoea when drinking milk, then you probably have milk (lactose) 
intolerance. You should try to rather drink maas or yoghurt. If this also causes diarrhoea 
you might have to cut down on all milk products.  If eating fatty food gives you diarrhoea, 
cut down on fats, but continue to eat proteins in the form of meat, beans or lentils. 

Making the diagnosis
With all forms of diarrhoea the most important steps are to stop loss of water and 
to improve food intake. If a specific germ is found, the diarrhoea can be treated 
more effectively. In order to find the germ a fresh stool specimen is sent 
to a laboratory in a plastic jar.  Microbiologists search for germs by 
looking at the stool under a microscope. They put it into a dish with 
a chemical jelly culture to grow the germs. 

   Running tummy (Diarrhoea)

Diarrhoea causes loss of body fluids. This can be life-threatening.
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Which germs can cause diarrhoea?
 Germs that generally cause diarrhoea and that are not specific to people with weakened immune 

systems are: Shigella, Salmonella, Campylobacter, Entamoeba and Giardia.
 Germs that only cause diarrhoea in people with weak immune systems are: 

Cryptosporidium (not to be confused with Cryptococcus), Microsporidium, Isospora or 
MOTT (Mycobacterium other than TB).  All of these are classified as HIV stage four. 

 Some viruses also cause diarrhoea in people with HIV. They are CMV, herpes and HIV 
itself.

How do you get diarrhoea
Germs usually get into your intestine 
	when drinking water that is not 100% clean, 
  when eating food with germs on it, 
 from hands that are not properly washed after going to the toilet. 
  In babies diarrhoea can also be caused by germs on a bottle that was not properly 

washed before preparing new formula milk. 

The viscious circle of malnutrition and 

diarrhoea takes many childrens lives.

To prevent diarrhoea remember to do 
the following: 
	Use clean drinking water: Always drink tap 

water. If there are no taps in your area demand 
from government to provide tap water. In the 
meantime boil all water before drinking it.

 Food preparation: Wash your hands before 
preparing foods and before eating. Rinse 
vegetables and fruit with clean water before eating 
them fresh. Cover unfinished cooked food that 
you keep for later and store it in a cool place. 
Flies spread germs and warm places help germs 
to grow faster. If you want to reheat cooked food 
you have stored, make sure to bring it to boiling 
point again to kill germs that might have grown 
in the meantime. Add a tablespoon of jik to your 
dishwater when washing dishes and when wiping 
your kitchen surfaces to ensure there are no 
germs. Let your dishes drip dry, rather than wiping them dry.

 Clean sanitation: Make sure you wash your hands every time after 
going to the toilet. Where there are no toilets, make sure that the 
toilet wastes do not contaminate the drinking water.

 For women who are HIV positive it is best to formula feed their 
babies.  However, this is only better than breastfeeding if you  
have clean water and if you wash the bottle thoroughly every 
time before feeding your child.
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How to prevent dehydration
It is very important to prevent the body from losing too much water while having diarrhoea. 
It is not necessary to get a drip to prevent dehydration. A simple ‘glucose drink’ you can 
mix at home is just as effective. The widespread use of this ‘glucose drink’ has saved 
more lives in the 20th century than any other medical intervention. It saved more lives than 
Penicillin during the Second World War, it saved more lives than malaria or TB treatment, 
it saved more lives than childhood vaccinations.

Signs of dehydration

Sunken eyes:

Dry mouth

Little or no 
urine; urine is 
dark yellow

Sunken  soft 
spot in babies Sudden weight 

loss

When pinched, skin 
does not spring 
back

Without water

With water

With water

Without water

No dehydration

The glucose drink – the best medication of the century
 Fill a clean one-litre bottle with clean water; 
	Use water from a tap, or boiled water if from a dirty river;
	Add eight teaspoons of sugar;
	Add half a teaspoon of salt;
	Taste. It should taste like tears;
	Drink two large cups of this ‘glucose drink’ after every loose stool you have, or after 

vomiting. Take small sips slowly.
	Give your baby one large cup of this ‘glucose drink’ after every loose stool it has, or 

after vomiting.

Try to eat as much as possible
Dry toast is easy to eat while your tummy is upset. Eat any food you can tolerate.

How to stop diarrhoea
Usually it will go away on its own within a week. If it carries on for longer 
than a week use antibiotic medicines to kill the germs that might cause 
the diarrhoea. Take Metronidazole tablets three times a day for a week 
and Cotrimoxazole tablets, two tablets two times a day for five days. If 
the diarrhoea carries on, get the stool specimen tested at a laboratory 
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to identify the germ. Blood in diarrhoea is called 
dysenteria. Then Ofloxacin or Ciprofloxacin should 
be added to the Metronidazole.

Some medicines stop the diarrhoea by stopping 
the movement of the intestines. However, they 
do nothing about the cause of the diarrhoea. 
Loperamide is used or Codeine which also 
relieves pain.

Take medicines against worms every six months.  
Mebendazole or Albendazole is good. Worms are 
a chronic infection and cause the HIV to reproduce faster.

A simple glucose drink mixed at home can prevent dehydration.

Sick children – especially those who have diarrhea 
or fever – need lots of food to fight the illness and 

get back their strength.

Give sick children plenty to drink and eat! 

INFOSHEET 
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    Peripheral Neuropathy (painful feet)

Many people living with HIV get peripheral neuropathy.

What does it feel like?
Peripheral neuropathy is a long lasting pain that usually occurs 
in the lower legs. Often it is a burning sensation of the foot 
soles, sometimes so painful that you cannot walk or even put 
a blanket over your feet. Your feet may feel cold or numb or 
you may get a feeling of ‘pins and needles’ inside the feet. 
Sometimes peripheral neuropathy can also cause a tingling 
sensation in the fingers.

Who gets it?
People who suffer from poor nutrition, lack of vitamins or who 
take too much alcohol may cause peripheral neuropathy. 
It is also associated with TB, sugar diabetes and HIV.  
Peripheral neuropathy can also occur as a side effect of the 
TB medication INH or the HIV medications ddI and d4T.  Peripheral neuropathy does 
not only occur in people living with HIV, although they have a much higher chance of 
developing it.  It has not been noted in children with HIV.

What is it medically speaking?
Peripheral neuropathy is a lack of functioning of your nerves. Thousands of nerves pick 
up sensations all over your skin. The nerves run through the spinal cord to your brain 
where their messages get interpreted. In peripheral neuropathy the nerves send wrong 
messages to the brain and block others. The sensation of a blanket on your skin is 
registered as pain instead of touch.  Or your brain gets an exaggerated message that 
your legs feel cold and numb, which makes you put them close to a heater.  The nerves 
block the message that your skin is heating up and you do not feel the pain of burning 
blisters on your legs. 

Making the diagnosis of peripheral neuropathy
Your nurse or doctor will be able to make the diagnosis when you tell them your symptoms. 
The doctor can then test your ability to register pain, temperature and vibrations.

Staging of HIV
Peripheral neuropathy can occur at any stage of HIV disease and at any CD4 count. 
However, it is more common and often more severe in more progressed HIV illness. 
Peripheral neuropathy is not used for the classification of stages of HIV.

Treatment for peripheral neuropathy
Often you will already feel better once the cause of these pains 
have been explained to you. 

	Pyridoxine (Vitamin B6):  If you get peripheral neuropathy 
while on TB treatment, add Pyridoxine tablets. They counter the 
side effect of INH. 
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 If you are already using Pyridoxine and still have symptoms, treat it like all other 
peripheral neuropathy with Amitryptyline.

	Amitriptyline was developed as medicine against depression, but at lower doses (1–2 
tablets) it can relieve the pain of peripheral neuropathy. It makes you sleepy so you 
should take it at night. This helps many people who could not sleep well before.

	At the moment most nurses are not allowed to prescribe Amitriptyline. To treat people 
living with HIV more effectively it might be necessary to change this restriction.

Other medicines 
Some doctors give Carbamazepine (an epilepsy medication) for peripheral neuropathy. It 
works, but makes antiretrovirals (ARVs) ineffective.  People living with HIV should therefore 
stay away from Carbamazepine. If the pain is not relieved by Amitriptyline try adding pain 
tablets like Ibuprofen, Indomethacin or even Codeine and Morphine. Vitamin B Co and 
Folic acid have not been studied scientifically for treatment of peripheral neuropathy, but 
some people believe they help. It is also advisable to stop drinking alcohol.

If you suspect that the peripheral neuropathy is caused by some of your TB or HIV 
medications, discuss this with your doctor and do not simply stop these medications 
on your own.
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Meningitis and headache

Meningitis causes a headache and makes you so sick you need to lie in hospital.

What does it feel like?
There are many things that can give you a headache. 
It can be stress, flu or high blood pressure. It can also 
be meningitis, which is a serious illness. Meningitis 
usually makes you so sick that you feel you need to lie 
in hospital. Headache is the most common symptom. It 
is often accompanied by a temperature (feeling hot and 
cold), nausea and vomiting. Other signs of meningitis 
include fatigue and a stiff neck. Meningitis is sometimes 
made worse by light. There can also be confusion, vision 
problems, fits and even coma. The symptoms may come 
on slowly and develop over weeks. However, you may 
also get sick from one day to the other.

What is it medically?
Meningitis is an infection of the spinal cord and of the membrane that covers the brain 
– called the meninges. The four major groups of germs that cause infections can all 
cause an infection of the meninges (see different types below).

How is meningitis diagnosed?
A doctor will need to take fluid from your spine. This is called a spinal tap or a lumbar 
puncture. A needle is inserted in the middle of your back just above your hips. The needle 
taps some fluid that surrounds the meninges of the spinal cord. This sample is then 
analysed in the laboratory to determine what germ is causing the infection. A lumbar 
puncture is safe and usually not too painful. However, some people get headaches 
afterwards that can last a few days.

Who gets it?
Cryptococcal meningitis usually only occurs in people living with HIV. All other forms of 
meningitis occur in HIV negative and HIV positive people. However, all are more common 
in HIV positive people.

Different types of meningitis and their treatment 
 Viruses like HIV itself and Herpes can cause viral meningitis. Viral meningitis develops 

over a week. It is treated with headache tablets. Sometimes it can disappear after a 
week.

 Bacteria like Meningococcus and Streptococcus can cause bacterial (septic) 
meningitis. Bacterial meningitis can develop in hours or over 
days. Meningococcus is very contagious and the family should 
receive prophylaxis. It is often seen in children. It is treated 
with antibiotics including Cephalosporins.  
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 TB is another bacterium that can cause 
meningitis. Since the TB bacterium is very 
different from other types of bacteria, it is 
classified separately as TB meningitis (TBM). 
It can take a couple of days or weeks for TBM 
to develop. It is treated with the usual TB 
treatment, a combination of INH, Rifampicin, 
PZA and Ethambutol, Myrin Plus or Rifafour. 

 Syphilis can cause neuro syphilis. It develops 
at a late stage of the STD. In an HIV negative 
person it takes 10 years for this to happen. 
In a person living with HIV, neuro syphilis 
can develop 2 years after the syphilis has 
started. Prevent neuro syphilis by treating 
syphilis early and by using condoms. Neuro 
syphilis is treated with intra-venous Penicillin 
antibiotic.  

Using Fluconazole life-long can prevent cryptococcal meningitis from returning.

This is a diagram showing the meningitis 

covering your brain.

meningitis

	Cryptococcus is a fungus found in soil. It can get into your body when you breathe 
in dust. It can cause Cryptococcal meningitis, which can take a week or a month 
to develop. Cryptococcal meningitis is treated with Fluconazole. The drug can be 
swallowed  or injected directly into the body. Fluconazole should be available in all 
clinics and hospitals. If your clinic or hospital refuses to give it to you when you need 
it, or does not have stock, please contact the Treatment Action Campaign.

It is very important to recognise the symptoms of meningitis, and go for treatment 
immediately.

Staging of HIV
Cryptococcal meningitis and TB meningitis are classified as stage four. Bacterial 
meningitis is classified as stage three. The others do not influence the staging.
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What is a stroke?
Most people know of an old person who has had a stroke. Usually 
the arm and leg of one side of the body suddenly become weak 
or paralysed. Sometimes the face is also affected and the person 
struggles to speak and eat. People living with HIV sometimes get 
this problem at an early age.

What is it medically?
 A stroke happens when one part of the brain stops functioning 
properly. The brain is split in the middle into a left side and a 

right side. If the brain is damaged on 
the right side it can no longer properly 
control the arm and leg on the left side. 
In old people stroke is usually caused 
by damaged blood vessels due to high 
blood pressure. If the blood supply to one 
part of the brain stops, that part of the brain stops functioning. 
In people living with HIV the damage is usually caused by an 
infection or sometimes by a cancer. Unlike in meningitis, where 
the infection is around the brain, the infection now occupies a 
space inside the brain. This damages the surrounding brain 

function. This is called a ‘brain occupying lesion’.  Brain occupying lesion can be caused 
by TB (tuberculoma ), bacteria (brain abscess), toxoplasma (toxoplasmosis), tapeworm 
(cysticercosis), JC virus Progressive multifocal leucoencephalopathy (PML) or fungus 
(Fungal ball).

Only people living with HIV get toxoplasmosis and PML. Others anybody can get, however 
all are more common in people living with HIV.

Making the diagnosis
If you have a stroke or a fit (even if it was only a single fit) you should be referred to a 
hospital where a CT scan can be done. A CT scan is a special X-ray that can look at the 
brain in different layers. It can usually identify the cause of the problem.

Staging of HIV
Tuberculoma, toxoplasmosis and PML are classified as stage four.

Treatment
Treatment usually depends on the cause of the stroke or fit, as 
follows: 

Tuberculoma with TB treatment; 
	An abscess with antibiotics; 

   Stroke or fits

People with HIV can sometimes get a stroke at an early age.

Damaged brain, 

causing stroke
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	Toxoplasmosis with Cotrimoxazole; 
 Cysticercosis with Albendazole; 
	Fungus with Fluconazole.
All of these can be cured. PML and most cancers 
of the brain in people living with HIV are difficult to 
treat.

Prevention
Like PCP pneumonia, toxoplasmosis can be 
prevented by taking Cotrimoxazole. Take one Cotrimoxazole tablet daily if your CD4 
count is below 200 or you have stage three or four illness. Once you’ve had PCP or 
toxoplasmosis you need two tablets daily to prevent recurrence.

If you have PCP or your CD4 is 200 or below you should start taking ARVs.

Exercise
People who have had a stroke should exercise as much as possible. You can often 
regain full body function after the cause has been treated. Even if the stroke persists you 
can learn to use your weakened limbs again. Alternatively you can do tasks like getting 
dressed or writing with the side of your body that has not been affected. Working out a 
program with a physiotherapist or occupational therapist helps.

What is a fit?
With a fit some body part starts twitching or even jerking severely. Often you lose 
consciousness and only wake up later. You might have bitten your tongue or peed into 
your pants. Fits are also called convulsions or seizures. 

All the illnesses associated with brain occupying lesions can cause both strokes and 
fits. Fits can also be caused by encephalopathy, a viral infection of the whole brain. If 
no cause can be found it is called epilepsy. 

Medically speaking
There are chemical electrical currents in the brain. These send and receive chemical 
messages throughout the body. A fit is caused by abnormal functioning of these 
currents. 

Treatment for fits
Once you have had one fit further fits should be prevented by using Valproate tablets. 
Sometimes Phenytoin or Carbamazepine are also used. However, they make some 
antiretrovirals ineffective.

People who have had a stroke should exercise as much as possible.
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What does it feel like?
People with HIV can get many eye problems. The most 
serious one is infection with CMV (cytomegalovirus). You 
will notice that your eyesight gets worse and worse. Things 
at a distance appear blurred or you can even see a double 
image. You might also notice that you cannot see things 
very close to you anymore. CMV affects only one eye or 
both eyes. You will feel no pain or itching, but sometimes 
your eyes will get sensitive to bright light. Similar symptoms 
can occur in some forms of meningitis.

Who gets it?

CMV disease only occurs in people with advanced HIV illness. Usually your CD4 count 
has to be below 50 before the CMV virus can cause illness. Apart from the eyes, CMV 
can also cause illness in the lungs (CMV pneumonia), the food pipe (oesophageal CMV 
– not to be confused with oesophageal thrush) or the intestines (CMV colitis). 

Making the diagnosis of CMV of the eye
The diagnosis is made by a doctor examining the inside 
of your eye with an examination torch.

Staging of HIV
Once the diagnosis of CMV has been made the HIV is 
now stage four. 

Treatment
CMV can be treated with Ganciclovir injected into 
the eye. This treatment is effective and affordable, but 
presently only available at specialised eye clinics. 

	Ganciclovir drip and tablets are sometimes used, but are very expensive and have 
many side effects. Other medications like Foscarnet and Cidofovir are also expensive 
and have not been registered with the Medicines Control Council yet. 

	All these treatments will stop the CMV infection, but do not repair the damaged eye. 
You will thus not regain your normal eyesight, but you can stop the eyes from getting 
worse and from going blind. 

	It is also important to start with antiretroviral medicines at this stage. This will 
improve your immune system, which can then fight CMV in the long 
term.

  Poor eyesight (CMV)

CMV infection of the eye can cause blurred vision. Have your eyes examined.
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Early treatment of CMV can stop the eyes from getting worse and can prevent 
blindness.

Preventing CMV
As it is difficult to treat CMV and as it can cause blindness it is very important to detect it 
early. People with CMV must start ARVs immediately to avoid further damage with their 
eyes.

The real solution to CMV
As CMV can only cause disease if your CD4 count gets below 50 it means you should 
start antiretroviral therapy before the CD4 count gets that weak. You must get antiretroviral 
treatment at your clinic.

Painful eye
At any stage of HIV disease you can get painful red eyes. If they are very itchy and you 
also have a runny nose it is caused by allergy in other body parts.. Oxymetazoline eye 
drops will help. Sometimes yellow pus will make your eyelids stick to one another in the 
morning. This is a sign of a bacterial infection of the eye. Chloramphenicol eye ointment 
should be applied. 
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Stress or anxiety
Many people are shocked when they first hear about their HIV status. They might feel 
scared, lonely and stressed. This is a normal reaction, not an illness. It is not depression. 
Time, counselling and joining a support group will help you overcome these feelings. 
Here is a whole set of normal responses you might go through when facing your HIV 
status:

Depression
Depression is common in people living with HIV. However, it is often missed by the 
nurse or doctor. Tell your nurse or doctor if you think you have depression. Depression 
usually develops over a few weeks. It is a general feeling of a depressed mood linked 
with physical symptoms.  Depression is caused by an imbalance of certain chemicals 
in the brain. Depression often comes with chronic disease, loss of your job, problems 
with a relationship, loss of a family member and damage to your self-esteem. Many HIV 
patients go through all of these experiences. Some women also get depression after 
having a baby.

Check list
 If you suspect depression check for these symptoms:

	Do you feel down most of the time? 
	Do you lack enjoyment with fun-things like music, soccer or chocolate?
	Do you try to find peace by overeating? Do you lack appetite and lose weight?
	Do you sleep badly at night? Do you struggle to get up in the mornings?
	Do you feel angry and agitated quickly? Do you feel very passive?
	Do you lack energy every day?
	Do you struggle to concentrate? Is it difficult to decide about simple matters?
	Do you feel guilty? Do you feel worthless sometimes?
	Do you think of death a lot? Do you think of killing yourself?

If your answer to many of these questions is yes, you have some degree 
of depression. Depression can be treated with Amitriptyline or Fluoxetine 
and psychological support.

Time, counselling and joining a support group will help you to overcome stress.

  Stress or Depression or Dementia

    Shock        Denial      Anger     Bargaining   Loneliness   Fear Feel watched Sad Acceptance   Hope

INFOSHEET 
18



 
55Do not ignore depression. It can be treated.

Dementia
With dementia your thinking gets affected so that you are later unable to communicate, 
you struggle to pay attention and you become forgetful. You also lose your function of 
movement. You become clumsy, lose your sense of balance or even become paralysed. 
Your personality can change in that you can become apathetic and zombie-like.

Dementia is a general slowing down of brain function caused by the HIV virus actually 
penetrating the brain.

Making the diagnosis
Before a nurse/doctor can make a diagnosis of dementia, other brain illnesses like 
depression or meningitis must be excluded. For example, forgetfulness and reduced 
concentration are often caused by depression. Depressed mood, however is uncommon 
in dementia patients. Patients are usually unaware of their deteriorating state.

Staging of HIV
HIV dementia is classified as stage four, thus often called AIDS dementia.

Treatment
AIDS dementia is treated with AZT as part of an ARV  regimen.
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You cannot get infected with HIV by looking after a loved one

Many families are scared to look after their 
loved ones who are sick. They do not know 
what to do and they fear getting infected 
with HIV. However, you cannot get HIV by 
sharing a household and looking after a 
family member with HIV. Some people think 
cuts on the skin of the sick person might 
transmit the virus.  However, healthy skin is 
very good protection against transmission 
of HIV. Doctors and nurses who touch many 
people with HIV and open sores do not get 
infected but use hospital gloves. If you have 
gloves use them.  Linen full of blood, or 
panties full of menstruation  can be washed 

after soaking them in a bucket of cold water with a teaspoon of jik.  If you have no jik 
you can also use vinegar or lemon juice.

Treat your loved one the way you would like to be treated
Very sick people need to feel cared for. Talk to them openly. Do not hide bad news from 
them. Spend a lot of time with them. If you do not know what to talk about, read a story, 
listen to a radio program or sing a song. Even if the sick one does not speak, s/he can 
still hear your voice. Let the person know you are there for them. Family members should 
take turns to care for the sick person. Make sure the sick one does not have pain.  Get 
treatments for pain or sleeping problems or other medical problems from the clinic 
regularly.

Bedsores
Bedsores are open sores of the skin that 
appear on people who are so ill they 
cannot roll over in bed. This happens more 
to very thin and weak patients. The sores 
are formed where the bed presses against 
the bony parts of the body, most often on 
the buttocks, the back and the feet.

Your family cannot be infected with HIV by sharing a household with you.

   Care for the very sick – bedsoresINFOSHEET 
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Bedsores can be prevented

 A chronically sick person should 
get out of bed and sit in a soft 
chair as much as possible.

	Sick people should not lie in the 
same position for too long. Turn 
the sick person every two hours.
They can lie on their back, on their 
right side, on their left side or on 
their tummy. A family member 
should turn the ill person during 
the night. 

	Bath the ill person every day. Rub the skin gently with baby oil.
 Use soft bed sheets on a mattress. Straighten the sheet often. Wrinkled sheets can 

injure the skin. Wash the sheet daily or if it gets dirty with urine, toilet, vomit or food. 
 Get some linen-savers from the clinic. A linen-saver is like a nappy that you can put 

under the sick person.
 Put cushions under the person so that the bony parts rub less.
	Feed the sick person as well as possible. Many small meals are necessary.
	Vitamin tablets and food supplements help.
 Take the person to a clinic as soon as you get worried about the person’s condition. 

Should you have no transport for the sick person, still speak to the nurse – perhaps 
she can advise you.

Bedsores are difficult to treat, but here are a few tips
Dissolve a spoon of salt in a bucket of clean water and wash the sores. The clinic should 
give you sterile bandages to put over the bedsores.

Get help from the clinic again if the bedsores have pus (yellow or greenish fluid), are 
smelly or if the skin around the bedsores is red and painful. Some antibiotic tablets and 
pain tablets will probably be necessary.
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Bedsores can be prevented by regularly changing your position in your bed.
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   PainINFOSHEET 
20

Pain can be treated 
Pain can be treated. You should not 
feel any pain when this can be avoided. 
Doctors do not always understand your 
pain. If you have a painful eye, they 
might only give you a cream to heal the 
eye. They sometimes forget to give you 
treatments for pain while the eye heals. 
Many people have pain with TB. If the 
nurses give you TB medicines only you 
must ask for pain tablets as well. 

Sometimes you will only get pain tablets for three days from the clinic. Yet you know 
your pain lasts for the full month. Tell the doctor or nurse about this problem. They are 
used to treating pain in people with cancer. They freely prescribe expensive medicines 
for months. Remind them of this when your pain is not successfully treated.

Treat the cause of the pain
A doctor or nurse should examine you and find the cause of the pain. Different causes 
of pain need special treatments. Peripheral neuropathy needs Amitriptyline. Shingles 
needs Acyclovir. Cryptococcal meningitis needs Fluconazole. Abdominal cramps need 
Hyoscine Butylbromide. Heartburn (sometimes called ulcers) needs antacids.

Get emotional support
Sometimes you fear HIV, because it is a dangerous illness. Your fear makes the pain 
worse. If the nurse or doctor can tell you your neck pain is caused by stress, 
this often already helps. Perhaps a session with the counsellor will help more 
than stronger pain tablets.

Pain is often worse at night. Bad sleep can make pain worse. These two problems have 
to be solved together. Some Amitriptyline tablets may help you sleep better.

 Loneliness can also make pain worse. Share 
your feelings with your family. Tell the people 
who care about you about the HIV. Tell them 
about your pain. Ask them to sit with you for 
some time. Perhaps they can massage 
your body softly. If there 
is no one there, listen 
to some music. Join 
a support group.



 
59

INFOSHEET 
20

How pain should be treated – control the pain?
If you have a long lasting pain, take pain tablets regularly. Do not wait for the pain before 
taking the medicines. Take the medicines regularly. Take them three or four or five times 
per day as prescribed. It often helps to take a double dose at night to keep you without 
pain during the night. If you wake up with pain take the medicines again. 

If you need more medicines than prescribed go back to the nurse or doctor. You might 
have to take a stronger medicine or you might need to take two different medicines for 
pain at the same time. 

Here is a list of pain medicines listed from good to strongest
 Paracetamol (Panado, Dolorol, Painamol, Painstop) is good and safe. Do not take 

more than 10 tablets per day. 
 Aspirin (Disprin)  is also good. Watch out for side effects like ulcers, asthma or kidney 

problems.
 Indomethacin (Indocid, Arthrexin), Diclofenac (Voltaren, Panamor) or Ibuprofen (Brufen, 

Inza) are all good for muscle and joint pain. They should be taken with food. They can 
cause ulcers.

 Paracetamol & Codeine are stronger than 
Paracetamol alone. This combination helps 
against cough and diarrhoea.

 Dextropropoxyphene (Doloxene) is a strong 
pain medicine. It is not generally available 
at clinics.

 Codeine Phosphate is very strong. Only 
doctors can prescribe this. It can cause 
drowsiness or constipation.

	Tilidine (Valoron) is the strongest pain 
medicine for children.

 Morphine is the strongest pain medicine. 
It can be taken five times a day. It should be taken with a laxative to prevent 
constipation.

If you wake up with pain, take the medicine again.
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Traditional medicines and clinic medicines
People living with HIV go through a daily routine of taking medicines. On the one hand 
there are traditional medicines – customs like slaughtering a goat,  or ‘mutis’ from 
an African traditional healer. ‘Immune boosters’ like Moducare, Hypo-Plus, Spirulina, 
Sutherlandia and others have not been tested scientifically. Clinic medicines have all 
been tested scientifically for use against a specific illness. The Medicines Control Council 
(MCC) strictly controls their quality. Here are some guidelines that will help you understand 
how clinic medicines work.

Medicines can help, but they can be dangerous
Clinic medicines have been 
tested to be effective and safe. 
However, they can have side 
effects – they can make you 
feel unwell in some way. Let 
us take the injection for family 
planning. It is effective for all 

women, because they do not get pregnant as long as they use it. Its side effects are that 
the injection is painful and that the menstruation might stay away while using the injection.  
Other medicines can cause side effects such as nausea or itching. Some medicines can 
have serious side effects and can even cause death if not attended to. 

If you take too much of a medicine it can be dangerous. Some people swallow a handful 
of medicines when they are frustrated. This is called an overdose. Always get help from 
a clinic if this happens.

Traditional medicines do have side effects 
Traditional medicines have side effects too. Many people believe that laxatives or enemas 
that wash out the intestines help to clean the bad things out of the body. This is usually 
of no help and can even be harmful.  People living with HIV often lose weight. If you use 
laxatives often, this makes you lose even more useful nutrition from your intestines.  It is 
advisable not to mix medicines whether western or traditional without knowing if there 
are interactions between them.

How do medicines get tested? 
Before a medicine can be registered with the MCC, the pharmaceutical 
company must prove it is effective and safe. First a new product is tested in 
the laboratory. Then a few healthy volunteers take the medicine to see 
if it does not have unacceptable side effects. Then clinical trials 
are done.  Clinical trials are studies that test medicines in a large 
group of sick people.  Half the people will get the new product 
and the other half will get medication that is already well known. 

Clinic medicines have been tested to be safe and effective in clinical trials.

   Wise use of medicinesINFOSHEET 
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After some time doctors can measure scientifically whether people who are using the 
new product are recovering faster from the illness than people who are not using it. Such 
trials can only be done after a patient has been fully informed and has given written 
consent to participate in the study.

Dishonest advertising
We see many dieting products advertised on TV, where people claim to have lost a lot of 
weight. This might sound convincing, but it could be that the person also started doing 
exercises at the same time. Perhaps s/he lost weight because of the exercises and not 
the dieting product. Also, we are not told how many people used the dieting product 
without losing weight. Many traditional medicines, herbal remedies and immune boosters, 
get advertised in the same dishonest way.

How do medicines work for a specific illness?
Medicines do not work in 
a magical way. They are 
chemicals that interact 
with the chemicals of your 
body.  Scientists analyse the   
chemicals active in your body. 
Some illnesses are caused 
by an imbalance of these 
chemicals. Some medicines 
correct these imbalances. 
Other illnesses caused by germs are called infections. Different medicines are produced 
to stop specific germs. One person might have diarrhoea caused by bacteria. Antibiotic 
medicine will help. Not all illnesses need medicines. For instance, most cases of diarrhoea 
stop on their own after a few days.  Drinking a lot of water and eating lots of food is 
sometimes sufficient. 

Some medicines cure, some prevent illnesses and some treat 
symptoms
Some medicines can cure illnesses. For instance, a full six months of TB treatment usually 
kills all TB germs in the body.  Another example is antibiotics. They can cure bacterial 
infections like pneumonia. It is important to finish all the antibiotic tablets you receive 
from the clinic. As with TB, even if you feel better, the germs might not all be dead until 
you finish all the tablets. 

Some medicines prevent illness. One example is Cotrimoxazole, 
which prevents an infection. This is called prophylaxis. Epilepsy 
treatment is another example. Taking your medicines daily 
will prevent you from getting fits. Once you have a fit, you 
need different medicines.

Clinical trials are studies that test medicines in a large group of people.
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Some medicines stop symptoms. Your skin might be itching, 
because of a fungal infection, flea bites or an allergic reaction. 
In all these cases anti-histamine tablets can relieve the itch 
symptom. Likewise, pain medication such as paracetamol 
can take away pain caused by different things. 

Dosage – how much, how often?
Your dosage is important. That is how much of a specific 
tablet you must take and how often you must take it.  Let’s say 
you take a Paracetamol tablet for pain. The tablet dissolves 
in your stomach where the chemicals get absorbed into 
the blood, which carries them to the liver. The liver changes 

these chemicals to make their transport around the body easier. A medicine can only 
work well if there is enough of it in the blood. The medicine chemicals can then interact 
effectively with the body’s chemicals to try and correct the problem.  However, if there 
is too much medicine, you will have more side-effects or it can even poison your body. 
Alternatively, if there is too little medicine, the liver can filter it out.  If you do not take the 
medicines regularly, they will not work, as too little reaches the body parts that need the 
medication. 

Take your medicines according to prescription. 
Do not share them with others.

INFOSHEET 
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Medicines and Primary Health Care 

We need clinics near people to prevent illness and ensure effective treatment.
We need clean water and proper toilets to prevent diseases.

INFOSHEET 
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Different medicines also compete against each other in the liver and the rest of the body. 
Some medicines make each other ineffective or increase the risk of side-effects.  It is 
therefore important, whenever you get medicines from a doctor, nurse, or a pharmacist, 
to always show them the medicines you are taking already.

Poverty and health
Many illnesses are the result of poverty. Lack of food, dirty water, overcrowding and poor 
housing help spread diseases. Cholera, for example, is spread because of lack of clean 
water. Hospitals alone cannot take care of all the health needs of our community. We need 
development of our community to prevent many illnesses. We need nurses and clinics 
close to the people in order to prevent illnesses or treat them effectively. Communities 
can be educated about basic health issues. This approach to health in the community 
is called primary health care. Hospitals, where people sleep over, are called secondary 
health care. 

Although there are many, many illnesses and many, many medicines, most illnesses can 
be treated with a few medicines. The Essential Drug List (EDL) which is drawn by the 
Department of Health, provides guidelines that explain how the most common illnesses 
can be treated.

Are medicines used too much?
According to the EDL, medicines are used too much. Many problems can be controlled 
without medicines. People, impressed by the effectiveness of a medicine, sometimes 
unnecessarily demand a medicine for every problem. Nurses and doctors are often too 
rushed to explain and just give a medicine to please the person. Illnesses like a cough, 
flu or diarrhoea will normally go away within a week. The body’s healthy immune system 
has the power to fight the diseases on its own. 

More medicines needed by people living with HIV
The EDL’s approach to medicines presents some challenges to people living with HIV. 
Many illnesses that usually go away on their own, stay for a long time in an HIV positive 
person. The body’s immune system is not strong enough to fight the illnesses on its own. 
Illnesses that according to the EDL need no medicines, now need medicines. Nurses 
and doctors need ongoing training on HIV treatments. 

People living with HIV often need many different medicines
The EDL says the pharmacy can give you three different medicines only. If you have 
a chronic illness the maximum is five. For people with HIV this is a 
problem. You can have five chronic illnesses at the same time and 
might need ten different medicines.

Full course of medicines even if it is expensive
In an attempt to save money many government pharmacies issue 
tablets for a few days only.  Many people will get rid of an itch after 
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taking Antihistamine tablets for three days. However, people living with HIV often have a 
chronic rash that requires Antihistamine tablets for months. They need to ask the nurse 
or doctor for a prescription that will last until their next appointment.  Also, make sure 
the pharmacy gives you all the prescribed medicines. Often the doctor prescribes pain 
tablets for two weeks, but the pharmacy only gives you one packet of tablets for two or 
three days. Most medicines are very expensive. The government could save money by 
buying more generic medicines. 

Do not accept drug shortages
There is a shortage of medicines at government 
pharmacies because of an increasing number 
of patients combined with a shortage of staff. 
People need to stand up and speak out. Many 
patients feel they have no rights. This is not true. 
The first guiding principle of the EDL is: ‘To ensure 
the availability and accessibility of essential 
medicines to all citizens.’ The government’s 
Patients’ Rights Charter says: ‘Everyone has 
the right of access to health care services that 
include: provision of special needs in the case 
of persons living with HIV or AIDS patients’. It 

also says: ‘Everyone has the 
right to complain about health 
care services and to have such 
complaints investigated and to 
receive a full response on such 
investigation.’

Questioning these problems on your own is difficult. These are things that support groups 
should discuss. First inform yourself well. Then analyse the problems. Then a delegation 
of the support group should discuss it with the pharmacist and the matron.

You might need to take many medicines at the same time. 
Do not accept drug shortages.

Send a representative

...or decide to all go together
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Medicine Some uses Possible side effect

Medicines against germs Certain Medicines will treat only certain types 
of germs

With all clinic medicines the  
benefit far outweighs the risk of side-
effects

TB tablets – combination First time TB 2nd time TB

(Rifafour) Rifampicin, INH, 
PZA, Ethambutol

First 2 months First 3 months Rash, vomiting, peripheralneuropathy, 
liver damage, dark orange urine

Rifampicin, INH Last 4 months Same as above

Rifampicin, INH, Ethambutol Last 5 months Same as above

Streptomycin (injection) Not needed First 2 months Rash, deafness, kidney failure

INH Prevention of TB Peripheral neuropathy, liver problem, rash

Cotrimoxazole Prevent PCP pneumonia  Bigger dose against 
diarrhoea

Rash and itch,  if a problem, use Dapsone 
instead

Amoxycillin Many infections, e.g. chest Not to be used by person allergic to 
Penicillin

Flucloxacillin Skin infections Not to be used by person allergic to 
Penicillin

Penicillin (injection) Syphilis Serious allergic reaction. Do not use if you 
had rash with Penicillin, Flucloxacillin or 
Amoxycillin before

Erythromycin Use when allergic to Penicillin Cramps, vomiting, diarrhoea

Doxycycline STD – Chlamidia Nausea and vomiting

Ciprofloxacin STD – Gonorrhoea  
Diarrhoea with blood

Nausea, skin rash

Metronidazole STD – Trichomonas Chronic  diarrhoea Commonly vomiting. To avoid take with 
food

Clotrimazole (vaginally) Vaginal thrush or itch Few

Medicines regularly used by 
people living with HIV

Most medicines can cause side-effects. Report these to your nurse or doctor.

Here is a list of Medicines regularly used by People living with HIV and some possible 
side effects. Only the medical name is given, not the advertising name, consult you 
nurse of doctor.

INFOSHEET 
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Medicine Some uses Possible side effect

Nystatin (mouth medicine) Thrush in mouth Few as it does not get absorbed into blood

Amphotericin B or 
Miconazole(mouth medicines)

Resistant thrush in mouth Few as it does not get absorbed into blood

Fluconazole Oesophageal thrush, resistant thrush in 
mouth or vagina, Cryptococcal meningitis

Vomiting, diarrhoea, rash

Griseofulvin Fungus infection of skin, head or nails Rash, vomiting and diarrhoea. Do not use 
in pregnancy, can damage sperm cells

Mebendazole All worms of intestine  
Prevention taken 6 monthly

Tummy pain, diarrhoea

Artemether/Lumefantrine Malaria Heart problems

Acyclovir Herpes and Shingles Headache, vomiting

Antiretrovirals (triple therapy) Advanced HIV disease Rash, vomiting, diarrhoea, anaemia, liver 
problem

Other medicines

Amitriptyline Peripheral neuropathy Dry mouth, obvious heartbeator 
depression sleepiness ( sometimes better 
since sleep is wanted)

Paracetamol Pain or temperature Very poisonous to liver if overdose is 
taken

Diclofenac, Indomethacin,  
Ibuprofen,

Pain especially of joints and muscles Ulcers, dizziness, tight chest, rash

Codeine or Mist Morphine Severe pain, diarrhoea, cough Constipation, dizziness

Promethazine Allergic conditions, itch Drowsiness, nausea

Metoclopramide Vomiting and nausea Uncontrolled movement of tongue or 
face, drowsy

Loperamide Chronic diarrhoea Farting, blurred vision, dry mouth

Ferrous salt and Folic acid Anaemia, lack of iron in blood Nausea, diarrhoea, dark stool

Vitamin B Complex Tonic – makes you feel better Nausea, vomiting

Pyridoxine Peripheral neuropathy However, can cause peripheral 
neuropathy

Vitamin A and Vitamin C Protects against infections Headache, vomiting, nerve problems, liver 
kidney stones

Medroxyprogesterone or 
Norethisterone (injections)

Prevent pregnancy Abnormal menstruation, weight gain
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You will probably only see a doctor for 15 minutes per month. Try 
and make the best use of this time.
 Attend the clinic together with your partner if 

you have one. 
Try to find a doctor and nurse you feel 

comfortable with.
Try to always see the same doctor and 

nurse.
Be open with the doctor and tell her/him 

exactly what you feel. 
The job description of doctors and nurses 

demands they keep everything you tell them 
confidential.

If your doctor does not speak your language 
and you are not comfortable in English, insist on seeing the doctor with a counsellor 
or nurse. You have to be able to communicate well. If the clinic does not provide staff 
to assist you, ask a family member or a friend from the support group to join you and 
translate for the doctor. The doctor will only be able to ask all the necessary questions if 
s/he can understand you well. You will also understand better what the doctor says.

 Sometimes you might forget to ask the doctor something. Write down the things you 
want to ask before you see the doctor. You can then use your list. 

	 Keep a diary in which you tick off every time you take your medication. Also note 
the days when you have a headache, a fever, bad cough, running tummy or your 
menstruation. Monitor your own weight and write down everything you eat two days a 
month. Your doctor will notice you care for your health, which will encourage her/him 
to explain more.

 Insist on privacy if you feel that other people are listening.
	Ask the doctor what s/he finds when s/he examines you.
	Ask about all results from special tests (X-rays, blood  tests).
	Ask about your medicines and remember their names.
	If the doctor does not answer questions, explain that it 

is your right to know. It is your health and your body, not 
hers/his. You don’t only need medicines, you also need 
knowledge.

How to make the best use of 
my doctor and nurse

The more you care for your own health the more the doctor will care too.

INFOSHEET 
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Doctors often only take life-threatening complications seriously.  They might not attend 
to the problem that bugs you every day – you will have to remind them.
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Making the best use of the waiting time 
You can learn a lot from talking about 
problems with other HIV positive people. 
Use the time in the waiting room to 
make friends and learn more about HIV. 
Other people living with HIV often find 
it easy to understand your problems.  
Also speak to your counsellor about the 
things that concern you. Make sure you 
join an active support group. Once you 
are open about your HIV status you will 
learn much more. This will help you to 
stay healthy. Assist other people with 
their problems.

You can learn a lot  about staying healthy by talking to other patients.
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‘I have been living with HIV for many years. I choose to live 
openly, because I have a right to exist in society like any other 
person. I do not have to apologise to anyone for being HIV 
positive. As people living with HIV, we have to lead the struggle 
for a Treatment Plan, the struggle against HIV associated  
stigma,  the struggle for a better life for ourselves and others. 
We have to organise ourselves in support groups’. 

Thabo Cele, TAC provincial organiser in Kwa-Zulu Natal and 
NAPWA provincial executive member.  

What is a support group? 
In a support group people with the same problem find ways 
to cope with and defeat the problem. For example, people with cancer form support 
groups to help each other cope. People who have survived traumatic experiences like 
rape or other forms of abuse come together to discuss their problems and find coping 
strategies. With HIV, support groups have to go beyond psychological support and have 
to also focus on improving  services. We also have to ensure our rights are respected.

Why HIV support groups?
In South Africa, an estimated 6 million people are living with HIV. Of those, only 10% (is 
this still correct??) have tested and know their status. Support groups need to encourage 
awareness and openness about HIV. They need to fight against discrimination. They need 
to enlighten people that HIV is not a death sentence. Support groups need to counter 
the generalization  that people with HIV brought it onto themselves by promiscuous 
behavior. Support groups need to help overcome fear of rejection by spouses, family 
and friends.    

Disclosure is difficult, support groups can 
help
Disclosure, especially to one’s family, can be difficult. 
Talking to other people who have been through this 
experience can help. Support groups should help us to 
disclose to our partners. You can have special days where 
everybody invites a partner, or parent to do community 
education.

Support groups can fight 
discrimination 
Many people with HIV experience 

discrimination from strangers, our families, friends, lovers, healthcare 
workers and government.  Discrimination is a result of ignorance. 
Members of a support group should support each other 

HIV and support groups

A support group is a vehicle for people with the same problem to support 
each other.
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and should speak to families who 
discriminate against support group 
members. Many people do not know 
how HIV is transmitted.  They do not 
know that many illnesses associated 
with HIV can be treated, or that HIV can 
be turned into a manageable chronic illness through antiretroviral treatment.  Lack of 
knowledge leads to fear about HIV.  As people living with HIV, we have to be experts in 
HIV treatments. We have to know the constitution and our rights.  The more information 
we have, the better we can counter discrimination.

Support groups should take charge of health 
We have a right to medical care – we can insist on being treated. We must seek medical 
help as soon as we feel sick. We have to take charge of our health by learning how to 
prevent and treat opportunistic infections. We must know the medications for illnesses 
such as cryptococcal meningitis, thrush and PCP so that we can demand these  
treatments. We should educate health care workers who tell us nothing can be done for 
us.  In this way we will help ensure appropriate treatment for HIV. 

How to form a support group?
Many support groups are formed through clinics and hospitals. When one of the support 
group members is sick, s/he can easily get medical help. Referrals of people who are 
newly diagnosed are also easier.  However, support groups can be formed at schools, 

workplaces, churches, youth clubs, and at people’s 
houses.

Support groups must be practical and 
empowering
Support group meetings must help us solve our 
problems. We can strengthen our group by linking to 
other organizations with expertise. If, for instance, one of 
our members has a problem with an abusive partner, we 
can contact Network of Violence Against Women to find 

help. We must also make sure that nurses and counsellors do not treat us as if we were 
his/her children.  We are people with the ability to fight to change things for the better.

Gender issues
When men and women mix in a support group, men will sometimes dominate and women 
will feel disempowered. This defeats the purpose of the support 
group. Also, some men feel they will not be able to talk about 
‘male specific issues’ in front of  women. So, sometimes men 
and women prefer to be in separate support groups. There is 
nothing wrong with this as long as exclusivity is not based on 
discrimination against other people, for instance, a belief that women 
are inferior to men. 

Do not hide your HIV. Be open and fight discrimination.
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Where do we find HIV/AIDS information
Start by asking at your local clinic or hospital. Developing a relationship with a nurse/ 
doctor at your local clinic or hospital can help a great deal.

Organisations that can help with HIV information are:
 
 Treatment Action Campaign (TAC): 

Support groups should be educational and empower you to deal with 

INFOSHEET 
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NATIONAL      
Tel:021 788 3507 Fax: 021 788 3726 
EASTERN CAPE   
Tel: 043 7222 645 Fax: 043 7222 642
GAUTENG          
Tel: 011 339 8421 Fax: 011 403 1932 
KWAZULU NATAL
fax: 031 304 9743 Tel: 031 304 3673
POLOKWANE            
Tel: 015 291 5448 Fax: 015 291 5612 
MPUMALANGA
Tel: 013 755 2298 Fax: 013 752 7113
WESTERN CAPE     
Tel: 021 447 2593 Fax: 021 448 0382     
KHAYELITSHA DISTRCT OFFICE
Tel: 021 364 5489 Fax: 021 361 7020
PIETERMARITZBURG DISTRICT OFFICE
Tel: 033 394 0845 Fax: 033 342 3321 
EKURHULENI DISTRICT OFFICE 
Tel: 011 873 4130 Fax: 011 872 4105
LUSIKISIKI DISTRICT OFFICE 
Tel: 039 253 1951 Fax: 039 838 1354            
QUEENSTOWN DISTRICT OFFICE
Fax: 045 838 1354 Tel: 045 838 1364
LIMPOPO OFFICE     
Tel: 015 556 3341 Fax: 015 556 3420
ILEMBE  DISTRICT    
Tel: 032 552 5160

 AIDS Consortium: 011 403 0265
	AIDS Law Project ALP: 011 356 4100 
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Join Treatment Action Campaign!

Stand up for our lives. Build TAC in your area.

‘As people living with HIV, we cannot continue waiting for other people to 
fight for us. We have to lead the fight ourselves and this means learning 
about issues and talking about our experiences until people hear us. It 
means taking to the streets if one of us is being discriminated against. 
It means taking to the streets in protest until we all get proper treatment, 
social support and respect from society, healthcare workers and our 
government.’ 
Busisiwe Maqungo, TAC volunteer.   

Dear Friend,

Have you just tested HIV positive? Are you feeling down?

You have a lot to live for!

Don’t feel afraid and lonely. I feel for you and want to share my story with you in the 
hope that it helps. My name is Zoleka Lobi. I live in Khayelitsha. In 1999 I lost my brother 
to HIV. In May 2000 my cousin also died from AIDS. In October the same year, I lost a 
second brother to AIDS.

By the time my brothers died, I already knew that I was also 
living with HIV. My partner had come from Jo’burg with a 
company in 1997.  We decided to get married. In 1999 I fell 
pregnant and went to St Monica’s clinic. It is there that I found 
out that I was living with HIV.  When I told my partner I had 
tested positive for HIV, he said I should not have done the 
test. He said he had done a test in Jo’burg and had tested 
HIV positive. When I asked him why he did not tell me, he said 
he thought I would not want him if he had HIV. He reminded 
me that when we met he did not want to sleep with me. He 
asked me to marry him because he knew he loved me and 
wanted to be with me.

We fought for weeks and I decided to move out and live on 
my own. I felt lonely I thought about my brothers that had died. I was angry 
with myself for not learning. I thought that if I was faithful and was married 
I was safe. My husband was not sick, he was a handsome man and 
was good to me so it never occurred that he could be HIV positive.  
I felt that I had failed my family because they would have to bury 
another one of their children. After some time I went back to my 
husband, I was angry but I still loved him. I would rather be with him 
than go back to be a burden to my family. Besides, I could not raise 
a child on my own. 
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After my maternity was over, I went back to work, my baby was 3 months by now. I was 
not happy at work, I was always scared that someone would find out and that I would 
be kicked out of my job anyway. My fear became so bad I decided to leave my job even 
though I was not fired.

I decided to go to a clinic to find out if there were social workers that could help me.  It 
is then that I learned more about HIV.  I was counseled on how to live with HIV and they 
explained to me that having HIV was not the end of my life.

I went back home and told my husband about 
the information I had received at the clinic and 
encouraged him to also go. He told me I was 
curious and asked what I went to a clinic for 
because I was not sick. I told him I would go back 
because even if I was not sick I needed to get 
information and help to accept my status. When 
I went back to the clinic, they told me about a 
support group.  

Meeting people who speak openly about living with HIV helped me!
It was at the support group that I met people from Treatment Action Campaign. I was 
surprised to meet people who are so open and who know so much about HIV. The HIV 
positive T-shirts they wore just changed the way I thought about HIV. Many of them were 
healthy and did not feel sorry for themselves. They told me about a branch meeting 
coming on Saturday in Khayelitsha and I went. The meeting was big. Many people from 
the community came. Then this young woman stood up in her HIV positive T-shirt and 
started talking about treatment as if she was a nurse and she told us she was living 
with HIV. She told us about the constitution, that is the law of this country, and that 
communities must treat HIV positive people as equals and not discriminate against 
them. That encouraged me to go to many workshops. Now I can talk in front of a group 
of people about my HIV status and about treatment.

Educating the community
In TAC there are mainly volunteers. We are encouraged to use the information we get 
to help other people. I also go home to the Eastern Cape to do education. I work in 
the Khayelitsha branch and we do workshops on Saturdays to train new people and to 
educate the community.  

I joined TAC’s Project Ulwazi as a volunteer educator. We go to clinics and support 
groups to talk about the importance of testing and that there are treatments that can help 
if someone is sick with HIV. We also educate pregnant women about the MTCT program 
that can protect their baby and encourage mothers to test for HIV. Other volunteers go 
to schools and workplaces to do education there. We also do talks for Radio. This is 
very good to give me confidence. 

People living with HIV can help educate communities.            
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Fighting discrimination
I have had some problems in my community. 
Towards the end of 2001, my neighbours 
started insulting me about my status when 
they got drunk. One time, it got so bad 
that we fought and they wanted to burn 
my house. One of them wanted to stab 
me but I defended myself. The police were 
called and instead of arresting the people 
for insulting me in public, I was jailed for 
defending myself. I spent a weekend in jail. 
On Monday, TAC people came and asked 
the police why they did not arrest the neighbours. The police did not take the issue 
seriously and told them I would be released. The TAC people explained to the station 
manager that the law says no person can insult another person for having HIV and 
demanded that they do something about it.

After some meetings with the police and with the people who insulted me, the people 
were arrested. They came out the next day and started 
insulting me again. TAC people came to educate them about 
the law and about HIV. It took some time to sort this out. 
TAC worked with the Khayelitsha Development Forum and 
organized a demonstration to hand over a memorandum to 
the police saying that they must treat cases of discrimination 
with seriousness to send the message to the community that 
it is not acceptable. From the police station we went through 
the streets handing out pamphlets and carried our banner.  

Now there are so many people in Khayelitsha who wear their 
HIV positive T-shirts all the time and no one insults you. This 
helped my neighbours to see that I am strong and that I am 

not alone and they cannot victimize me anymore. We are now good friends with my 
neighbours and some of them have also joined TAC and educate about stigma and 
discrimination.  

TAC volunteers save lives
It does not affect me if people talk badly about TAC because I know how TAC has changed 
my life. TAC is changing the lives of many people. Many TAC volunteers visit people at 
home and educate families about the many illnesses people living with HIV get and how 
they can be treated. Many people I know would be dead if it wasn’t for TAC volunteers 
who went to their homes and took them to a clinic to get treatment. Many people still do 
not know HIV can be treated. TAC helps these people.

Read these info sheets and discuss them with others.
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HIV can be treated. Treatment gives hope and dignity.

Antiretrovirals keep me healthy and alive
I have been luckier than my brothers. I live a healthy life. I have been on antiretroviral 
treatments funded by MSF at Khayelitsha clinic. It helped to be in TAC because by the 
time I started with my treatment I was already educated about how the drugs work. I knew 
about side effects and how they can be managed and I have not had any since I started. 
I am sad when I think about my brothers and wish they could have lived a few more 
years so that they could also get treatment like me. But the fact that I am on treatment 
has helped my family to have hope. It has taken away the fear that I will die soon. 

Sometimes they forget I have HIV. At first they have been very scared by President Mbeki 
saying ARVs are toxic and my mother did not want me to take them.  Now she is the one 
who reminds me first to take my medication.

You can see how my life has returned to normal even though I am living with HIV. I invite 
you to join TAC. If you cannot join TAC immediately, please join a support group and learn 
about treatment. It is a good way to learn to deal with HIV. In TAC you learn a lot about 
being a leader, taking responsibility. It also enriches your life if you are doing something 
for the community. 

If there is no TAC office in your province, call any TAC office to ask how you can build a 
branch or to ask for information.

How to contact TAC
NATIONAL OFFICE 34 Main Road Muizenberg, Cape Town 
    Tel: 021 788 3507   Fax: 021 788 3726 
    Email: info@tac.org.za   Website: www.tac.org.za     

KHAYELITSHA DISTRCT OFFICE   Tel: 021 364 5489 Fax: 021 361 7020
PIETERMARITZBURG DISTRICT OFFICE Tel: 033 394 0845 Fax: 033 342 3321 
EKURHULENI DISTRICT OFFICE  Tel: 011 873 4130 Fax: 011 872 4105
LUSIKISIKI DISTRICT OFFICE  Tel: 039 253 1951 Fax: 039 838 1354 
QUEENSTOWN DISTRICT OFFICE  Tel: 045 838 1364 Fax: 045 838 1354
EASTERN CAPE     Tel: 043 7222 645 Fax: 043 7222 642
GAUTENG      Tel: 011 339 8421 Fax: 011 403 1932 
KWAZULU NATAL    Tel: 031 304 3673 Fax: 031 304 9743
POLOKWANE     Tel: 015 291 5448 Fax: 015 291 5612 
MPUMALANGA     Tel: 013 755 2298 Fax: 013 752 7113
WESTERN CAPE     Tel: 021 447 2593 Fax: 021 448 0382
LIMPOPO OFFICE    Tel: 015 556 3341 Fax: 015 556 3420
ILEMBE  DISTRICT    Tel: 032 552 5160



Please note that in 
our sister publication, 
ARVs in Our Lives, 
we talk about ARVs 
in much more detail.  
You can order copies 
from the TAC office.

COMING SOON! TB 
in Our Lives

Opportunistic 
infections 
posters 
available 
from TAC 
in English, 
Afrikaans, 
Xhosa, Zulu, 
Sotho, Sipedi, 
Tswana, 
Venda and 
Tsonga




