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Introduction

he idea for this book grew out of our experiences working to help grow-
T ing numbers of people with HIV (human immunodeficiency virus). In

Rwanda, one of us met a doctor who struggled to care for a hospital
ward overflowing with women with HIV and tuberculosis. Families were
camped outside, cooking and caring for their sick relatives; patients without
families suffered because food and other supplies were scarce, but often other
people shared what they had. Working long days under tough conditions, the
members of the health care team had to make difficult decisions about treat-
ment. They watched as a few patients died each day despite their best efforts.

Health workers, social workers, and educators joined together to lessen the
suffering caused by HIV. When asked where they had learned to do their jobs,
they shrugged their shoulders and pointed to each other. They had learned
from experience and word of mouth. Why was there no guide that addressed
some of the basic issues regarding HIV disease in areas where most of the peo-
ple with HIV live? There were thousands of scientific articles about HIV, but
the language in them was often obscure and the topics not relevant. In addi-
tion, these articles were often unavailable to health care workers in the less
industrialized world. What was missing was a comprehensive reference book
covering basic topics related to the HIV epidemic.

We have tried to write a book that is both readable and practical. We
describe some of the experiences of people we have known, many of whom
have died from HIV or in the civil disturbances that frequently accompany the
epidemic. Bearing in mind our readers—local health and community workers
who have a desire to learn more about HIV—we have tried to keep the lan-
guage and format simple.

The book is meant for people who are searching for answers to questions
about HIV prevention, epidemiology, diagnosis, and treatment. Each chapter
begins with a fictional story; where useful, boxes with text or illustrations have
been added to highlight key points. At the end of each chapter we answer
questions raised by the story, hoping at the same time to answer some of the
reader’s questions. The appendix discusses common diseases suffered by peo-



ple with HIV and treatments for them. It is intended for the doctor or nurse
who is involved in caring for people with HIV disease, and unlike the other
chapters requires some basic medical knowledge. HIV health care is always
changing, and some of the recommendations in the chapter may be outdated.
Adaptations to individual situations are encouraged. Finally, we have included
a glossary of words often used in discussions about HIV.

In Chapter 1 we meet Shoba, a student from Pakistan. We learn about the
basics of HIV biology and how HIV affects a person’s immune system, the
nature of a virus, why viruses are difficult to treat, and the difference between
HIV-1 and HIV-2. We explain the basic elements of the immune system,
focusing on the cells most affected by HIV. We end the chapter with a short
discussion of medicines against HIV.

In Chapter 2 we meet Saleema from Morocco. Saleema has a brother she
thinks has signs of HIV infection. We explain some of the symptoms that
someone with HIV may experience.

In Chapters 3 and 4 we meet Min-Soo from South Korea and Lon Chin
from China. Min-Soo asks questions about where AIDS (acquired immune
deficiency syndrome) was first found, how we know HIV is not spread by
mosquitoes, and how to figure out how many people have HIV. We present a
short history of the HIV epidemic and discuss how HIV has spread worldwide
and how it interacts with other diseases. Lon Chin’s parents are afraid to let
her move to the United States because they think she will get AIDS. Lon Chin
wants to know about how much HIV and AIDS there is in the world so that
she can help her parents understand why she will not get HIV by studying in
the United States. We discuss HIV and present the latest information on the
number of people with HIV and AIDS.

In Chapters 5 and 6 we meet Olga from Uzbekistan and Clarence from
Ghana, who are concerned about how HIV is spread from one person to
another. They want to know what kinds of sex put them at risk and what other
ways there are of getting HIV. We explain how HIV is spread and how it is not
spread. We talk about the role of other sexually transmitted diseases in the
spread of HIV and about how drugs and alcohol can increase a person’s
chance of getting HIV.

In Chapters 7 and 8 we meet Jean-Patrice from French Guiana and José
from Mexico. Jean-Patrice wants to know how well the HIV test works. We
discuss the test, the difference between confidential and anonymous testing,
and the accuracy of test results. We also discuss mandatory testing, how testing
relates to family planning, and how it may encourage or discourage behavior
change. José is worried about how much blood is needed for the test and what
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he should do after he gets the results. We explain common testing procedures
and pre- and post-test counseling.

In Chapter 9 we meet Odette from Gabon. Her situation is complicated.
Her social standing in the community and in her family influence her chances
of getting HIV. We discuss how economics, ethnicity, health care beliefs, edu-
cation, drug and alcohol use, prejudice, and age can all affect a person’s risk of
getting HIV.

In Chapter 10 we meet Angela from Brazil. Angela is pregnant and finds out
she has HIV. She is worried about telling her boyfriend and says she is think-
ing about killing herself. We discuss how health care workers, family members,
and friends can support people who have HIV. We describe some of the chal-
lenges of coping with HIV, some basic interventions that can help people with
HIV stay healthy, and the benefits of support groups, community support,
and home care. We give some tips on how to avoid burning out as a caregiver.

In Chapters 11, 12, and 13 we meet Phan from Vietnam, Carlos from the
United States, and Marfa from Peru. Carlos needs help teaching others to
avoid the virus. He wants to know how to approach high school students and
teenagers who do not go to school. We describe places for HIV outreach and
give him the tools to either start his own prevention project or help an existing
project in his community. Phan needs hels and how to encourage everyone to
participate. We also provide a sample lesson plan for a day-long training ses-
sion. Maria needs help finding more funding for the project she runs for
women with HIV and AIDS. We discuss ways to look for funding both in her
community and outside it.

We would like to add a word of caution. HIV, AIDS, and sex are sensitive
topics. Parts of our book may be offensive to you. We do not intend to shock
readers, but we use explicit language throughout the book in order to bring
you the most accurate information possible. You may have to change some of
this language to work with your community.

We hope you find this book useful. We know it can be improved with your
suggestions. We are always interested in hearing about HIV projects and peo-
ple’s personal experiences working in the field, and we welcome thoughts from
people with HIV, their families, and caregivers. Please send your comments to
us in care of the Hesperian Foundation, 1919 Addison Street # 304, Berkeley,
California 94704, USA, or visit the Hesperian website at www.hesperian.org.

Introduction
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Shoba’s story

Shoba is a fifteen-year-old student in Pakistan. She has just taken a biology
class. She already knew that she could prevent illness by washing her hands
after going to the bathroom and before she cooks or eats. But in class, she
learned about how the body defends itself against sickness. She read about
AIDS and the immune system, and she is interested in learning more about
HIV and its effect on the body. Someday she wants to be a health worker.
Shoba comes to you and asks, “What is HIV? How does HIV cause AIDS? Why
can’t the body overcome AIDS like it can the flu? Are there pills to cure AIDS?”

What is HIV?

HIV stands for “human immunodeficiency virus”: “human” because the virus
causes disease only in people; “immunodeficiency” because the immune sys-
tem, which normally protects a person from disease, becomes weak; “virus”
because like all viruses, HIV is a small organism that infects living things and



uses them to make copies of itself.
HIV causes AIDS (acquired immune
deficiency syndrome). AIDS is a
group of diseases that occur when a
person’s immune system is damaged
by HIV. Most people with HIV feel
healthy for the first few years after get-
ting the virus, but later they become
sick with AIDS (see Chapter 2).
Viruses are tiny organisms, even
smaller than the bacteria that cause
tuberculosis or cholera. They are
common—so common that we all
become infected with them many
times throughout our lives. Viruses
cause the common cold, as well as
polio, measles, mumps, and the flu.
These viruses can be spread by
coughing, sneezing, or touching. HIV
is different. Even though it also isa
virus, it cannot be spread in any of
these ways. HIV can be spread only by

&

(A) Most people feel healthy for the first few
years after getting HIV. (B) Later they become
sick with AIDS.

certain sex acts, blood, dirty needles and other instruments, and from a moth-
er to her unborn baby or a baby she is breastfeeding (see Chapters 5 and 6).

HOW HIV
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Viruses are difficult to treat with medicines. They are not affected by the
medicines that work against bacteria; even powerful antibiotics like penicillin

or tetracycline do not work against them. HIV is a special kind of virus called

a retrovirus. It makes copies of itself in a different way than many other
viruses; because of this, it is more difficult to treat. The best way to stop the

What is HIV?



spread of viruses and the diseases they cause is to prevent people from getting
infected in the first place. You can stop the spread of viruses like measles by
using a vaccine.

HIV is different because there is no vaccine for it. But changing behavior
can also stop the spread of disease. For example, washing your hands after
going to the bathroom will lower your chance of spreading diarrhea to other

people. Changing behavior can also stop the spread of HIV.

There are two types of human immunodeficiency virus: HIV-1 and HIV-2.
Like sister and brother, they have similarities and differences. HIV-1 is found
in all parts of the world. HIV-2 is found mostly in West Africa. Since the
spread of both viruses can be prevented in the same ways, we will discuss
HIV-1 and HIV-2 together as “HIV.

Hiv -1
HIV-2

Antarctica

The immune system

“Immune” means safe and protected. The body’s immune system works to
keep out invaders such as viruses (like the one that causes polio), bacteria (like
the one that causes tuberculosis), parasites (like the one that causes malaria),
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and fungi (like the one that causes yeast infections). These organisms can
infect people and cause disease and death.

The immune system is made of different types of cells. Cells are tiny parts
of a person’s body that are too small to see without a microscope. The body is
made up of billions of cells. Each type of cell plays a different role; some cells
make up bone, others muscle, others the immune system.

Cells of the immune system, like
most other cells in the body, have a
center called a nucleus. The nucleus,

[2)

f hand

or “headquarters” of the cell, contains e RV 4 / cell
DNA (deoxyribonucleic acid), or
genes. The nucleus acts as chief of the

DNA

cell and controls its activities. It tells
the cell when to make a new sub-
stance needed by the body or when to

make another cell. For each person,

the DNA in all cells is the same. Each People are made up of billions of cells.Every
cell uses different parts of the same cell contains DNA.

DNA to lead its activities.

If the immune system meets something from outside the body, it makes
small (microscopic) particles made of protein called antibodies. These stick to
invaders and help the rest of the immune system find and destroy them. This
allows a person to avoid illness, or to become well if already ill.

/< — antibodies
. Cell releases

ANtibooies >\ 3. immune 575+em
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A special protein called CD4 marks the outsides of some immune system
cells, making them different from other immune cells. The CD4 marking is
like the stripes that make a zebra different from a horse. CD4 cells are also
called helper T cells, because the body sends them to identify and defend
against invaders like viruses and bacteria. However, HIV enters cells that have
CD4 on their surface. In other words, the CD4 cells are attacked by the same
virus, HIV, that they are trying to defend against.

This is a serious problem, because the body needs CD4 cells to defend itself
against diseases. This is why people with HIV often become sick from organ-

What is HIV?



isms that people without HIV can usually fight off. Bacteria, fungi, other
viruses, and parasites take the “opportunity” to infect a person with a weak
immune system. The illnesses they cause are called “opportunistic infections,”
and they can kill someone with HIV.

HIV inside a cell

When HIV gets inside the body, it looks for CD4 cells. When it finds a CD4
cell, it attaches itself to the cell and enters it. Once inside, HIV finds the DNA
in the cell nucleus. HIV makes a copy of itself from DNA building materials in
the cell. This copy then hides itself in the CD4 cell’s DNA. Under a micro-
scope, the cell’s DNA appears normal, even though it is now mixed with HIV
DNA. Once safely hidden in the cell’s DNA, HIV can do one of two things. It
can stay quietly in the cell, or it can turn on the cell’s DNA and use the cell’s
machinery to make copies of itself. To make copies it uses a protein called
reverse transcriptase. If it begins reproducing, it can make thousands of new
HIV. These new viruses leave the cell and enter other CD4 cells and the same
thing happens again. Some people think the virus makes a billion copies of
itself every day.

HIV 755
oA

‘@ New HI1V

HIV enters CD4 cells and makes copies of itself.

When the HIV DNA lies inside of the cell’s DNA, there is no way for the
body to get rid of it. HIV hides so well that the body does not even know it is
there. This ability to hide lets HIV spread within the body. In addition to mak-
ing copies of itself within affected cells, HIV has another way of reproducing.
When the cell decides it is time to make another cell, it reproduces HIV DNA

What is HIV?
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as well as its own. Fach time that a new cell is made, HIV is also made.

Because there is no easy way to tell the difference between DNA from HIV and
DNA from the body’s cells, there are no medicines that can completely
remove the virus from the body.

Medicines against HIV

People are making medicines that work against the illnesses that people get
after HIV weakens their immune system. They are also looking for ways to
stop HIV from reproducing, and they are trying to make vaccines that would
prevent a person from getting HIV. In the Appendix we describe medicines
used to treat HIV-related opportunistic infections. In this section we will dis-
cuss some medicines that work directly against HIV.

There are several types of drugs that work to stop HIV. To be effective,
several drugs must be used together. These drugs given together are called
antiretroviral therapy (ART). One type of drug that fights HIV is the reverse
transcriptase inhibitor. Examples of this type of medicine are zidovudine
(AZT), stavudine (d4T), lamivudine (3TC), nevirapine, efavirenz, and
emtricitabine. Reverse transcriptase inhibitors work by stopping HIV from
becoming part of the cell’s DNA. Another type of drug is a protease inhibitor,
such as lopinovir/ritonavir and nelfinavir. Protease inhibitors stop HIV from
putting itself together and reproducing. The last type of drug for ART is
called a fusion inhibitor, such as enfurvirtide, which prevents HIV from
entering cells.

By slowing the ability of the virus
to make copies of itself, ART is often
able to keep people alive for many
years. However, it cannot get rid of
HIV and cure a person of HIV disease.
HIV becomes part of a person’s body;
there is no way yet to completely
remove the virus. This means that
medicines have to be taken for life.
This leads to another problem: if a
person does take medicines against
HIV regularly, the medicines eventu-
ally stop working because the virus
gets used to them. Furthermore, even
though they ﬁght HIV, these drugs Drugs that work against HIV are sold at prices
sometimes harm the person who that are too expensive for most people.
takes them.

What is HIV?



Drugs for HIV are expensive, however activists have fought to make
drug companies lower their prices for people living in poor countries.
Currently the drugs usually cost between $250 and $750 per year. Many
governments and organizations are also providing these drugs for free
either through their own funding or with the support of international
donors. Poor countries are also now making or buying generic versions of
these drugs, so they are becoming more available.

The future

People are trying to make a vaccine
to prevent HIV. Vaccines protect
people against infections by causing
the body to make antibodies.
Vaccines help the immune system
remember how a virus “looks”; the
next time the immune system sees
the virus, it attacks quickly, before a
person becomes sick. For example, if
someone has been vaccinated against
mumps, his body makes antibodies,
just as if he had a real infection with
mumps. People do not get mumps
twice. So, people who have been

vaccinated against mumps do not get
the disease. This is the way vaccines 't will take many years to develop a good
. . . vaccine against HIV.
prevent infection. It will take many
years to develop a good vaccine for HIV, so changing people’s behavior is, for

now, the only method to stop the spread of the virus.

Answering Shoba’s questions

“What is HIV? How does HIV cause AIDS? Why can’t the body overcome AIDS
like it can the flu? Are there pills to cure AIDS?”

HIV is neither an animal nor a plant. It is a virus. A virus lives inside plants,
animals, or fungi and uses these (its “hosts”) to survive. Diseases caused by
viruses include the flu, chicken pox, mumps, polio, and herpes, as well as

What is HIV?
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AIDS. It is especially difficult for the body’s defenses to fight HIV because it
hides in the cells of the immune system—the very cells that are used to defend
the body. The weakened immune system is unable to fight off infections that
are usually not a problem for healthy people. In this way HIV causes AIDS, a
group of diseases that occur when HIV has damaged a person’s immune sys-
tem. HIV is so damaging to the immune system that without treatment, most
people with HIV will die from AIDS. This is why it is so important to teach
people how to avoid getting or spreading HIV, and to strengthen their
immune systems by fighting malnutrition and other diseases.

There is no medicine that can cure AIDS or even rid a person of HIV. But
medicines can reduce the amount of HIV in a person’s body and can treat the
illnesses or opportunistic infections that affect people with HIV. These medi-
cines can help people with HIV to live much longer, healthier lives. People
with HIV can also stay healthier when they have clean water to drink, good
nutrition, and support from their communities.

What is HIV?
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Saleema’s story

Saleema is a young mother in a small village in Morocco. She has two chil-
dren. Her husband works in the nearby fields. Saleema’s parents both died
when she was very young. When they died her brother, Hamid, moved to
Paris, France, to look for work. An uncle there helped him get a job as a taxi
driver. It was hard work but Hamid was able to send some money to help
Saleema and her sisters. After some time Hamid became tired of his life in the
city and returned to the village to work in the fields. Saleema was glad to see
him but could not believe how he had changed. He was thin and felt very tired
all the time. She wonders what could be wrong with him. He has fevers and
sweats at night, and he seems to always have a cough and diarrhea that no
medicine will cure. Saleema wants to take him to the doctor. Hamid told her
that while in Paris he used drugs to try to take away his loneliness. She asks
you, “What could be wrong with Hamid? Why does he have sweats at night
and swollen lumps in his armpits and neck? Could this illness be because of
the drugs? Should I take him to the doctor?”



HIV infection and HIV disease

HIV damages many parts of a person’s body. It can do this in two ways: one is
by directly invading different organs, the other is by weakening the immune
system and allowing other organisms to cause disease. In this chapter we will
describe the first kind of damage that HIV causes; in the Appendix we discuss
the second.

HIV directly infects the cells in a person’s brain, nervous system, intestines,
and blood. HIV damages these cells. This affects the way a person thinks
(from damage to the brain), causes pain or numbness in arms and legs (from
damage to the nerves), causes diarrhea (from damage to the intestines), and
causes anemia and bleeding (from damage to the blood). Although HIV can
cause people to be ill, we already know that not everyone with HIV is sick.
This is because there are different stages to HIV infection, beginning with the
time when a person is first infected, moving through a period when no symp-
toms are present, reaching a time when symptoms first appear, and ending
with advanced HIV disease (AIDS).

The four stages of HIV infection

1. The first few weeks after infection, when many people have symptoms like
the flu.

2. The quiet period, when there are few signs of HIV disease.

3. Early HIV disease.

4. Advanced HIV disease (AIDS),when a person is very ill.

Over time, one stage leads to the next.

The first weeks of HIV infection

The first stage of HIV infection occurs after a person is infected with the virus.
Usually people do not notice when they get HIV; they do not find out that
they have the virus until later, when they are tested or become ill. A few peo-
ple, however, do notice symptoms 1-4 weeks after they are infected with the
virus. The symptoms are much like the symptoms of the flu: sore throat, fever,
headache, stomach pain, diarrhea, and a feeling of being tired. After a week, a
rash may appear on the chest, face, and neck. People may also have night
sweats, muscle and joint pains, swelling in their lymph nodes, nausea, and
vomiting. These symptoms usually last fewer than two weeks.

The symptoms of HIV infection



Rarely, the first stage of HIV infec-
tion can be more serious and damage
a person’s nervous system. The
infected person may develop swelling
of the brain and its covering. This
can cause headache, neck stiffness,
fever, confusion, nervous system
problems, and coma. A person may
also have problems with the nerves in
the arms and legs, and problems with
nerves in the face. This can cause
pain, numbness, or difficulty mov-
ing. The lymph nodes can sometimes
swell and stay swollen for months or
even years.

Because all of these symptoms are
also seen in illnesses other than HIV,
we cannot say that a person has HIV
just because he has one or more of
these symptoms. For a person to
know whether he has HIV, he needs
to be tested for the virus. Unfortu-
nately, HIV tests do not work well in
the first few weeks after infection,
because the tests look for antibodies,
and the body of someone who has
just become infected with HIV has
not made antibodies yet. Most people
will have antibodies within three
weeks of getting HIV. Someone who

Lymph nodes

Lymph nodes, often called
“glands,”are the centers of a per-
son’s immune system.They
become swollen and painful
when a person is fighting off an
infection.For example, lymph
nodes in the neck often swell
when a person has a throat infec-
tion.HIV also causes swollen
lymph nodes, sometimes all over
a person’s body,and sometimes
for years.

Swollen
NodeS

thinks she may have just been infected with HIV can get tested right away and
again a few weeks later. (For more about HIV testing, see Chapters 7 and 8.)

The quiet stage of HIV infection

People recover from the first symptoms of HIV infection within a few days
or weeks. For several years after that they feel well, look healthy, and carry
on with their daily lives. Their immune systems are able to fight the virus.

The

symptoms

of HIV infection
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This is called the “incubation
period,” or the quiet stage of HIV.
It is the time between the first
infection with HIV and the point
where a person becomes ill from
the virus. For adults, this stage
averages ten years. Right now,
most of the people in the world
who have HIV are in this incuba-

tion period. They are not experiencing any symptoms, and many of them
do not even know they have the virus and could spread it.

The beginning of HIV disease

After the incubation period, people with HIV become ill. The virus weakens
their immune systems enough that they develop infections that people with
healthy immune systems are able to fight off. These infections—called
“opportunistic infections”—and some cancers are what make people with
HIV ill and define their illness as AIDS. We discuss treatments for them in
the appendix. At the same time that their immune systems are weakening,
people with HIV often develop swollen lymph nodes and lose weight. These
general symptoms are common in people with HIV and are often not due to
any specific infection.

HIV,weight loss,and malnutrition

Many people live in communities where food is scarce and where malnutri-
tion is a serious problem. Not only do people need enough food, they need
different kinds of food. For example, a person who is eating cassava and
nothing else will become very ill. If a person is sick from not getting enough
of the right kinds of food, he has malnutrition. Malnutrition can cause
diseases as well as weight loss. One of the most important ways of staying
healthy is to eat well and drink clean water. This is especially true for people
with HIV and AIDS. They are likely to become malnourished from constantly
being sick, from diarrhea that prevents their bodies from absorbing the nutri-
ents in food, from loss of appetite, and from mouth infections that make eat-
ing difficult. Weight loss is so common in people with HIV that in some areas
of Africa AIDS is called “slim disease.”

The symptoms of HIV infection



Eating a balanced diet of different foods helps people with HIV stay strong
and healthy. A balanced diet is one in which different foods from all of the
basic nutrient groups are eaten each day. The basic nutrients are proteins, car-
bohydrates, fats and oils, and vitamins and minerals.

The basic nutrient groups

Proteins help the body grow and heal.Foods that have high amounts of
protein include fish and other seafood, meat (for example, beef, pork, lamb,
and goat), fowl (for example, chicken, turkey,and duck), eggs, milk, cheese,
beans, rice, peas, cereals, nuts, tofu,and other soybean products.

Carbohydrates give the body energy. Starches and sugars are types of carbo-
hydrates.Starches are in corn, rice, wheat, oats, buckwheat, millet, noodles,
plain and sweet potatoes, squash, cassava, plantains,and taro.Sugars are
found in sugarcane, beets, refined sugar, candy, honey, and fruit. Starches in
potatoes and wheat give the body a steady source of energy.Refined sugars
such as candy give the body sugar and no other nutrients. Eating too many
sugars can also cause tooth decay and gum disease.

Fats and oils help the body store energy.There is twice as much energy in fat
as in protein or carbohydrates.This means that eating fats and oils helps peo-
ple gain weight.Fats and oils also taste good.The problem with fat for many
people is that it causes them to have heart disease and to be overweight.This
is usually not a problem for people with HIV, because they are trying to gain
weight.Foods with fat include oil, lard, butter, margarine, nuts, sesame, soy-
bean, coconut,avocado, cream, milk, and red meat like beef, pork,and lamb.

Vitamins and minerals are necessary in small amounts for a person’s health.
They are contained in many different foods, especially vegetables and fruits.
This is one reason a varied diet is important for a person’s health—it gives a
variety of vitamins and minerals.

The symptoms of HIV infection
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If someone has trouble eating

People with HIV may have nausea
and vomiting.Teas or medicines may
help with this. For people with mouth
sores, cool, non-spicy foods make
eating less painful. For people who
have trouble swallowing, moving the
head forward and using softer foods
will make swallowing easier.Care
should be taken when drinking to
avoid choking. Drinking through a :
straw may help. Sometimes problems / / /
with eating or swallowing may be /

due to a disease that can be treated, like a yeast infection in the mouth.
In these cases, encourage people to see a health worker for treatment.

Women and children have special nutritional needs. This is because
women lose a lot of nutrients through menses, pregnancy, and breast-feeding.
Children need extra food because they are growing quickly. Women and chil-
dren who have HIV need even more food to stay healthy because HIV places
more demands on their bodies.

In HIV disease, each infection needs to be treated as well as possible. The
Appendix discusses treatments for the most common diseases that affect peo-
ple with HIV.

Answering Saleema’s questions

“What could be wrong with Hamid? Why does he have sweats at night and
swollen lumps in his armpits and neck? Could this illness be because of the drugs?
Should I take him to the doctor?”

Hamid is very sick and needs to see a doctor to find out what is wrong. The
fact that he used drugs while in Paris means he is at high risk for HIV disease,
especially if he injected them. People with HIV usually do not know when
they got the virus because the first symptoms are like having a bad cold. Later,
people have swollen lymph nodes, night sweats, and diarrhea. Hamid has all
of these symptoms, and he has lost weight. These are bad signs. If he has HIV,
there are medicines that can help him. If Hamid does not have HIV but
another disease, like tuberculosis, then he will also need treatment. It is
important to find out so that Hamid can get help.

The symptoms of HIV infection
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How do we study the HIV epidemic?

Answering Min-Soo’s questions

Min-500's story

Min-Soo is a student in your health training class. He comes from a village on
the edge of a large town in South Korea. Recently a person in his community
was diagnosed with AIDS. People are scared. Min-Soo is working with a pro-
ject that teaches people about HIV. His friends have asked him many ques-
tions. They have asked where AIDS came from and which country has the
most AIDS. They also want to know who gets HIV. Min-Soo knows these
questions are about the “epidemiology” of HIV. He stays after your lesson to
ask some more questions. “Where was AIDS first found? Which country has
the most AIDS? How do we know that HIV is not spread by mosquitoes or
sneezing? What does it really mean when they say that 15% of adults living in
the capital of Rwanda have HIV?”
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A short history of the HIV epidemic

HIV and AIDS have spread to almost all countries in the world. The virus is so
common now that in some communities one of every 3 or 4 young adults are
infected. When a disease becomes this widespread, it is called an epidemic.
Epidemiology is the study of diseases in populations. It can be used to under-
stand the spread of HIV. We must understand the spread of HIV if we are to
stop the epidemic.

The first official case of AIDS was found in 1981 in the United States, but
researchers believe that by that time many people all over the world had HIV.
They think that in 1980, about 100,000 people worldwide had HIV. Most of
the people who had the virus were not sick and did not realize they were
infected. Today, over 39 million people, including 2 million children, have
HIV. This is almost 400 times the number of people infected in 1980. You can
see that HIV is spreading quickly to people all over the world.

HIV in the world

Over 39 million people with HIV

BCLOOO, 000 around 22 million men
BEAMD around 17 million women

Of the 39 million

around 80% got HIV during sex; of
these, 80% got HIV during sex
between men and women

around 10% got HIV during
injection drug use

around 5% are children infected
by mothers who have HIV

around 5% got HIV through blood

Numbers of people with HIV in
different parts of the world

around 26 million in Africa

around 1 million in North America

People. with HIV in the wor\d

100,000

A around 2 million in Latin America

El RS
(980 2004 around 8 million in Asia

around 2 million in Europe and

. . Central Asia
The number of people with HIV in

the world is growing.
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Because HIV is spreading so quickly, we cannot know exactly how many
people have it. The HIV epidemic is like a fire that is spreading through a for-
est—Dby the time you have put out part of it, you find it has moved to a new
area of the woods.

Global cooperation

Sometimes HIV seems like some
other country’s or community’s
problem. It is easy to find
another community that has
more infections than yours.
But because we are all con-
nected, HIV is a threat to
everyone. A global view is
needed to stop the spread
of HIV.

In the beginning of the
AIDS epidemic, people point-

ed fingers at other people or
countries and blamed them for the
problem. This happens with almost

every new disease. Some people in the United

States said HIV came from Africa and the Caribbean and that homosexual
men (men who have sex only with men) were the cause. Now we know that
this is not true, but countries in Africa and the Caribbean were insulted by the
finger-pointing.

In the past, some countries were afraid to admit that they had people with
AIDS for fear of losing money from tourists. Some of these countries are now
openly saying that HIV is a problem for them. They are working with the
international community to stop AIDS. Understanding that HIV and AIDS
are a problem for every country and taking action to stop its spread are
important for the world. Countries that ignored the epidemic have more HIV
and AIDS now than many of those that worked toward stopping the spread of
the virus early. In the end, it is not important to know where the virus started.
It isimportant to know where it is going.

Who has HIV?
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How HIV is spread worldwide

More than 300 million people cross international boundaries each year.
Changes in transportation have made it easier for HIV to spread. Someone
with the virus can travel from London, England to a small village in Asia in a
day. If he has unsafe sex with a person in the village, HIV can spread across the
world with him. The same can occur if someone from a village visits a city,
becomes infected, and returns home. This is how the virus moves. It spreads
from person to person, village to village, and city to city. For a virus like HIV
there are no borders. Where people move, HIV moves.

)

As we said in Chapter 1, HIV can

only be spread through sex, blood,

dirty needles or other instruments, Half of the world’s population

and from a mother to her baby. HIV lives in cities. Diseases like tuber-
does not necessarily affect the same culosis and the flu spread more
people first in every community. quickly in the city because people
For example, in India most people are crowded together.HIV also

spreads faster in cities, for many
reasons. For example, people in
cities tend to have sex with a

with HIV got the virus from having
heterosexual sex—sex between a

man and a woman. In Russia most greater number of partners. More
people with HIV got the virus from people move to cities every year.
sharing used needles while injecting As more people move to cities it
drugs. There are a few reasons why is likely that HIV will spread even

faster than it already does.

people who take part in a particular
risky behavior may be affected first
or affected more by HIV:

+ Certain behaviors (like injecting drugs) may be more common in some

countries or regions.

+ The first people to contract HIV in a certain region will pass the virus on
within their own communities. So if a gay man (a man who only has sex
with other men) is the first to be infected in a certain town, he will pass the
virus on to other men who have sex with men in that town first.

Who has HIV?



Because a certain group of people may be the first to get HIV, others in the
community may see HIV as only affecting people who are members of that
group. But unless the whole community works to stop HIV right away, it will
quickly spread and infect people from many different parts of the community.
HIV may be seen as a disease of gay men, or of drug users, of prostitutes, or of
unfaithful husbands. But HIV will infect anyone who is exposed, including
faithful wives, newborn babies, and people who have never taken illegal drugs.

Effects of HIV on the community

Most people with HIV are adults from 20 to 40 years of age. This means peo-
ple are dying at an age when they are vital members of their communities.
Illness and death at these ages affect the strength and productivity of a com-
munity. In most places, women and men between the ages of 20 and 40 take
care of their own children and sometimes even their parents, grandparents, or
grandchildren. When these men and women die, children and the elderly are
often left without support. AIDS has killed either one or both parents of mil-
lions of children around the world. In most countries there are not enough
orphanages to support all of the children whose parents die from AIDS. This
is just one way AIDS changes families and communities.

The spread of HIV

has also changed health

care. More hospital beds

are needed for people C
who are sick with AIDS. P :

Because hospitals and
clinics are so busy, less

attention can be given to
everyone who is sick. In

one African country,
three top officials of the
ministry of health died
of AIDS in one year.
There was no one in the
country who was quali-
fied to replace them.
This affected the health

) Because of HIV, hospitals and clinics
of the entire country. have become even more crowded.

Who has HIV?
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War can increase the spread of HIV in many ways. During wartime soldiers
move from place to place.Soldiers with HIV or other sexually transmitted dis-
eases spread them to new communities.

Soldiers also often attack clinics and hospitals. This means that services
such as HIV counseling, testing, and medical care may stop. Sometimes
hospitals and clinics are forced to close.

During war, parents are killed and families broken apart.Because men in
particular may be killed or sent away to fight, the meaning of social customs
such as marriage and sex also changes.Husbands and wives may have more
sex partners when they are separated.

As people lose their homes and animals, fear and hunger make them leave
the countryside for the protection of cities.War often brings poverty and
despair, driving people into drug use or prostitution.These changes make it
easier for HIV to spread to people who before might have been safe from the
virus.

War changes people’s ideas about life.When people are surrounded by so
much upheaval and death, they do not worry about catching HIV because it
does not kill for years, whereas bullets or bombs may kill them tomorrow.

In the late 1970s,a war occurred in southern and western Uganda.This war
made it easier for HIV to spread. It left many people homeless, poor, or living as
refugees in the capital. With the movement of troops, the arrival of truck dri-
vers from the coast,and the new refugees, HIV spread rapidly. By the mid-
1990s, 10% to 25% of the younger people in some areas of Uganda had HIV,
and over a million children were orphaned by HIV.

Who has HIV?



HIV and other diseases

People with HIV are more likely than people without HIV to get certain can-
cers like Kaposi’s sarcoma and lymphoma, and opportunistic infections like
cryptococcal meningitis and thrush. Some people have worried that these dis-
eases would spread to people without HIV. But these cancers and infections
do not spread to other people. So far the only disease that people with HIV are
likely to spread to other people is tuberculosis (TB).

The epidemiology of tuberculosis and HIV

People with HIV live many years before
they become ill. People infected with
tuberculosis (TB) can also live many
years without becoming ill, because the
bacteria that cause TB can live quietly in
a person. Unfortunately, people who
have HIV and TB infection becomeill
with TB much more often than people
who do not have HIV.

Most of the diseases that people
with HIV get are not passed to others.
TB is different in that it can be spread to With T8 and HIV
other people. About 5% of people with
HIV and TB infection will become sick
from TB each year.lt is believed that in
some areas of the world, around 50% of
the people are already infected with TB.
The spread of HIV is especially danger-
ous for these people. 02,500 x 57 = 3125

Find a pencil and paper and follow (With HIV wiho become i/
the numbers in this imaginary example: with TB every wear

The town of Mycolandia in East j »7
Africa has 500,000 people and 50%
of them are infected with TB.This
means that 250,000 people have TB in
their body. Most are not sick from TB.

The TB bacteria are just living quietly.

In Mycolandia, 25% of the people have HIV.This means 25% of the 250,000
people infected with TB also have HIV.In other words, 62,500 people have
both infections.

If 5% of people with both TB and HIV infection become sick with tuberculo-
sis in one year, that means that 3,125 people with HIV will become ill with TB
disease each year.Each person who becomes ill with TB can spread it to other
people.If a person with TB is treated with the right antibiotics, he will no
longer spread the TB bacteria and he will feel better.

900,000 x 50 % = 250,000
with TB

250,000 x25% = 62,500

Who has HIV?
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How do we study the HIV epidemic?

The HIV epidemic can be divided into two parts: people with HIV and peo-
ple with AIDS. People with HIV who do not have AIDS are difficult to count
because they usually are not ill. You need a test to know if someone has HIV. It
is easier to count how many people have AIDS because they are sick from HIV
disease and usually go to a health worker for treatment. The World Health
Organization (WHO) has a definition of AIDS that uses the presence of cer-
tain diseases and does not require a blood test (see the first box in the appen-
dix, and the second and third boxes from the end of the appendix). It takes
many years for people with HIV to get AIDS. If we only count people with
AIDS, we will think that many fewer people have HIV than really do.

It is too expensive to test everyone for HIV. This is where the tools of epi-
demiology, such as screening (testing groups of people) and surveillance (reg-
ularly monitoring the rates of a disease), come in handy. By testing certain
groups of people and using math, it is possible to come up with an idea of
how many people have HIV, who they are, and where they are living.

Let us imagine you want to know how many women giving birth in your
city have HIV. One way is to test every woman giving birth. But this would
cost too much if you live in a big city where many women give birth each year.
Another way would be to choose two or three hospitals from different parts of
the city and spend one month testing every woman giving birth. The results of
this study could be used to get a general idea of how many women giving
birth in the city have HIV. If 500 women gave birth at the hospitals where you
did testing and 50 had HIV, then 10% of all women giving birth at the hospi-
tals in a one-month period had HIV. If you already know that in the entire
city, about 1,000 women give birth to babies in a one-month period, then you
could multiply 10% by 1,000 and estimate that about 100 women with HIV
give birth to children every month in the city. This means that in a year, about
1,200 women with HIV give birth to children in the city. This number is an
estimate.

An estimate is a best guess. Sometimes estimates are not correct. You can
get an idea of how good an estimate is by thinking about where your calcula-
tions might be wrong. For example, if the hospitals where you did your testing
were in parts of the city where many people with HIV live, then the number of
women with HIV giving birth would be higher there than in other hospitals in
the city. This would mean 1,200 is an overestimate and the true number is
less. Good estimates provide information that can be used to focus resources
without having to test everyone, but be careful: bad estimates can lead to bad
decisions and wasted resources.

Who has HIV?



In New York City in the United
States, studies of drug injectors
showed that sharing needles spread
HIV. Around 70% of the people
injecting illegal drugs had HIV. Less
than 1% of the rest of the population
had HIV. Studies like this one helped
people plan special programs to try
to stop the spread of HIV among
drug injectors. If in your community

CLEAN YOur
NEepLeS

only a small percentage of drug injec-
tors have HIV, then it would be espe-
cially useful to set up a program to talk with drug users about the dangers of
sharing used needles, to show them how to sterilize needles, and, if possible, to
provide them with new, clean needles. This could keep the rate of HIV infec-
tion low. Do not wait until most drug injectors are already infected to start
your work.

Question the experts and their studies

How do we know the number of people with HIV in a country? It would be
very difficult to test all of the people living in any country.Instead, people test
different groups and estimate what percentage of the entire population is
infected. When someone says that 10% of people in an area have HIV, a few
questions should come to mind.The first question to ask is,"Who is saying
this?”Is it someone who is actually testing people and who would know
about how many people are positive, or is it someone who is just guessing?
Ask how the study was done.Who was tested? Was it only people in a big city?
If so, the estimated number is likely to be higher than the true number for the
whole region, because in most parts of the world, people in cities are more
likely to have HIV.Were only sex workers tested? If so, the estimate will be
higher than the true number in the general population, because sex workers
are more likely to have HIV.Were the people who were tested over 60 years
old? If so, the estimate is likely to be lower than it should be, because people
over 60 are less likely to have HIV than people in their twenties. Most of epi-
demiology is based on estimates, so be careful and ask questions!

Epidemiology can also be used to find out what happens to people once
they have HIV. Questions such as “How long do people with AIDS live? With
what diseases do people with HIV become sick? How do they die? What medi-
cines help?” can be answered by closely watching people with HIV and carry-
ing out studies.
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A very short dictionary of epidemiology

The words that people use to talk about the spread of disease can be confusing.Here
are some definitions:

Rate. Rate is one of the most important ideas in epidemiology. Rate is the amount of
something in relation to something else.lt is usually shown as a proportion or percent-
age.Often it contains the idea of time.For example,imagine that 10,000 cases of AIDS
have been reported to the ministry of health over the past ten years.You could tell
someone this information alone, or you could say that the country only has a popula-
tion of 100,000 people, and the rate of AIDS is 0.1,0r 10% (10,000 cases divided by
100,000 people).

Ten thousand cases is more serious in this country than in a country where
10,000,000 people live.In the second country, the rate of AIDS is 0.001,or 0.1% (10,000
cases divided by 10,000,000 people).You can see how the number of cases of AIDS or
HIV infection is often less important than the rate of disease or infection.When some-
one tells you the number of people with AIDS in an area, always ask for the number of
people living there.This will give you an idea of the rate of disease.

Incidence. The incidence of a disease is how often new cases of it appear in a popula-
tion during a set period of time, usually one year.For example, if you wanted to know
the incidence of HIV in a village, you could test all the people in the village and record
that information as your baseline.Then test all of the same people one year later. Count
the number of people who did not have HIV during the first test but did have the virus
during the second test. Divide this number by the total number of uninfected people
in the village.The result is the incidence of HIV in this village (the number of new infec-
tions per person per year).

Imagine that 1,000 people live in the village.One hundred of them had HIV the first
time you tested them.One year later, 150 people had HIV.This means 50 new people
were infected. Fifty new infections among the 900 people who were not originally
infected means the incidence of HIV infections was 0.055, or 5.5%.

Prevalence. Prevalence is the proportion of people who have a disease in a commu-
nity at any one pointin time.In the example above, the prevalence of HIV would be
10% the first year (100 cases among 1,000 people living in the village) and 15% the sec-
ond year (150 cases among 1,000 people living in the village).

Bias. Bias occurs when an unexpected factor affects the results of a study. For example,
imagine you want to find out how many pregnant women in your town have HIV.You
test all the pregnant women who come to your medical clinic over a three-month
period.Since people with HIV are more likely to be sick and come to the clinic,and you
tested all pregnant women who came to the clinic, you will find more women with HIV
than if you tested every pregnant woman in the town.Testing only sick pregnant
women influenced your results.Your study was affected by bias.Bias can happen even
when you are trying to avoid it.If you ask questions with a tone that tells people that
you want them to answer in a certain way, you can bias your results. For example, if you
want to know how many people inject drugs but ask,”You do not use those illegal,
deadly drugs do you?”then fewer people will answer yes than really do use drugs.Your
results will be biased.
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AIDS can be seen as the footprints that HIV has left as it spreads from per-
son to person. Epidemiology is used to examine these footprints in order to
understand where the virus is going and how to stop its spread. Knowing the
size of the HIV problem in your community helps you prepare for the future.
Education and prevention programs can involve the people who need them
most. By continuing to gather information about HIV you will know whether
or not you are slowing the spread of HIV.

Answering Min-500s questions

“Where was AIDS first found? Which country has the most AIDS? How do we
know that HIV is not spread by mosquitoes or sneezing? What does it really mean
when they say that 15% of adults living in the capital of Rwanda have HIV?”

AIDS was first described in 1981 in Los Angeles in the United States, when
five patients became sick with an unusual pneumonia that occurred in people
with weak immune systems. The virus causing AIDS was found by a group in
France a few years later.

From studying the epidemiology of AIDS, we know that HIV is not spread
by mosquitoes or sneezing. Almost all people with HIV can trace their infec-
tion back to sex, blood, dirty needles or instruments, or from mother to baby
at birth. If mosquitoes could spread HIV, then AIDS would be seen in the
same people who have malaria. We would see more children and old people
with HIV. This is not the case. Similarly, HIV is not spread through sneezing
or other “casual contact” with people who have HIV. Health care workers do
not get the virus through casual contact, even though they spend many hours
caring for people who have HIV. Within families, HIV is spread only through
sex or from a mother to her baby; people do not get ill from living with and
caring for family members who have HIV.

No one has tested all of the adults living in the capital of Rwanda for HIV.
What people have done is tested a group of people and estimated what per-
centage of the entire population is infected. Thus, 15% is a statistical guess.
You can explain to Min-Soo that the idea that 15% of the adults in the capital
of Rwanda have HIV is an estimate made from several different studies.

Who has HIV?
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Africa South of the Sahara Desert
Latin America and the Caribbean
North America and Western Europe
South and Southeast Asia

Eastern Europe and Central Asia

Answering Lon Chin’s questions ﬂ

Lon Chin’s story

Lon Chin is a student in a small town near Xian in central China, where her
parents raise ducks. She worked very hard in high school and was chosen to
go to the national university in Beijing. She did very well at the university and
was the top student in her English class. During her last year she won a schol-
arship to study English in the United States. She was very excited, but her par-
ents were afraid to let her go. “It is too dangerous to study in the United States.
Isn’t it true that people are dying in the streets from AIDS? Besides, we don’t
want you to live in dormitories with students from Africa, India, and Latin
America, where AIDS is so common.” Lon Chin became frightened herself.



Not knowing what was true, she decided to ask you, her local health worker,
for answers.

HIV in different regions of the world

Each day about 15,000 people are newly infected with HIV. Who is infected,
and how they got HIV, is different in different areas of the world. When HIV
first appears in a country, most infections occur in people who frequently
have unsafe sex, especially with more than one partner; in people who inject
drugs; or in people who have had blood transfusions. These people make up a
small percentage of the whole population, but they are at high risk of infec-
tion. This is the early stage of the epidemic. North America is in this stage;
there, most HIV infections have occurred among drug injectors, their sexual
partners, and men who have sex with men.

However, over time, infections spread to others. Sometimes this happens
very quickly. For example, in Africa south of the Sahara Desert, HIV quickly
spread among sex workers, through transfusions of HIV-infected blood, and
along truck routes, where truck drivers and travelers spread the infection from
community to community. Now, most people newly infected with HIV are
under the age of 25, most are infected through sexual contact between women
and men, and many are married. The rate of HIV infection is high, and in
many cities over 30% of adults have HIV. Babies are often infected with HIV.
This pattern is most common in countries where HIV has been present for a
long time. There, the HIV epidemic is at a late stage.

In both the late and early stages of an HIV epidemic, much can be done to
prevent new infections. In fact, in several countries the news is good. In
Uganda, a country with a late-stage epidemic, the number of people newly
infected with HIV has dropped because volunteers, health workers, and the
government have run prevention programs and educated the public. In Thai-
land, another country with a late-stage epidemic, a “100% condom use” cam-
paign promoting condom use among sex workers has lowered the number of
new infections among young men in the army. In the United States, the num-
ber of drug injectors newly infected with HIV has dropped in certain cities
because of education and needle-exchange programs (see Chapter 12).

In 2004, almost 5 million people were newly infected with HIV; 640,000 of
these were children. Most of these people live in the less industrialized coun-
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tries of the world. Most people with HIV in the world today do not even know
that they have the virus.

Information used in this chapter was collected by the United Nations AIDS
program (UNAIDS). Most of the numbers are estimates of the true number of
cases of HIV or AIDS. For cases of AIDS, the numbers are reported cases, not
the true number of cases, because some countries have more money, more
HIV testing, and better reporting than other countries. Some countries are
able to report a higher number of cases not because they really have more, but
because they have had more reported. Also, a few countries do not want others
to know how much HIV they have and do not report all of their AIDS cases.
No country can diagnose and report every case of AIDS, but some do better
than others. The total number of people with HIV or AIDS is often not as
important as the percentage of people infected (see Chapter 3). A country with
a small population and 10,000 cases of AIDS has a much more serious prob-
lem than a country with a large population and the same number of cases.

507 of people in 207 of people in
this cowﬁrrj nave HIV this cowvrrj lhave HIV
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Both countries have the same number of people with HIV, but the country with the smaller
population has a more serious HIV problem—50% of the people living there have HIV.

Men, women, and HIV

In most countries in Africa, the number of women who have HIV is equal to
or greater than the number of men with HIV. This is because in Africa the
virus is mainly spread through sex between women and men. In some other
countries more men have HIV than women. This is true in the United States,
where HIV spread very quickly among drug injectors and men who have sex
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People living with HIV

Adult
Adults & children prevalence

Region living with HIV rate
Africa South of the Sahara 25,400,000 7.4%
South & Southeast Asia 7,100,000 0.6%
Latin America 1,700,000 0.6%
Eastern Europe & Central Asia 1,400,000 0.8%
East Asia & Pacific 1,100,000 0.1%
North America 1,000,000 0.6%
Western Europe 610,000 0.3%
North Africa & Middle East 540,000 0.3%
Caribbean 440,000 2.3%
Australia & New Zealand 35,000 0.2%

39,325,000 total 1.1% worldwide average
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with men. However, the ratio of men to women with HIV is changing in the
United States because men who have sex with men are more often having
“safer sex” (see Chapter 5), and the virus has continued to spread to women
through sex and drug use. In a few years we expect the number of women
newly infected with HIV to be greater than the number of men.
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Women and HIV

Percentage of adults

living with HIV
Region who are women
Africa South of the Sahara 57%
North Africa & Middle East 48%
South & Southeast Asia 30%
Eastern Europe & Central Asia 34%
East Asia & Pacific 22%
Australia & New Zealand 21%
Western Europe 25%
North America 25%
Latin America 36%
Caribbean 49%

47% worldwide average

Africa South of the Sahara Desert

Most people with HIV live in Africa, in countries south of the Sahara Desert.
Only 10% of the world’s people live in this region, but 60% of people with
HIV in the world live there. That is about 25.4 million people with HIV.

A commitment on the part of local activists and health workers and
national and international governments has decreased the numbers of people
getting HIV in a few places — the percentage of Ugandans with HIV has been
decreasing for several years. But in other places, the rate just keeps going up.
In South Africa, almost 30% of pregnant women had HIV in 2003. Because of
HIV, the average age of death in Zimbabwe is only 34 years old, while in 1990
a Zimbabwean would have been expected to live to around 52.

The crisis of HIV in Africa has been particularly devastating to women.
About 13 women become infected for every 10 men there.

HIV once mostly infected people living in cities or near main highways.
Now it has spread to villages throughout most countries.

HIV around the world



Latin America and the Caribbean

When HIV first appeared in Latin America in the 1980s, it mostly spread
among drug injectors and men who had sex with men. Now nearly 2 million
people in this region are living with HIV. There were 240,000 new HIV infec-
tions in 2004. During the same year there were 95,000 deaths due to AIDS.
In Mexico as many as 15% of men who have sex with men are living with HIV.
In the Dominican Republic 2% of adults have HIV. In Jamaica, girls are over
2.5 times as likely to have HIV as boys, because older, HIV infected men

seek young girls to have sex with. Haiti’s life expectancy is nearly 6 years less
than it would be if there was no AIDS epidemic. Brazil’s success in giving
antiretroviral treatment to 105,000 people has avoided 234,000 hospitaliza-
tions and saved many lives between 1996 and 2000. Despite increased treat-
ment for AIDS, in Latin America and the Caribbean AIDS kills more people
each year than traffic accidents.

North America and Western Europe

In North America and Western Europe, HIV first spread between men having
sex with each other and also drug users sharing needles. Now HIV has spread
into all social groups and is frequently spread by sex between men and
women. In Western Europe in 1997, 25% of new HIV diagnoses were of
women. In 2002, women accounted for 38% of new cases.

While rates of HIV are still slowly increasing in the US, deaths from AIDS
have gone down since antiretroviral drugs became available there in 1995.
Most people with HIV in the wealthy countries of North America and West-
ern Europe have reliable access to these medicines.

As in most of the world, HIV has the worst effect on people who are poor
and who experience other kinds of discrimination. In the US, where 1 of every
4 African Americans lives in poverty, the rate of HIV is disproportionately
high in that group. 12% of people in the US are African American, but 25% of
people with HIV are African American. Among new cases of HIV in women,
72% are found in African Americans.

Just like in many other areas of the world, HIV is more common in cities
than in rural areas. In many large cities, including New York City, AIDS has
become the number one cause of death in adults between 20 and 40 years of
age. By the end of 2000, New York City had reported 118,123 cases of AIDS.
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South and Southeast Asia

HIV started to spread in South and Southeast Asia in the early 1990s. This is
later than in other areas of the world, but the number of people infected has
increased very rapidly. Over 1 million people were infected with HIV in 2004
and there are now over 8 million people in South and Southeast Asia living
with HIV. Currently, more than 5 million people in India are living with
HIV. The epidemic in China shows no sign of slowing down and new HIV
infection rates are increasing. China has few programs to teach people about
HIV prevention.

In Cambodia and Thailand where there are large prevention programs, new
HIV cases are decreasing. In Thailand where people have learned to use con-
doms, HIV is spreading less through sex. There are few programs to help pre-
vent HIV among drug users though, and 30% of drug injectors are infected.

Fastern Europe and Central Asia

In Eastern Europe, the HIV crisis is still in its early stage. More than 1 million
people have HIV in this region. Over 80% of these infections are among peo-
ple who are younger than 30 years old.

In the Russian Federation injecting illegal drugs such as heroin or metham-
phetamines is very common. As many as 2% of the people there use these
drugs. Right now, most HIV cases in Russia are found among drug users.
They can then pass the disease to others by sharing needles or through sex. In
the Ukraine, 30% of new infections now occur during sex between a man and
a woman.

Many changes are taking place in this part of the world including wars
and changing of national borders. These conditions often hasten the spread
of disease.

Answering Lon Chin’s questions

“It is too dangerous to study in the United States. Isn’t it true that people are
dying in the streets from AIDS? Besides, we don’t want you to live in dormitories
with students from Africa, India, and Latin America, where AIDS is so common.”

You can tell Lon Chin that many people in the United States have HIV and
AIDS. But just like everywhere else in the world, HIV is only spread through

HIV around the world



unsafe sex, from a mother to her baby, through dirty needles and other
instruments, and through transfusions of HIV-infected blood. The United
States tests its blood supply for HIV, which means that the blood supply is
safe. Although many people in the United States have HIV, they make up
only a small percentage of the millions of people living in the country. Also,
when people with AIDS die, they usually do so in a hospital or at home—not
in the street.

Studying with people from Africa, India, and Latin America has never
caused anyone to get HIV. HIV is not spread by studying! Many places in the
world have an HIV problem. Only knowledge of how the virus is spread will
help people avoid the virus. If Lon Chin does not have unsafe sex or use
drugs, then she is as safe from HIV in the United States as she is in China—or
anywhere else.

HIV around the world
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Answering Olga’s questions

Olga’s story

Olga works as a maid in a hotel in Tashkent, Uzbekistan. With her country’s
new independence, more foreigners have been traveling to Tashkent, and
there has been news about several cases of AIDS. Because she cleans hotel
rooms where foreigners stay, Olga has become worried. Most mornings she
passes by your information table outside of the post office on her way to
work. Today she stops and asks you, “Can I get AIDS from cleaning the rooms
of German and American visitors? Should my husband and I use condoms to
avoid giving each other AIDS?”



HIV and discrimination

People who do not understand how HIV is spread may discriminate against
people with HIV—that is, they may treat them unfairly because they are
afraid of getting the virus. Discrimination occurs not only against people
with HIV but also against groups of people that are more likely to have HIV,
such as sex workers, or are mistakenly thought to have HIV, such as foreign-
ers. Teaching people about the real ways that HIV is spread protects them
from the virus; teaching people about the ways that HIV is not spread pro-
tects everyone from unnecessary discrimination.

This chapter discusses how HIV can be spread during sex and how to
have safer sex. The next chapter will discuss other ways that HIV can be
transmitted.

Helping people change behavior

People can lower their chance of getting HIV by changing their behavior. The
most important step in helping people change the way they act is to spark a
desire to change. No one changes overnight. Small goals are often easier to
reach than large ones. For example, never having sex is the surest way to avoid
getting HIV through sex, but it is not realistic for most people. Stopping the
use of drugs that are injected, like heroin, is another way to avoid HIV, but not
everyone who uses drugs is able to stop. Taking small steps toward safer
behavior will protect people more than no change at all. You may end up
teaching people to use condoms until they and their partners can get tested, or
to clean needles with bleach until they quit using drugs.

Sometimes a person does not have the choice to practice safer sex.
Condoms may be too expensive to buy. A woman may not be able to ask her
husband not to have other sexual partners. Take into account each person’s
life situation when you suggest ways to avoid HIV. Talking to people about
how HIV is spread and how they can be safer will help them make their own
decisions about their next step toward a safer lifestyle.

Changing behavior is hard work. There may be times when a person
repeats unsafe practices. Do not give up; continue to encourage people to try
to change unsafe behavior.

Counseling about sexual behavior
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(Casual contact and HIV

HIV is not spread by casual contact.The HIV virus cannot live in air, water, or
food; it is weak and only lives in body fluids. It only spreads if the body fluid
of a person with HIV gets inside another person. This is why shaking hands
with people with HIV does not spread the virus. If this were not true, many
more people would have HIV. Nurses, doctors, teachers, classmates, cowork-
ers, friends, and family all touch people with HIV and do not get infected.
People who live or work with people with HIV do not get the virus unless they
have sex or share needles with them. The virus is not spread by doorknobs,
typewriters, telephones, money, or anything else that has been touched by
someone with HIV. HIV is not spread by hugging, touching, holding or shak-
ing hands, dancing, using the toilet after someone with HIV, or eating food
prepared by a person with HIV. People have shared dishes, towels, and bed-
sheets and still not become infected with HIV. No one has ever gotten HIV
from sharing cigarettes, or being cried, sneezed, or spit on. Mosquitoes do
not spread HIV. Other viruses like measles or chicken pox are spread easily
through the air. We are lucky that HIV is so difficult to spread.

HIV is not spread by “casual” contact.
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Sex and HIV

HIV is spread through sex. It can be spread from men to women and from
women to men. It can also be spread among men and among women. A
person can get HIV from a sexual partner who appears healthy but has HIV.
Anyone can get HIV, not only sex workers and drug users—a judge, bartender,
farmworker, or doctor can get HIV if she has sex with someone with the

virus. It can infect people who are tall, fat, small, old, young, black, white,
yellow, brown, male, female, mothers, fathers, brothers, and sisters. Anyone.
Who a person is does not matter to the virus. What matters is what a person
does. HIV does not discriminate by who you are, but by what you do.
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HIV does not discriminate by who you are.

A sure way to avoid getting HIV from sex is to never have sex. While having
no sex is safe, most adults want to have sex. Knowing how HIV is spread, some
people will choose never to have sex; others will choose to have sex only with
one partner; and others will have several partners. Teaching people the risks
involved will allow them to make choices that are based on fact.
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Talking about sex

Many people have sex but do not talk about it. Because of HIV and AIDS, this
must change. Sexual partners have to talk about what they are doing. Talking
about HIV before having sex is much better than talking about it afterward
(or during!). Often people have thought about HIV but feel uncomfortable
talking about it with their sexual partners. Those who finally talk about HIV
usually feel relieved. This is especially true in places where anxiety about
infection is common.

You can teach people how to talk about sex with their partners. One way is
to have people role-play a discussion. Role playing works well because it takes
an embarrassing and intimate situation and brings it into the open. It pre-
pares people for the real thing (see Chapter 11).

One of the most important skills to teach people is how to say no. It can be
difficult for people to say that they do not want to have sex. They may have
trouble saying that they only want to kiss, or that they want to touch without
having intercourse. It is common to feel awkward saying these things.
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Role playing can be useful.
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Refusal skills: How to say no

Here are some ways people in one country have said “no”when they did not
want to have sex.You can use these or think of other ways that would work
where you live.
Get the other person’s attention:
Use his first name
Look into his eyes
Say“Listen to me”
Say no:
Use the words“l said no”
Use a firm voice
Hold your body in a way that says no
If pressured to have sex anyway:
Say no again
Suggest doing something else
Leave
Other ways to say no:
Use humor

Ask him why he cares so much about having sex; this puts the pressure
on him

Keep repeating what you want

Tell your partner you need to think about it more
Questions to ask yourself:

Am | being pressured?

Do | need more information before | make a decision?

Is there a way | could avoid this situation in the future?

But everyone has the right to do only what she wants to do. Role playing can
be useful for teaching people different ways to say no.

People often ask, “How can I have sex without getting HIV?” People with
HIV do not always spread the virus during sex. Some people with HIV have
had sex without condoms many times without giving their partners the virus.
Some people with HIV have had sex only once and have given the virus to
their partners. No one is sure exactly why this is true. Part of the reason is that
the amount of virus in a person goes up and down over time. Another part of
the reason is that some types of sexual acts have a higher chance of spreading
HIV than others do. Understanding which types of sex have a higher chance
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Understanding chance

When you toss a coin into the air,
chances are it will fall on one side
about half the time and on the other
side half the time. Similarly, probabil-
ity,or chance, tells us that about half
the babies born in a town will be
boys and the other half girls. What
chance cannot say is whether a par-
ticular woman will have a boy or a
girl.

People take partin lotteries for
money even when there is only a one
in 100,000 chance that they will win
the grand prize.Farmers buy calves
and take a chance that they will be
good milk producers when they
grow up.Some people will not ride in AN \
an airplane or a car because they fear N
it will crash, even if there is very little chance this will happen.Every day we
think about chance when we make decisions about our lives.What some peo-
ple do not think about is that having sex has a chance of spreading HIV, just
like buying a lottery ticket has a chance of leading to a prize.The difference is
that one“rewards” with a deadly virus and the other rewards with money.

T\

of spreading HIV helps people understand the risk they are taking. People can
then talk with their partners about what kind of sex they want to have.

People use different words to talk about sex in different communities. It is
helpful to learn and become comfortable using these words. Since this book
cannot use all the words that people use locally, we will define and use only a
few words. Some people use the words “vaginal sex” to discuss a woman hav-
ing her vagina touched by her partner’s mouth, fingers, penis, or other
objects. We do not. We use the words “vaginal sex” only to talk about when a
man’s penis enters a woman’s vagina. Similarly, we use the words “anal sex”
only to describe when a man’s penis enters a woman’s or man’s anus.

Sexual acts with no risk of spreading HIV

Some sexual acts have never spread HIV and are completely safe. People who
have completely safe sex do not exchange body fluids such as semen, blood,
vaginal fluid, or saliva. Safe sex is when only the outsides of people’s bodies
touch. This is safe even with people who are known to have HIV.

Counseling about sexual behavior



What kinds of sex risk spreading HIV?

No risk Low risk
Dry kissing Wet kissing
Masturbation Oral sex on a man or a woman
Touching, hugging, massage Vaginal sex with a condom
Fantasizing Anal sex with a condom
Rubbing bodies together High risk
Kissing someone’s body Unprotected vaginal sex

Unprotected anal sex

Safe sex includes using hands to touch a person’s vagina, penis, anus, breasts,
or nipples. It also includes “dry” kissing, hugging, or rubbing bodies together.
(Dry kissing is kissing with closed mouths.) People can do all of these things
as much as they like without increasing their chance of spreading or catching
HIV. Masturbation is also a form of safe sex.

Sexual acts with low risk of spreading HIV

Many people ask whether kissing can spread HIV. Kissing has never been
shown to spread HIV. However, people with HIV can have the virus in their
saliva, so there may be a small chance of spreading HIV through kissing with
open mouths and touching tongues (“wet” kissing).

Oral sex is touching someone’s vagina, penis, or anus with one’s mouth or
tongue. Oral sex can spread the virus, but HIV is spread much less often dur-
ing oral sex than during anal and vaginal sex. The less semen or vaginal fluid a
person’s mouth touches, the less likely he will get HIV. This means using a
condom on the penis or a covering (plastic wrap or latex) on the vagina will
lower the chance of HIV being spread. Oral sex on a woman is probably less
safe during her period or menses.

Vaginal, anal, and oral sex with a condom are not completely safe, but they
are much safer than not using a condom. There is some risk even when con-
doms are used, because they can break or leak. To lower this risk, a man can
use a condom but ejaculate outside his partner’s vagina, anus, or mouth.

Sexual acts with high risk of spreading HIV

Vaginal sex frequently spreads HIV. Semen, vaginal fluid, and blood can be
exchanged during vaginal or anal sex. A woman has a higher chance of getting
HIV during vaginal sex than a man does. In other words, a woman having
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vaginal sex with a man who has HIV is more at risk than a man who has vagi-
nal sex with a woman who has HIV. The risk is probably twice as great. It may
be because more semen gets inside a woman’s vagina than vaginal fluid enters
a man’s penis. There may also be more virus in semen than in vaginal fluid.

Anal sex spreads HIV even more easily than vaginal sex. This may be
because the skin inside of a person’s anus is more fragile than the skin inside
of a woman’s vagina. It may tear and bleed. The same risk for spreading HIV
exists for anal sex between two men as for anal sex between a man and a
woman. As with vaginal sex, the “receptive” partner in anal sex has double the
“insertive” partner’s risk of getting HIV. Who is having anal sex does not mat-
ter. It is anal sex that puts people at risk.

How to avoid spreading HIV through sex

There are five general ways to make sex safer. These are:

1. Choose carefully and limit the number of sexual partners.

2. Get tested and treated for sexually transmitted diseases, and ask partners to
get tested and treated too.

3. Have safer types of sex.

4. Use condoms or other barriers during sex.

5. Have sex less frequently.

Choose carefully and limit the number of sexual partners

A person who lives in an area where
many people have HIV has a higher
chance of having HIV himself. There
is also a high chance that the next per-
son he has sex with will have the
virus. The chances that his partner
will have HIV depend on whether she
has done something that puts her at
risk. Some issues to think about are
whether she has had sex in the past,
with whom she had sex (how many
partners she has had, and what their
histories were), whether she used
condoms, whether she has used drugs Talking to your partner could save your life
and shared needles, and whether she and your partner’s!
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has had a blood transfusion. Since it is impossible to tell if people are infected
by looking at them, partners need to talk about these issues before having sex.
Knowing people’s life stories and their risk factors for HIV can help you esti-
mate their chances of having HIV. Talking with your partner could save your
life—and hers!

People who have sex with several partners can lower their risk of getting
HIV by having sex with fewer partners and having sex with people who are
less likely to have HIV. Sex workers who do not always use condoms have a
high risk of having HIV because they have so many partners. Someone who
has had sex with a sex worker without using a condom is at risk of having
HIV. There are many different names for sex workers. It does not matter what
a sex worker is called, or whether the person paid for sex or was the sex
worker’s boyfriend, girlfriend, or spouse. The risk of HIV infection is the
same. People should be encouraged not to visit sex workers or, if they do, to
use condoms or take other precautions. They should ask their sex partners
whether they have ever had sex with a sex worker.

Because sharing needles can spread HIV, partners should be asked whether
they have ever injected drugs like heroin or speed. Asking about a partner’s
drug use, now and in the past, will help a person know if there is a high or low
chance that the partner has HIV.

If two people choose to have sex only with each other, they are choosing to
be monogamous. If neither partner already has HIV, being monogamous
helps keep them both safe from HIV. They can stay safe by not having unsafe
sex or sharing needles outside the relationship and not receiving transfusions
of blood unless it has been tested for HIV. If they take these precautions, they
can be sure of never getting HIV. They are an “HIV-sheltered” couple.

If neither partner has ever had sex, shared needles, or had a blood transfu-
sion, then there is no chance that
either person has HIV. However, if
just one of these things is not true for
either partner, there is a chance that
he could have HIV, and he should be
tested. Since many people have had
sex by the time they choose to build a
monogamous relationship, in order
to be sure that a negative HIV test
really means that there is no virus, a
month must pass after the last chance
of getting HIV (see Chapter 7,

“HIV testing”). Until this has hap-
pened and they can be sure the test is

Let's use condoms
until we botin
nave tested

negaﬁ\/e fo« HIV
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accurate, even partners in a monogamous relationship should use condoms
and take other precautions. To become an HIV-sheltered couple, most people
will need to be tested. After the second test, two people without HIV who only
have sex with each other could have sex without condoms forever and be sure
of never getting HIV from sex.

Sometimes people who think of themselves as monogamous have sex with
people outside their “monogamous” relationship. When this happens, even if
both partners tested negative for HIV in the past, they are no longer an HIV-
sheltered couple. This is why it is very important for people to tell their part-
ners if they have sex outside the relationship. People in a polygamous relation-
ship (having more than one sexual partner) can also be sheltered from HIV as
long as all of the partners do not have HIV and do not have unsafe sex outside
the relationship or engage in other risky behavior.

Encourage people to talk with their partners about which sexual practices
have no risk, low risk, or a high risk of spreading HIV. People can practice
safer acts like kissing, rubbing, and oral sex rather than vaginal or anal sex.
This is especially important when one of the partners has HIV or is at a high
risk of having HIV.

When one person in a faithful couple is infected with HIV

Sometimes one person in a committed couple has HIV,and the partner does
not.This is surprisingly common.Counseling people in a couple like this
(sometimes called a discordant couple) can be difficult. One or both people in
the couple may not believe the results of the tests—especially if they have
been together and faithful for some time. Or the person who does not have
HIV may blame the other for bringing HIV into the relationship. People may be
afraid to be tested because this situation is so uncomfortable for most
couples.Support from a counselor, friends, and family can help a discordant
couple deal with the challenge of having HIV.

Discordant couples often question how it is possible for one of them to
have HIV and the other not. Many things may be part of the answer—how
much virus the HIV-infected person has, what kind of sex the couple has—but
the main answer is chance.Chance means it is possible to get HIV the first
time you have sex with an infected person and it is possible to have sex many
times with that person and not get infected.

In a discordant couple the strategy of “being faithful”is not much help for
preventing the spread of HIV.But it can be challenging to encourage people
in a faithful, monogamous relationship (or in committed polygamous rela-
tionships) to use condoms or to practice abstinence or safer sex. Sometimes a
couple may also believe marriage means each person is meant to share the
fate of the other—even HIV—and there is no point trying to avoid it. Discor-
dant couples can form support groups to discuss these issues.People in a
support group can sometimes convince others that having sex in ways that
protect the uninfected partner, like using condoms, is possible and worth-
while.
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STD treatment helps stop HIV from spreading

A group of health workers and researchers in Mwanza, Tanzania studied
twelve villages near Lake Victoria to find out whether treating people with
STDs would help stop the spread of HIV.In six villages, health workers at local
clinics received special training and drugs for the treatment of STDs.In the
other six villages, normal STD programs were continued. At the end of the pro-
ject, the villages with the supported STD treatment programs had 40% fewer
new cases of HIV infection!
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Get tested and treated for sexually transmitted diseases

HIV is spread through sex. People get other sexually transmitted diseases
(STDs) like syphilis, gonorrhea, herpes, chlamydia, and chancroid the same
way. This means people at risk for HIV are also at risk for these diseases. If
someone has an STD, it greatly increases her risk of getting or spreading HIV.
This is because these diseases cause sores and inflammation. The good news is
that syphilis, gonorrhea, chlamydia, and chancroid can all be treated. To stop
the spread of these diseases and to greatly lower the chance of getting HIV or
giving it to someone else, people should be tested for STDs and treated.

Have safer types of sex

Some types of sex have no chance of spreading HIV; others have a high
chance. Understanding the difference can help people choose safer types of
sex. People can be encouraged to have oral sex instead of vaginal sex, or to
touch each other with their hands instead of having oral sex. Making these
choices will lower a person’s risk of getting HIV.
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Use condoms or other barriers during sex

A condom is a soft rubber shield that is placed over a man’s penis. It acts like a
bag that keeps semen from entering a sexual partner’s body. It can be used
during vaginal sex, anal sex, or oral sex. Condoms do two things at the same
time—they prevent pregnancy and they prevent the spread of HIV and other
STDs such as gonorrhea, syphilis, chancroid, and chlamydia.

Using condoms is important but does not guarantee absolute safety. If a
condom breaks or slides off the penis, it may not prevent pregnancy, HIV, or
another STD. Learning to use a condom correctly helps avoid this problem.

A condom that has been in a pocket for months may not work well because
age and heat will make it break more easily. Any condom package should be
opened carefully to avoid tearing the condom. Many condoms come with
lubricants already inside; these can help sex with a condom feel better and
they can help keep the condom from breaking. Oil-based lubricants like
petroleum jelly or vegetable oil should not be used with condoms because
they weaken and break them.

The“female” condom

Recently,a new type of condom was
made:the“female”condom.A
woman puts the female condom
inside her vagina before she has sex.
The advantage to a female condom
is that a woman can use it without
having to ask a man to put a condom
on his penis.The female condom pre-
vents the spread of HIV and other
STDs, and pregnancy, just as well as
the usual male condom.The problem
with itis that it is expensive and not
available in many places. Female condom

Learning to use a condom takes practice, but once a person knows how,
putting on a condom is easy. If a man has never used a condom before, he
should practice putting one on alone. Rolling a condom onto your fingers, a
piece of wood, or a banana is a good way to show a group of people how to use
a condom. But, make sure they understand that the condom goes on the penis
and not on the fingers! Helping a sexual partner put on the condom can make
condom use part of sex. Some people are so skilled at putting on condoms that
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How 1o use & condom

. carefully open and L. Use He Condom
(emove the condom when the penisis hard

3. press air ovt of the 4 Unroll the Condom o
Tip of the condom the base of the penis

their partners never notice. Some people are able to use just their mouths to
put a condom on another person.

Condoms should be put on when a man’s penis is hard. A condom comes
rolled up in a ring and should be unrolled directly onto the penis—do not
unroll it first and then try to slide it on. Always press air out of the tip and
leave some space there to catch the sperm. This will help prevent the condom

Selling condoms in Kenya

In 1997, the Kenyan Department of
Public Health set up condom-selling
machines in the Isiolo district to help
stop the spread of HIV.The condom
machines were placed in public
places such as bars, hotels,and lodg-
ing houses.The hope is that making
condoms easier to buy will mean
more people will use them.
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from breaking. If the condom does not fit down to the base of the penis, the
man should be careful not to put the penis into his partner’s body beyond the
base of the condom, or it may come off inside his partner. A condom should
also be taken off correctly. After a man ejaculates, he should hold on to the
base of the condom before gently pulling out from his partner. This avoids
spilling sperm or losing the condom inside his partner. Condoms should
never be used more than once.

Condoms are usually sold in pharmacies. No doctor’s prescription is
needed to buy them. Often condoms can be found in other places like
clinics, restaurants, bars, and hotels. Sometimes they can be bought from
vending machines. Help people find the cheapest place to buy condoms.
Many organizations now try to sell condoms at a low price or give them
away for free in countries where they are not made; if there are health or
HIV-related organizations in your area, ask if they can supply condoms.

Microbicides and spermicides

Chemicals that kill sperm are called spermicides. Sometimes condoms are
coated with spermicides to increase their protection against pregnancy.
Scientists are trying to develop a microbicide — a chemical that will pro-
tect against the HIV microbe — but as of 2005, they have not been suc-
cessful.Several years ago, researchers thought that a microbicide called
nonoxynol-9 might provide that protection, but in fact nonoxynol-9 can
irritate the soft skin inside the vagina or anus so much that it should not
be used.

When people ask you about condoms, bring up questions like “Who is
responsible for making sure a condom is used during sex? How can you
tell your partner that you want to use a condom during sex? What if your
partner refuses to use a condom? Is sex without a condom so much better
it is worth dying for?”

Remember to talk about con-
doms with men and women.
Condoms are the most

common barrier used to
prevent the spread of HIV.
However, people also use

Put them on and take them off properly

Do not store them in the sun, a pants
pocket, or a wallet

Do not use condoms that have passed
their expiration date

plastic wrap or latex sheets as
Use latex condoms; they prevent the

a barrier durmg oral sex. spread of HIV better than ones made
Even though oral sex already from lambskin

has a low risk of spreading
HIV, the risk is not zero.

Use condoms with lubricant
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Therefore, some couples, especially those where one partner is known to
have HIV, use a barrier during oral sex to make sure that they do not
spread the virus.

Does taking contraceptive (birth control) pills or having a contraceptive
implanted under the skin (Norplant) prevent HIV infection? Studies of
women in Africa showed that if women took “the pill” they were more likely to
get HIV. This was probably because women taking the pill to prevent preg-
nancy were less likely to use condoms. If a woman is using the pill to prevent
pregnancy, do not forget to remind her that it does not protect against HIV or
other STDs. She should still practice safer sex!

Have sex less often

Whenever people have unsafe sex they risk spreading HIV. Decreasing the
number of times people have sex decreases their risk of getting or giving HIV.

Women in Brazil hold a“sex strike”

In Palestina, a small town in Brazil, women became concerned about HIV.They
thought that men in the town were at risk for HIV infection because they had
multiple partners.The women decided to have a“sex strike”to stop the spread
of HIV.The women stopped having sex with their husbands and boyfriends
until their partners were tested for HIV.

Counseling about sexual behavior
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For example, if a person has vaginal sex twenty times a month with someone
with HIV, he has a higher chance of getting HIV than if he has vaginal sex four
times a month.

It is hard for people to stop having sex, but it may be possible for them to
lower the number of times they have sex, or to lower the number of times they
have unsafe sex. If a woman’s husband has many outside partners, you can
suggest that she ask her husband to use condoms. She can also reduce the
amount of sex that she has with her husband. This way, if he does get HIV, she
will have less of a chance of becoming infected herself. If people change parts
of their sexual behavior, such as how often and what type of sex they have,
they can lower their risk of getting HIV. In fact, people can have sex as many
times as they want without spreading HIV as long as the sexual acts are safe.
Knowing this may make changing sexual behavior easier.

Will 1 get HIV by having sex?

Answering these questions can help people understand their risk of getting
HIV.

1. What is the chance that my sexual partner has HIV?
Does he come from a community with a lot of HIV?

What has been his risk of getting HIV over the past ten years? (Has he had
many sexual partners? Has he had unsafe sex? Has he injected drugs and
shared needles? Has he had a blood transfusion?)

What are the chances that his past sexual partners had HIV? (Did they
have many sexual partners? Did they inject drugs? Were any of them sex
workers?)

2. Do | or my sexual partner have a sexually transmitted disease? Syphilis, her-
pes, chancroid,gonorrhea, chlamydia, and other STDs increase the chance
that HIV will be spread.

Have | had pain when | urinate, or have | had pus come from the head of my
penis or from my vagina?
Do | have a sore on my vagina, penis, or anus?

Does my partner have a sore on her vagina? On his penis?

3. What type of sex am | having with my partner? Anal and vaginal sex have a
higher risk of spreading HIV than oral sex.Touching and dry kissing have
no risk.

4. Do my partner and | use any barrier protection? Condoms, plastic,and latex
wraps can be used to prevent the exchange of body fluids.

5. How many times have | had sex with my partner? The more frequently
someone has sex with a person who has HIV, the greater the chance that
HIV will be spread.
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Other factors that affect the spread of HIV

People who have HIV do not seem to have the same amount of virus in their
body fluids at all times. Health workers believe that people who are in the very
early or very late stages of HIV infection—people who have just been infected
and people who are sick with AIDS—are more likely to spread the virus than
those who have HIV but no symptoms. Unfortunately, there is no easy
method for finding out how much HIV is in a person’s body fluids. All people
with HIV; and all people whose partners may have HIV, should always take
care not to spread the virus.

Answering Olga’s questions

“Can 1 get AIDS from cleaning the rooms of German and American visitors?
Should my husband and I use condoms to avoid giving each other AIDS?”

Olga is worried about AIDS but does not understand how AIDS is spread.
You can help Olga by explaining that HIV is only spread by having body
fluids such as blood, semen, or vaginal fluid enter the body. This means that
she cannot get AIDS from cleaning the rooms of foreigners, even if they have
AIDS. If neither Olga nor her husband has HIV, and if they only have sex
with each other, then they do not need to use condoms during sex. They are
considered an HIV-sheltered couple. You can tell Olga and her husband that
they can avoid HIV in the future by not having sex with other people, by not
sharing needles, and by not getting transfusions of blood that has not been
tested for HIV.
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Answering Clarence’s question:

(larence’s story

Clarence is a “train doctor” in Ghana. He makes the trip from Accra to Kumasi
almost every day. The people on the train rarely get to see a doctor and they
ask Clarence about all kinds of health problems. He gives advice and sells
soaps, vitamins, and injections to treat fevers. Many of the people riding the
train have asked him if he has a cure for AIDS. He believes that one of his
injections of vitamins and penicillin prevents AIDS. Clarence has heard about
dirty needles spreading HIV and cleans his needles with coconut juice. He
also uses a different needle for each train car. Clarence tries to buy clean nee-
dles once a month, but they are expensive and sometimes hard to get. When



he hears that you are teaching people about AIDS, he asks, “Can you help me
sell my AIDS medicine? Can I catch AIDS from people on the train? Does
coconut juice kill AIDS?”

How HIV is spread

In most cases, people have become infected with HIV by having sex. However,
there are other ways that HIV can be spread: by dirty needles and instru-
ments, by transfusions of HIV-infected blood, and from a mother to her baby.
In this chapter we discuss these other ways that HIV is spread.

HIV, alcohol,and drug use

Alcohol and drug use make it more likely that a person will get or spread HIV.
This is not because HIV is in alcohol or drugs—it is not—but because people
taking drugs or drinking alcohol do not think clearly and are more likely to do
things that put them at risk for getting HIV. The most common way is by hav-
ing unsafe sex.

Many people drink alcohol. Some people drink so much alcohol that it
harms them. They are called “alcoholics.” Drinking alcohol damages their
bodies; it also changes the way they act, which can damage their relationships
with other people and their ability to work. Other people almost never drink
alcohol. When it comes to getting or spreading HIV, what matters is that

CAGE questions

Some people do not know that they have a problem with alcohol. If you ask
someone whether she is an alcoholic,you may not hear the truth.Here are
some other questions you can ask instead.These are known as the CAGE
questions.If someone answers “yes”to two or more of these questions, she
probably has a problem with alcohol.

C Have you ever tried to Cut down (lower) the amount of alcohol that
you drink?

A Do you get Annoyed when people talk to you about your drinking?

G Have you ever felt Guilty about your drinking?

E Have you ever needed an“Eye-opener” (a drink) when you woke up in
the morning to steady your nerves or prevent a headache?
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drinking alcohol causes people to make bad decisions. For example, going to a
bar to drink may lead a man to spend his money on alcohol when his children
are hungry at home. After having a few drinks, he may decide to visit a sex
worker—even if he knows she might have HIV.

Just like people who drink alcohol, people who use drugs are also at risk of
getting HIV. People who use drugs may trade sex for drugs or money. They
may want drugs so badly they have unsafe sex. Drug use is also dangerous
because HIV can be spread by needles that have been used by someone else to
inject drugs. A person using a dirty needle puts a little of someone else’s blood
into herself. If HIV is in the blood, she could get infected.

In some countries, it is against the law for people to have needles or
syringes unless a doctor has prescribed them. People who use drugs like

Millions of people use drugs worldwide

Between 5 and 10% of the people in
the world have alcohol-related dis-
ease.Two million people die each
year from alcohol use. About 144 mil-
lion people, almost 2.5% of the
world’s population, smoke marijuana
or hashish. About 14 million people
use cocaine, 9 million use heroin,and
29 million take amphetamine-like
drugs (“speed”).

Sharing needles spreads HIV.
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Drug injection and HIV

Intravenous (IV) needles are used to draw blood and to give fluids and medi-
cines.Injectionists, traditional healers, doctors,and nurses all use intravenous
needles.

These needles can also be used to inject illegal drugs. People who give
themselves drugs in this way are called drug injectors, injection drug users
(IDU), or intravenous drug users (IVDU).HIV is spread by drug use all over the
world.In some places 50% or more of all people who inject drugs have HIV.

Drug injectors can give HIV not only to other drug users, but also to their
sexual partners.If a woman becomes pregnant she may give HIV to her baby.
The spread of HIV among people who share needles is a problem for the drug
injector, her or his sexual partner,and their children.

A person who has shared needles can spread HIV to his partner and their baby.

heroin or amphetamines often buy needles illegally or rent them from some-
one else. In New York City in the United States, people inject drugs in “shoot-
ing galleries,” where people rent used needles. These needles have been used
by many different people. The more people share needles, the more likely it is
they will become infected with HIV.

How can drug injectors avoid HIV?

Injecting drugs does not directly cause AIDS; sharing needles with other
people is what causes the spread of HIV from person to person. This is why
people should avoid sharing needles, cookers (equipment used to prepare
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drugs for injection), cotton, or anything used to inject drugs. Drug injectors
can lower their risk of getting HIV in three ways:

1. Stop injecting drugs. It is often hard
to stop using drugs because they DRUG TREATMENT CENTER
are addictive. People who are
addicted will become sick if they
do not have drugs. Although it is
very difficult for drug injectors to
quit using drugs, it is not impossi-
ble. You can help them. Find out if
programs are available in your

community for people who want
to stop using drugs. Learn how
people can join these programs.
Get to know the people who work
in the programs. There may be clinics that give methadone to drug injec-
tors. Methadone is a drug like morphine and heroin, but it is taken by
mouth and therefore does not spread HIV. Methadone gives people less of

a “high” than heroin, but it lasts for 24 hours. This means people do not
need a new “fix” every few hours. Since methadone is legal, they do not
need to steal or have sex in order to pay for drugs.

2. Use new needles. If a drug user is unable to quit using drugs, he can avoid
HIV by using only clean, new ones. Teach drug users that dirty needles
spread HIV. If your community has a needle-exchange program, tell drug
users that they can get clean needles for free by bringing in old ones. You
might think that such a program would increase the number of people
who use drugs. But in communities that have needle-exchange programs,
the number of people who inject drugs has not increased—and the num-
ber of drug injectors who get HIV has decreased. (Also, people who use
new, clean needles get fewer skin infections.)

3. Use clean needles. Sometimes getting new needles is difficult or expensive.
In these situations, people can learn how to clean their needles. Everyone
who shares needles should clean them between users. The most common
way to clean needles is with bleach (Cloro, Clorox, etc.). Bleach kills HIV,
but do not drink it or inject it, because it can hurt or kill people when in-
side the body. Because of this, after cleaning the needles with bleach, use
clean water to wash away the bleach. People can also clean needles by boil-
ing them in water for 30 minutes. (Also see the box on “How to clean
needles and other instruments” later in this chapter.)
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HIV and blood transfusions

Blood or blood products (such as serum or plasma) can save a person’s life.
However, they can also be dangerous. If blood and blood products have not
been carefully “screened,” or tested, a person could get several diseases, includ-
ing AIDS, from them. The chances of getting HIV from blood that has not
been tested depend on how many blood donors—people who give blood—
have HIV. For example, in a city where 25% of the donors have HIV and
screening is not available, HIV is in one of every four units of blood. HIV has
been found in all parts of blood. This means that packed red blood cells,
serum, plasma, and clotting factors can all contain HIV. Even in places where
blood is screened carefully, there is still a very small chance that it contains
HIV, viruses that cause hepatitis or malaria, or other organisms.

Many countries in the world are taking special care to keep their blood sup-
ply free of HIV. They do this first by screening donors and second by testing
blood. Blood banks collect and store blood for later use. To reduce the chance
that the blood contains HIV or other organisms, blood banks screen donors
by asking people about their sexual and drug-use practices. People with a high
risk of having HIV are then asked not to give blood. This lowers the chance
that the blood supply will have HIV. Unfortunately, in areas where many peo-
ple have HIV it is difficult to find donors.

Sample blood bank questionnaire

These are some questions that blood banks, clinics,and hospitals can use to
screen their donors and find out who has a high risk of having HIV. A“yes”
answer to even one of the questions means that the blood should not be
used.

Do you have AIDS or have you had a positive test for HIV (the AIDS virus)?

Have you had sex with someone who has AIDS or who has had a positive
HIV test?

Have you ever received money or drugs in exchange for sex?
Have you had sex with a sex worker?

Have you ever injected illegal drugs like heroin or speed?

Have you had sex with someone who has injected illegal drugs?
Have you ever received a blood transfusion?

Are you a man who has had sex with another man?

Do you feel ill today?
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People who are paid to give blood are more likely to have HIV than people
who give blood for free. This is because people who want money for donating
blood may not tell the truth about their risk of having HIV. They may also be
more likely to have used drugs, to have exchanged sex for money, or to have
had sex with someone who had HIV. People should never be paid for donat-
ing blood.

In addition to questioning donors, blood banks should test donated blood
for HIV. Blood that has HIV should be thrown away. The HIV test is very
accurate except during the few weeks between when people get the virus and
when their bodies begin to produce antibodies. During this time, a person can
test negative even though she has the virus. (For more about HIV testing, see
Chapters 7 and 8.) In areas where donors are screened and blood is tested, the
number of people who get HIV from blood transfusions has gone down.

The risks and benefits of giving a patient a blood transfusion should be
carefully weighed. “Topping oft,” or giving a person extra blood to make him
feel better, is a bad idea. No matter how well the blood is screened, there is still
a very small chance of getting HIV. Before giving a transfusion, doctors should
think very carefully about whether the person truly needs blood. Most hospi-
tals now give blood to people less often than they did ten years ago. Some-
times a transfusion is needed to save a person’s life, and in that case the bene-
fits of receiving blood outweigh the risks of getting HIV. Learn how blood is
screened in your area and ask what the chance is that a unit of blood has HIV.

Of course, there is no risk of getting HIV from givingblood as long as clean
needles are used. You can encourage people who do not have HIV to donate
blood. This adds to the blood supply and prevents the spread of HIV.

The blood supply in India

In India, most blood banks were not testing blood for HIV or other viruses.
Then it was found that many blood donors had HIV.In 1996, the Indian gov-
ernment wrote new laws to try to make the blood supply safer.The new laws
said that blood banks had to have licenses and had to test donated blood.The
new laws also said that blood banks could not pay donors for their blood, so
that people at high risk for infections would not give blood to get money.

There are ways to reduce the risks of getting HIV from a transfusion. One
way is to have a person give her own blood a few weeks before an operation.
Then her blood will be available if a transfusion is needed. This is the safest
way to get a transfusion. But often there is not enough time or space in the
blood bank for a pre-donation.
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HIV in the clinic

How to reduce the risk of spreading HIV through blood transfusions

Choosing donors

Teach health care workers about the risk of spreading HIV through blood
transfusions.

Use a questionnaire to screen out high-risk donors.
Use blood from donors who give it for free, not from donors who are paid.
Use a person’s own blood when possible.

Use donors with a low risk of having HIV.

Screening donated blood
Test all blood donations for HIV.

If all blood cannot be tested, other screening options can be used. For
example, samples from ten donations can be pooled (combined) and
tested.If the test is positive, the ten donations can then be individually
tested, or all ten can be thrown away. A negative test means that all ten
are safe.

Medical practices
Do not give transfusions unless absolutely necessary.
When possible, use blood expanders such as saline instead of blood.

Heat-treat blood products like plasma and clotting factors in order to
kill HIV.

People often believe that getting blood from a family member is safer than
getting blood from an unknown (anonymous) donor. However, this is usually
not true, because family members may be more likely to cover up that they are
at a high risk of having HIV. For example, a woman may be embarrassed to
tell her family that she had sex with someone outside of her marriage.

HIV can be spread in the clinic by
needles and instruments (scalpels,
forceps, scissors, specula, etc.) that
have been used to give people
medicine, draw blood, perform an
examination, or perform surgery.
Especially in an area where many
people have HIV, the virus can
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How to clean needles and other instruments

Heat methods Time needed
Boiling 30 minutes
Steam 30 minutes
Dry-heat oven, 77°C or 170°F 30 minutes

The following chemicals can be used to clean needles and other instruments.
The instruments should be rinsed with water and then soaked for at least 30
minutes in one of these solutions.Instruments should be placed in a clean
area and allowed to dry before use.

Chemicals that inactivate HIV Concentration
Sodium hypochloride (bleach) 0.5%
Sodium hydroxide 30mM
Glutaraldehyde 2%
Formalin 4%
Paraformaldehyde 1%
Hydrogen peroxide 6%
Ethyl peroxide 1%
Lysol (household cleaner) 1%
NP-40 detergent 1%
Chlorhexidine gluconate/ethanol 4/25%
Ammonia 1:1 (@mmonia to water)
Isopropyl alcohol 50%
Chloramine 2%
Ethanol 70%
Polyvidone iodine 2.5%

None of these works inside a person’s body!

spread quickly if needles and instruments are used on more than one patient.
However, most health workers know that HIV can be spread in this way, so
they either do not use needles a second time or they clean all needles and
instruments before using them on another patient. If simple measures are
taken, spread of HIV in hospitals and clinics should be rare.
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Avoiding HIV in the clinic

When people ask your advice about how to avoid getting HIV when they visit
the doctor or other health care worker, you can tell them to:
Ask for new or sterilized instruments.

Go to health care workers who clean needles using the methods described
in this chapter (not, for example, with coconut juice).

Ask the doctor or health care worker if it is possible to take pills instead of
injections.
Use sterilized instruments if you are piercing your ears or getting a tattoo.

Ask health care workers to use new, clean gloves when doing procedures
that may spill body fluids.

How can health workers avoid getting or spreading HIV on the job?

People who take care of people with HIV often worry about getting the virus
from patients. Procedures such as giving injections, drawing blood, doing
pelvic examinations (examining a woman’s vagina and cervix), and perform-
ing surgery usually involve some contact with body fluids. However, if normal
safety measures are followed, there should be very little risk of getting HIV for
the health care worker or the patient. (The box called “Are you at risk” gives
some questions that can help health care workers find out their risk of getting
or spreading HIV in the clinic.)

Are you atrisk for getting HIV at work?

How much contact do you have with body fluids?

What are you doing now to prevent contact with body fluids?
Do you protect yourself all the time or only sometimes?

How do you clean instruments? Do you sterilize them?

Do you reuse syringes or do you throw them away?

Do you have a safe place to put sharp, dirty instruments?

Are clean gloves available?

If the workplace is unsafe, how can you make it safer?

A pelvic examination with a dirty instrument can give a woman HIV. Clean
instruments and gloves should be used by people at all times when in contact
with body fluid (during pelvic examinations, when using a needle to draw
blood, and during surgery). It is best if gloves are used once and then thrown
out. Some rubber gloves are made to be reused; these gloves should be steril-

The spread of HIV by ways other than sex



Chances of getting HIV after being injured by a needle

Itis very rare to get HIV after being stuck by a needle—about 1 in 300 people
who are stuck by a needle that has been used on a person with HIV will
become infected.There are some things that increase the chance that a per-
son will get HIV from a needle injury:

if the injury is deep and in a muscle

if there was patient’s blood in the needle

if the patient has AIDS (this may mean there is more virus in the patient’s
blood than if she just had HIV)

ized after each use in one of the solutions listed in the box “How to kill HIV
If no gloves are available, then health workers should carefully wash their
hands immediately after contact with each patient. They should also keep
their fingernails short and cover any open sores on their hands with water-
proof plaster, tape, or bandages. Tables and floors should be washed with a
bleach solution every day and after each examination or procedure. People
doing this job should wear gloves, because they may touch body fluids. If you
only have dirty instruments, think about whether the risk of spreading HIV is
greater than the benefit of the examination or procedure. It may be better not
to treat the patient.

Needles that are thrown away with
paper waste or linens can cause
injuries. Needles and other sharp
instruments should be thrown away
in a special box called a “sharps box”
or “sharps container.” The box should
be made of a material that is thick
and strong enough that the needles
and other instruments cannot pierce
it. You can buy sharps containers that

are made of plastic, or you can use a
strong cardboard box with a small
hole in the top. Label all sharps containers so people do not open them by
mistake and hurt themselves. Whoever uses a needle should drop it in the
sharps container immediately after using it. Needles should not be left lying
around—needles and other sharp instruments that are hidden on trays clut-
tered with cotton swabs and papers can be deadly. And do not put the cap
back on a needle; many injuries have happened this way.
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How to prevent injuries when using needles, scalpels, and other sharp instruments

In the clinic

Do not
put caps back on needles
bend or break needles
Do
remove used needles from your work area
put needles and other sharp instruments in “sharps boxes” after using them
keep sharps boxes near where work is being done

wear gloves when using a needle to draw blood (if you stick yourself after draw-
ing blood from a patient, the glove will clean some of the patient’s blood off the
needle before the needle punctures your skin)

use protective barriers such as gloves, gowns, masks,and eyewear (glasses or
safety glasses) when a lot of contact with body fluids is expected

wash hands immediately if they have body fluid on them, and also wash them
after seeing each patient

In surgery

Pass sharp instruments back into a tray and not into an open hand

Always say “needle back” or“sharps back” when passing these instruments back
Bandage all cuts and nicks on hands before putting on gloves

Wear a double pair of gloves

If blood or other body fluid gets under a glove, take off gloves immediately, scrub
hands, and put on new, clean gloves

Think safety!

If someone is cut with a dirty instrument or needle, she should clean the
wound immediately with soap and water. If a person is stuck by a needle that
has HIV-infected blood on it, her chance of becoming infected with HIV is
about 1 in 300. This is high enough to mean that everyone should take pre-
cautions very seriously, but low enough that spread of HIV in the health care
setting remains rare.

HIV outside the clinic

People use needles for injecting medicines outside of the clinic or hospital.
For example, people with diabetes inject medicine at home. In Ivory Coast,
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Tattooing, body piercing, scarification, and circumcision

All over the world people get tattoos and scars. If the needles, razor blades, or
knives used to make the marks are not clean, HIV can be spread from one per-
son to another.In some parts of the world people pierce parts of their bodies
and put in pieces of jewelry.HIV can spread if the piercing instruments used
are not cleaned properly.HIV can also be spread through the use of acupunc-
ture needles if they are not sterilized before reuse.

In some parts of the world, people circumcise boys and girls before they
reach adulthood. Circumcision for a boy means that the foreskin is cut off of
the tip of the penis.”Circumcision” or “genital mutilation”for a girl means that
the clitoris and/or vaginal lips are cut off. Sometimes the vagina is sewn up.
Circumcisions are performed either in the hospital or clinic, or in the commu-
nity. If instruments are not cleaned, HIV can be spread.

people travel from village to village selling injections and medicines. In Mex-
ico, some people have small stores where they inject vitamins and antibiotics
and other medicines. These people are known as “injectionists.” You can talk
with injectionists and see what they know about HIV and the problems with
using dirty needles. Talk with them about ways to clean needles.

Mothers, babies, and HIV

HIV can pass from a mother to her baby during pregnancy, birth, or breast-
feeding. Without antiretroviral medicines or other prevention, about one of
every three babies born to women with HIV is infected with the virus during
the pregnancy or birth. The chance of a mother passing the virus on to her
baby can be reduced greatly if she takes antiretroviral medicines throughout
the last 3 months of her pregnancy or during birth. See the section “Medicines
for HIV” in the appendix to learn how to give these medicines.

The best way to prevent the spread of HIV to children is to protect mothers
from getting HIV in the first place. See Chapter 5 and Chapter 12 for how to
help women and their partners prevent the spread of HIV.

If a woman already has HIV and does not want to become pregnant or risk
giving birth to a child with HIV, she can use contraceptives (birth control) to
prevent pregnancy. Some common contraceptives are condoms, contraceptive
pills, injections (Depo-Provera), diaphragms, intrauterine devices (IUDs),
and implants. Condoms are the only of these methods that can prevent the
spread of HIV too. Some couples have sex only around the time of the
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woman’s period because she is much less likely to get pregnant at that time.
This does not work well unless the couple keeps very careful track of which
days the woman can become pregnant. Couples can also avoid pregnancy by
having oral sex or by touching each other in sexual ways instead of having sex-
ual intercourse.

If a woman with HIV does become pregnant, she may think about having
an abortion. Performed correctly, abortions are safe procedures. However, in
some communities abortion is illegal and some communities do not have the
means to do safe abortions. Having children may be so important to the
woman or her family that she may choose to have children even though there
is a risk of passing HIV. This is a complicated decision and many people
including the woman’s family and community will have opinions about what
she should do.

When a woman with HIV gives birth, it is difficult to know whether the
baby has HIV. All babies born to mothers with HIV have HIV antibodies in
their blood because these antibodies are transmitted from the mother to the
baby during pregnancy. HIV tests check for HIV antibodies, so all babies of
HIV positive mothers test positive. This does not mean that all the babies have
HIV. After 15-18 months, the mother’s antibodies will all have left the baby’s
body and the baby’s HIV test will be accurate. Many babies that have HIV will
become sick in the first year or two of life. Some, however, grow to be chil-
dren, living many years with HIV.

Breastfeeding and HIV

Breast milk is the best food for young babies. It is more nutritious, safer, and
cheaper than bottled milk or baby formula. Breast milk also protects the baby
against disease. Babies who are breastfed have a better chance of staying
healthy and living longer.

Unfortunately, mothers with HIV can pass the infection
to their babies through breast milk. No one knows
why HIV is passed to some babies and not others,
but HIV probably passes more easily during
breastfeeding when:

+ the mother recently became infected with HIV.
the mother is very sick with AIDS.

+ the mother gives formula, teas, or
other fluids along with breast milk.
the mother has cracked nipples or a
breast infection.

+ the baby has thrush in her mouth.

The spread of HIV by ways other than sex



For most mothers, even mothers with HIV, breastfeeding is the safest way to
feed their babies. That is because in most places formula and other milks
cause many babies to get sick or die from diarrhea or hunger. Many more
babies die from taking formula than get sick or die from HIV passed through
breastfeeding. If a mother with HIV chooses to breastfeed, here are some
things that may make it safer:

Give only breast milk for the first 6 months. Babies who
have breast milk and formula, teas, or other foods or
drinks are more likely to become infected than babies
who drink only breast milk. Any other foods or
liquids will irritate the baby’s intestines.

+ Stop breastfeeding completely after

6 months.

+ Position the baby correctly to avoid
cracked nipples.
Treat thrush, cracked nipples, and breast
infections right away.

+ Do not feed the baby from a breast that has mastitis or an
abscess—instead, remove the milk and throw it away.

A woman who is being treated with medicines for HIV is less likely to pass the
disease while breastfeeding.

A baby that is fed only formula has no chance of getting HIV from breast
milk. So if formula can be given safely, it is the best option. But it is only safe
when the family has enough money to afford enough formula, clean water to
mix the formula with, and fuel to boil and sterilize bottles.

Families who give formula must follow the directions on the package —
exactly. Do not thin the formula by adding extra water or by using less milk or
powder. Dirty bottles and nipples or watered-down formula can kill a baby.

Misunderstandings about HIV

Many people worry about getting HIV. For example, in one town in the
United States, parents banded together to stop a nine-year-old child with HIV
from going to school because they thought their children could get HIV in
school. We know there is no risk to children who go to school with another
child who has HIV; but whenever a new disease is found, fear and a lack of
information will cause some people to have false ideas about the disease.

The spread of HIV by ways other than sex 7



People who are ill should be cared for with kindness. This is true whether
someone has cancer, diabetes, or AIDS. In the past, people with cancer were
sometimes treated unfairly. Even though cancer is not spread from person to
person, some people lost their jobs and their friends when it was known that
they had cancer. People with cancer had these difficulties for social reasons, not
biological ones. This is also the case with HIV. Even though it is an infectious
disease, HIV can spread from person to person in only a few ways. We must all
take care not to let fear of HIV and AIDS make us treat people unfairly.

Answering Clarence’s questions

“Can you help me sell my AIDS medicine? Can I catch AIDS from people on the
train? Does coconut juice kill AIDS?”

Clarence has some important questions about AIDS. He knows a little
about AIDS, but he also has some false information. Because he treats so
many people on the train, it is important for him to understand how HIV is
spread. He needs to understand that HIV can be spread from person to per-
son through dirty needles. Clarence thinks that he can stop people from get-
ting AIDS with an injection of penicillin and vitamins. This is a dangerous
idea. If people believe Clarence, they will think they can have unsafe sex or
share needles with someone with HIV and still not get the virus. There is no
injection that will stop someone from getting HIV. You might try talking
about this with Clarence. Over time, he could help you teach people on the
train about HIV.

Cleaning needles with coconut juice does not get rid of HIV. It is best to
use a new needle for each injection. However, using bleach to carefully clean
needles and syringes will also work. If there is no bleach, needles and syringes
should be cleaned with alcohol after each person, not each train car.

The only way Clarence could get HIV from someone on the train is if he
sticks himself with a dirty needle. You can explain to him that using gloves,
not putting caps back on needles, and putting dirty needles in a sharps con-
tainer will help protect him from HIV.

The spread of HIV by ways other than sex
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Answering Jean-Patrice’s questions

Jean-Patrice’s story

Jean-Patrice is nineteen years old and lives in Cayenne, the capital of French
Guiana. He moved to Cayenne six months ago from his village in the
southern rainforest, where he was a farmer. Now he works in a hotel near the
center of Cayenne. He enjoys living in the city and has had several girlfriends,
but he wants to earn enough money to go back to his village and start a
family. Jean-Patrice has not visited his village since he moved to Cayenne.
Next weekend he will return there to bring medicines to his sick mother.

He is looking forward to spending time with Michelle, his girlfriend in the
village, but he is worried: his doctor warned him that he may have gotten
something from his last girlfriend. A friend of his has AIDS and is now very
sick. Jean-Patrice comes to your clinic and asks, “Can I get tested for AIDS?
How good is the test? If I am negative, does that mean I am immune?”
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The HIV test

The HIV test will tell if the HIV virus is in a person’s body. It does not tell
that a person has AIDS. It is important to know if a person is infected with
HIV so:

1. People who know they are infected can begin to take more care with
nutrition, clean water, and other ways of staying healthy right away. They
may also start taking certain medicines. These steps will keep people with
HIV healthier for longer.

2. People who know they are infected can access care and support services
available to people with HIV.

3. People who are infected can protect others and avoid passing the virus.

4. People who are infected can protect themselves so they do not get
re-infected in the future.

People who wait until they are sick to get tested will have more difficulty treat-
ing their sicknesses and living healthy and positive lives.

Types of HIV tests

When a virus, bacteria, or parasite enters a person’s body, the immune system
begins to make antibodies that try to fight off the virus or other invader. The
most common HIV tests—the rapid test, the ELISA (enzyme-linked immuno-
sorbent assay) and the Western Blot—work by looking for antibodies to HIV.

The tests are used millions of times each year. Each has its benefits and
drawbacks; because of this, the tests may be used together.

Not all tests look for antibodies. Some tests look for the virus itself. For
example, one type of test involves trying to grow HIV in the laboratory from
a sample of a person’s blood. If the virus grows from the blood, it means
the person has HIV. This type of test is difficult and expensive, and it does
not always find the virus in people who are infected. Other tests, such as the
nucleic acid test and the polymerase chain reaction (PCR), which look for
HIV RNA or DNA, are also expensive and are rarely used.

The CD4 T-cell count is not an HIV test. It does not check for HIV. This
test counts the number of CD4 T-cells in one microliter of blood. The CD4
cells are white blood cells that are part of the immune system. These cells
help the body find and fight bacteria and viruses. When the immune system
has many CD4 cells it is more able to fight off infection. CD4 cells are also
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Vaccines use antibodies to prevent illness. They help a person make antibod-
ies to fight diseases that she may come into contact with later. For example,
the injected polio vaccine is made of pieces of the polio virus. These pieces
are not harmful to people because they are not the whole virus. When given
this vaccine, a person’s body makes antibodies to the virus. If the person is
infected later with the real polio virus, the antibodies will attach themselves
to the virus and make it easier for the body to get rid of it. Unfortunately, there
is no vaccine for HIV.

attacked and destroyed by HIV. When the number of CD4 cells in the body
decreases, the immune system is less able to fight infections. The CD4 count
measures how strong the immune system is.

How HIV tests work

For a rapid test, a little blood is mixed with a chemical solution. A test stick is
dipped into the mixture. If the blood contains HIV antibodies, a mark on the
stick will indicate that the person has HIV. This test is simple and inexpensive.
They are quite accurate and the results are usually available within an hour.

There are several different types of ELISA tests. We will discuss an ELISA
test that uses beads. Laboratories in your country may use a slightly different
test. However, all ELISA tests are based on the same idea; they look for anti-
bodies, and if you understand how one works you can understand the others.

A small sample of blood is separated into serum (yellow liquid) and red
blood cells. Antibodies are found in the serum.

Serum is placed in a container with a round bead that has bits of HIV
attached to it. If there are antibodies to HIV in the serum, they will recognize
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the HIV and attach themselves to the bead. Then the bead is washed. After
washing, only antibodies to HIV will stick to the bead; antibodies to other
viruses will be washed away.

Special antibodies taken from goat blood are then added. These antibod-
ies attach themselves to any human antibodies that are on the virus-coated
bead. The bead is washed again, and a chemical is added that brings out color
in any goat antibodies that are still attached to the bead. If color appears, it
means there were HIV antibodies in the person’s serum. This is a positive test.
If a person does not have HIV, there would be no human antibodies for the
goat antibodies to attach themselves to. The goat antibodies would have been
washed away and there would be no color. This is a negative test.

ELISA tests are excellent at finding antibodies against HIV. This ability to
detect antibodies is called “sensitivity”; it is a basic quality of any medical test.
The ELISA test for HIV is not too expensive compared to other medical tests
(each test costs US$5—10). Clinics and blood banks usually use the ELISA test
as a first round for testing blood.

Fingerstick and oral swab tests

The most common way to test for HIV is to examine a person’s blood. People
do not like to give blood, however, and collecting it can be expensive.
Because of this there are now accurate tests that use a finger stick to geta
little blood. Also, there is an HIV test has been made that uses a small sample
from the inside of the mouth. This test is painless and is safer than a blood test
because no needles are used. Unfortunately, the test is expensive and may
not be available in your area.

The problem with rapid and ELISA tests is that they can make mistakes.
Because they are so sensitive, they can give a positive result for blood that does
not actually have HIV. This is known as a “false positive.” To avoid this, most
clinics and blood banks run a second test on blood that is positive on rapid
and ELISA tests. They use another ELISA test or a test like the Western blot.
The Western blot also looks for antibodies to HIV; it is not as sensitive, but it is
able to look more closely at what kind of antibodies are present. It will almost
never show a blood sample to be positive if it does not contain antibodies to
HIV. Thus, when a Western blot is positive, a person almost always has HIV.
This ability to be right when a test is positive is called “specificity;,” because
the test is finding antibodies to a specific disease. The problem with the West-
ern blot is that it is expensive (each test costs US$25-50). In summary, the
rapid and ELISA tests have excellent sensitivity but not very good specificity,
whereas the Western blot has excellent specificity but not very good sensitivity.

HIV testing
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When to test and when not to test

When people come to you for testing, it is important to talk to them first
about their individual situations. In some areas of the world, HIV infection is
so common there are very few false positives. In these areas, the test is useful
for most people who want to be tested. In other areas, HIV infection is rare,
and it is important to ask a few questions about risk factors before testing
people. If a person is at very low risk for having HIV, it might be better not to
test her. There are several reasons for this. First, it may be better to use money
and other resources to test people who are at high risk, not low risk. Second, if
a person is at very low risk, a positive test is likely to be a false positive. To find
out for sure if he has HIV, you will need to test the person a second time, with
a more expensive test. Finally, getting a positive test result can make a person
frightened and upset; if the result is a false positive, the person will have been
frightened and upset for no reason.

What does a test result mean?

Because the body takes a couple of weeks to produce antibodies to HIV, an
HIV test may be negative for up to 3 weeks after a person becomes infected.
So a negative result from an ELISA test means that a person does not have
HIV—if, in the several weeks before testing, he did not do anything that
would put him at risk (for example, he did not have unsafe sex or share
needles). A negative test does not mean that a person cannot get HIV in the
future. A positive result from both a rapid or ELISA and Western blot means
that a person most likely has HIV.

Sometimes the Western blot gives an answer that is not positive or negative
but “indeterminate” (unclear or uncertain). Someone with an indeterminate
Western blot is more likely to have HIV than someone with a negative West-
ern blot, but less likely to have HIV than someone with a positive Western
blot. Sometimes a Western blot is indeterminate because a person has only
just begun to produce antibodies to HIV. But the Western blot can also be
indeterminate for people who are not infected with HIV, especially if they
have certain other diseases. The sensitivity and specificity of a Western blot
also depend on the skills of the people performing the test. People with inde-
terminate tests should take another test in one month to determine if they
have HIV.
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Why there are different types of HIV tests

A fisherman in a boat on a small lake is trying to catch tilapia. He can use either a net
or a fishing pole. What he catches will depend on which tool he uses.

The net would catch all the tilapia, but it would also catch many other fish that the
fisherman does not want. The net has high sensitivity because it catches all the tilapia.
The net, however, has low specificity because the fisherman catches many fish in the
net that are not tilapia.

The same fisherman may choose to use a fishing pole to catch tilapia. With a pole
he can use bait that is only eaten by tilapia. The pole has high specificity because
it only catches the kind of fish the
fisherman wants. Unfortunately, the
fishing pole has low sensitivity; it
cannot catch all the tilapia in the lake.

The HIV test is trying to “catch”
antibodies to identify if a person has
the HIV virus.

Like the net, rapid serological
tests and the ELISA test for HIV have
high sensitivity. They identify almost
everyone who has antibodies to HIV.
But these tests have low specificity
which means sometimes results
are positive for people who do not
have HIV antibodies. If a person has a
positive rapid or ELISA test but does
not truly have HIV, the test is called a
false positive.

Like the fishing pole, the Western
blot test has high specificity because
almost everyone it identifies really
has antibodies to HIV. With good
specificity, there are few false
positives. Tests with good specificity
usually have low sensitivity. They do not catch everyone who has HIV. If a person has a
negative test but really does have HIV, the test is called a false negative.

Itis best to have a test with both high sensitivity and high specificity, but this is not
always possible. This trade-off between sensitivity and specificity in a medical test is
common. Rapid serological tests and ELISA tests have good sensitivity and are used as
a first test to identify all the people who have HIV antibodies-along with a few who do
not. Blood samples with positive ELISA results can then be tested with a Western blot,
which has good specificity. The Western blot screens out the false positives — those
that are not truly infected with HIV.

HIV testing
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The HIV test and babies

The ELISA and Western blot tests do not work for babies younger than fifteen
months. This is because antibodies against HIV pass from the mother to the
baby and stay in the baby’s blood for about fifteen months. This means a baby
can have antibodies to HIV even if she does not have the virus. If a baby being
tested is at least fifteen months old, then a positive HIV test is likely to be a
true positive. By the time the baby is this age, any antibodies in her blood are
her own, not her mother’s. For babies less than 15 months old a negative HIV
test is accurate. To be sure that a positive test is correct, a test called a poly-
merase chain reaction (PCR) must be used.

Confidential and anonymous testing

Most people want the results of their HIV tests to be private. Telling sup-
portive people that you have HIV can be very helpful. The right people can
offer support, love, or vital services. But if a person’s HIV results are shared
without her consent or knowledge, this information can be used to harm
her. A woman may be beaten or
kicked out of her home. She may be
fired from her job or shunned by
her community.

To protect a person’s privacy,
HIV tests should be anonymous or
confidential. The test is the same for
a confidential or anonymous test.
The only difference is in the records

kept about the results.

Confidential testing is done by a health worker who knows the name of
the person being tested and the test results. The health worker keeps both
private, so that other people do not know the results. Records are kept of the
results and may be shared with other health workers who are involved with
the person’s health care.

Anonymous testing is when a health worker does not know the name
of the person being tested. A number or a fake name is given to the person
being tested, and the same number or name is attached to the blood sample.
The person then gives their number or fake name to get the results.

Confidential testing helps limit the number of people who know about
a test result. One good thing about confidential testing is that because the
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HIV, blood, and pregnancy

Before a baby is born, the baby shares the mother’s blood. Before the moth-
er's blood passes to the baby, it is filtered (cleaned) by the placenta. The
placenta is sometimes able to filter out HIV. This is why some babies born to
mothers with HIV do not have the virus. However, the placenta is not able to
filter out antibodies. This means that if a pregnant woman has HIV, she will
pass her HIV antibodies to her baby. This will not hurt the baby, but it will
make it difficult to test the baby for HIV infection. Over time, the antibodies in
the baby fade away. If a baby still has HIV antibodies after fifteen months of
age, then he is probably truly infected.

T lhave To
wait fifteen

T hope T months H °
don't give Fest my by

name of the person is known, a health worker can contact a person who is
positive and offer further advice and treatment, even if the person does not
come for a return appointment.
One problem with confidential
testing is that it does not always
keep information from being
shared. This is why anonymous
testing is sometimes used instead.
If no one knows the person being
tested, then it is impossible for
anyone except that person to find
out the results.
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Mandatory testing

In some countries all people, or certain groups of people, are forced to be
tested for HIV. This is called mandatory testing. Groups of people sometimes
tested without their consent include factory workers, workers in the tourism
industry, soldiers, sex workers, prisoners, immigrants, and pregnant women.

Mandatory HIV testing violates a person’s right to privacy and the right
to make her own decisions about her medical care. Mandatory testing often
means the government or an employer unfairly controls what happens to the
person after the testing. People may lose their jobs or their family support
or suffer from other discrimination. People afraid of mandatory testing may
avoid seeking needed health care.

There are ways to make testing both voluntary and more routine, such as
offering testing in more places — hospitals, primary care clinics and people’s
homes, for example.

Mandatory screening

Many countries use HIV tests to screen donated blood, blood products, and
organs for transplants. This is one kind of mandatory testing that is impor-
tant, because it helps make sure that blood transfusions and transplants will
not spread HIV.

Behavior change

There are many reasons why people think they might have HIV. These can
range from knowing for sure that they are at risk because a sexual partner has
AIDS to thinking they got the virus from a public toilet. When people are con-
cerned enough to ask to be tested for HIV, they are usually eager to learn more
about the virus.

The decision to be tested for HIV is often difficult (for more about coun-
seling people who are being tested, see Chapter 8). People may be afraid of
the test result, worried about who might find out the result, and concerned
about how the result might change their life. The time spent waiting for test
results can cause anxiety. People may think seriously about changing their
behavior in order to avoid HIV. A good counseling session before the test can
give a person important knowledge and tools that he will need to be safe. For
example, if someone drinks alcohol, gets drunk, and then has unsafe sex with
different partners, you can help her understand the link between alcohol and
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HIV testing and pregnancy

unsafe sex. The pre-test session is very important; some people will not come
back for their test result, and this may be your only chance to talk with them.

If an HIV test is positive, then the person must face new decisions. You can
help people tell their sexual partners and their family, and you can help them
get health care. When people find out that they have HIV, they will probably
want to know about the symptoms of AIDS (see Chapter 2). Some people
whose tests are positive may be so shocked that they do not hear or under-
stand what you say. Ask them to come back later to continue talking.

What it means to have HIV

If a person has HIV, it means

1. HIVisin her body, even though she may not be sick or have AIDS.

2. She may pass the virus to others, including babies she may have
in the future.

3. She should never donate blood.

4. She may stay healthy for a long time, especially if she takes good
care of herself.

5. She needs advice and follow-up counseling.

If an HIV test is negative, it is still important to counsel the person after
the test. A negative test does not mean that a person is immune to HIV; the
person can still get it later. Talk to the person about the effectiveness of the test
and how to prevent HIV infection in the future. A negative test result can give
a person hope and a new view of life; if a person took risks in the past, it can
help change that behavior.

&

If a man and woman are thinking of having (
a child, they should talk with each other
about the risks of giving HIV to their baby.
A man with HIV can pass the virus to his
partner, who can in turn pass it to their
baby. Pregnant women with HIV should
know that pregnancy can make HIV dis-
ease worse.

Many times a woman will already be
pregnant when she finds out she has HIV.
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In some places, drugs that prevent the spread of HIV from mothers to babies
will be available (see “Medicines that work against HIV” on page 185). The
laws and feelings in her community about abortion and HIV may also play

a part in her decision about her pregnancy. Some people feel that having an
abortion is not ethical. Families may pressure women to have children at any
cost. Other people feel that having children when you have HIV is not moral
or responsible. Issues surrounding HIV and women are complex, and people
being tested will need support (see Chapter 8).

Answering Jean-Patrice’s questions

“Can 1 get tested for AIDS? How good is the test? If I am negative, does that mean
Iam immune?”

Jean-Patrice is worried about whether he has AIDS. He is also worried
about giving HIV to his girlfriend in his home village. He has other girlfriends
in Cayenne and does not know if they have the virus. You can explain to him
that he can be tested for HIV. Most people who have AIDS are very ill; usually
a test is not necessary to know that they have the disease. The HIV test can be
useful, however, for finding out if someone who does not seem ill has HIV.

The HIV test looks for HIV antibodies. Sometimes it takes up to three
months for a person’s body to make HIV antibodies. If Jean-Patrice has a
negative HIV test, there is a small chance that he may still have the virus; he
should get tested again in three months. A negative test does not mean that
Jean-Patrice is immune to HIV. He can still get the virus from one of his girl-
friends if she has HIV. Jean-Patrice should protect himself and his girlfriends
by having safe sex.
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Answering José’s questions

José’s story

José is a truck driver in Mexico. He is married and has six children. He works
long hours driving his truck from his home in Uruapan to Mexico City. When
he is in Mexico City he often has sex with women and men there. A truck
driver friend of his is now sick with diarrhea and a cough and has been asked
to leave his job. José has become worried that it is because of AIDS. He thinks
he might have HIV too and is afraid he may have to tell his wife about his hav-
ing sex with other people. José wanted to be tested for HIV months ago but
did not know where to go. He recently saw a sign for your HIV outreach pro-
gram, which comes to a truck stop on his route every Friday. This afternoon
José comes to visit you and learn about the test. He asks, “Do you need to take
alot of blood for the HIV test? How long does it take to get the result? If I have
HIV, do I have to tell my wife? What will my family do if I become ill?”
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Assessing HIV risk

Each person has a different risk of having HIV. Talking about a person’s risk
will help her decide whether to take the test. More importantly, it will give her
ideas about how to lower her chance of getting HIV in the future. In areas of
the world where many people already have HIV, most people are probably at
risk, and it can be difficult to know whose risk is highest and who should be
tested. In these areas, for example, nearly everyone who has had sex is at high
risk of having been infected with HIV. However, some behavior puts people at

Who should be offered an HIV test?

Not everyone who wants an HIV test should have one.People may worry
about HIV and ask to be tested even though they are not at risk.By asking
some questions, you can find out whether a person is at risk and should be
tested.There are three things that it is important to talk about with each per-
son:sexual history, drug use,and whether or not the person has ever had a
blood transfusion.You may want to ask some of the following questions,
adapting them to your particular area and situation.

1. Why do you think you might have HIV?
2. Have you ever had sex? If so:

What type of sex have you had—vaginal, oral, or anal? (HIV is more likely to
be spread by anal than vaginal sex;it is least likely to be spread by oral sex.
See Chapter 5.)

Have you had sex with someone you know has HIV?

Have you had sex with anyone you think could have HIV? For example, with
a sex worker, with a man who has had sex with other men, with someone
who has had a blood transfusion, or with someone from an area with a
high rate of HIV infection?

How many sexual partners have you had in the last year?
How many sexual partners have you had in your lifetime?

Do you use condoms during sex? All the time or sometimes?

3. Have you had any sexually transmitted diseases such as syphilis or
gonorrhea?

4. Have you ever been given a blood transfusion?

5. Have you ever been given a shot with a needle that had been used on
another person without being cleaned afterward?

6. Have you ever been stuck by a dirty needle or medical instrument?

7. Have you ever injected illegal drugs? If so, have you ever shared needles?

8. Have you ever had herpes zoster (also called shingles) or tuberculosis?

If the person answers “yes”to any of these questions, she should probably get
tested for HIV.

Counseling people about HIV testing



higher risk even in these areas. This behavior includes visiting sex workers,
having many sexual partners, having sex with someone who is known to have
HIV, and having had other STDs.

Counseling before the test

The HIV test provides a special opportunity for counseling. Sometimes it is
the only chance to speak to people in depth about the ways HIV is spread.
Because it can be hard to decide to take the test, people are often ready to
think about changing behavior that puts them at risk. Offering testing will
attract people to your other HIV services, such as treatment for sexually trans-
mitted diseases, family planning, or social services.

Before people are tested for HIV, you can have them develop a plan of
action for after they get the test result, whether it is positive or negative. What
will they do? Who will they tell? How will they bring it up? What parts of their
life will they change? If they have HIV, how will they avoid spreading the virus
to other people? You can discuss with them who should take the test, how the
test works, and how to avoid HIV. Additional counseling should be done after
the test.

It can be helpful to counsel couples together, both before and after the test.
This encourages both members to talk about HIV and what they will do with
the test results. Sometimes pre-test counseling sessions are done in groups to
save time. Although this can be useful, people may be less likely to bring up
personal questions in a group than if they are counseled alone or with their
partner.

Introductions are important to set the tone for the session. A simple, open-
ended question, such as “What brings you here?” or “How can I help you
today?” shows you are ready to listen. Later, you can ask more specific ques-
tions that will help you understand a person’s knowledge of HIV and AIDS.
Listen carefully to a person’s concerns and questions. Use the time to get a
sense of her background and needs.

Next you can discuss basic facts about HIV. Ask each person what he knows
about HIV: “How do people get HIV? How can people avoid HIV? Why do
people get sick from HIV?” This way, time is not wasted teaching something a
person already knows. This also gives you a chance to teach new facts about
HIV. Afterward, ask the person to repeat what he has learned; this will help
you know if he understood what you were saying. Ask frequently if he has any
other questions and listen for an answer. Silence is fine; it often helps bring
out important questions or feelings. Sometimes a person’s biggest concern is
brought up at the end of a meeting.
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Letting people know what to expect

Privacy

Explain to people that only a small
amount of blood is needed for the
test, just one teaspoon (five milli-
liters) or less for a finger stick test.
The body is able to make this amount
of blood very quickly, so a person
being tested should not feel tired or
weak after the blood is taken.

Let people know how long they will have to wait for their test results. If
they need to wait a few days or a week or two, make a follow-up appointment.
Do not use the mail or telephone (where available) for giving test results. By
coming to the clinic, people can hear about their test result in a supportive
environment where their questions can be answered. They can also receive
information about services available to them if they have HIV. Appointments

should be made in the same way for people
M%s%%w %W 2 .

who have positive and negative results.

Amount of blood needed for HIV test

For example, do not schedule people
whose results are negative to come in
for a five-minute appointment

and people whose results are
positive to come in for a 30-
minute appointment. Rumors
can spread about what the length i
of an appointment means and

people may not return for their test results.

People may be treated unfairly when it is learned that they have HIV or AIDS.
Because of this, information about HIV should be kept in strict confidence.
When possible, medical records should be locked in a safe place where only
health workers can read them. Counseling should be done in an area where
you cannot be overheard. You should consider limiting what is written in a
person’s records about HIV or diseases specific to AIDS. This helps avoid hav-
ing information about someone spread to people who do not need to know it
and who might discriminate against the person.
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People should be told whether their test results will be confidential or
anonymous, and what that means (see Chapter 7). How the information is
kept may affect whether someone decides to take the test or not.

The meaning of the test

Before the test, explain the meaning of each possible test result. This will help
avoid confusion later, when you tell a person the result of his own test.

Explain what different test results mean before drawing blood.

A positive test result means that a person has HIV. He could have been
infected at any time in the past when he took part in risky behavior—even
years earlier. A child may have been infected at birth. A negative test result
means that a person does not have HIV. Very rarely, a person with a negative
HIV test may still have HIV, because it takes 3 weeks from infection for a per-
son to develop enough antibodies to make the test positive. The person may
want to take another test in a month, especially if he or she has recently
engaged in any risky behavior.

Waiting for results

Usually people have a lot to think about before getting their test results. They
may need to wait as little as an hour or as much as two weeks, depending on
the type of test used. The wait usually seems long, whether it actually is or
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not. While waiting (and worrying),
people may think seriously about

how they act and how they can
change their behavior or living
situation to avoid getting HIV in the
future. They may think about how
they can avoid infecting others if the
test turns out to be positive. This is
one reason why it is better to do most
of the teaching and talking before the
test, saving the post-test session for
dealing with a person’s response to

the results. Often when people get

their results, they are so nervous or

dazed that they are unable to learn Right after hearing their test results, people
new information may not listen to counseling.

Counseling after the test

Imagine for a moment that after a two-week wait you are on your way to the
clinic to hear your HIV test result. You hope to see the familiar face of your
counselor. Maybe you will sit in the same chair you sat in two weeks ago. You
are nervous as you open the clinic door. What are you thinking at this
moment? Do you wonder what your test result is? Do you wonder who will
tell you the result? Do you wonder how the news will change your life? Do you
wonder if it would be better not to know?

The counseling appointment after the test gives a supportive setting for
hearing the news. If the test is negative it gives a person time to ask questions
and think about ways to lower their risk of getting HIV in the future. If the
test is positive the person will have a chance to talk with someone who knows
about HIV and can help them with the bad news.

Counseling people with positive test results

It is hard to give someone news of a positive test. It is difficult to tell someone
bad news. However, most people with positive results already guessed that
they had HIV; a positive test may be less of a surprise than you think. Fortu-
nately, you will probably give more negative results than positive ones. Pre-
pare beforehand for telling someone a test result; this will make the experi-
ence better for you and for the person who took the test. You can do this by
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thinking carefully about what you are going to say and what the person’s
responses might be.

Breaking the news

Ask a person what she has been thinking about since taking the test. Find out
what worries or questions she has. Arrange for enough time to talk about the
issues she raises. When you give the result, use a neutral tone of voice. You
might simply say, “Your HIV test was positive,” and then wait for the person to
respond. A neutral tone and a moment of silence allow someone to feel her
own feelings rather than respond to yours. People have many different
responses to both positive and negative results. For this reason, let each person
set the tone and pace of the discussion according to her own needs.

First reaction

The first feelings that people have after finding out they have HIV may
include denial, anger, fear, sadness, hopelessness, and guilt. Most people will
be upset, and some may talk about hurting themselves or other people. Help
avoid a crisis. Be supportive. Let them know that strong emotions are under-
standable, but that they should not give up hope. Acknowledge feelings by
using simple statements such as “This is probably a scary time for you.”

Sometimes people will not accept the results of a positive test. They will
insist that they are negative and that there has been a mistake. Do not argue
with them. Tell them that the test is almost never wrong but you are willing to
discuss the possibility of a second test. People who deny the truth are often the
most in need of support; ask them to return for another meeting.

While you should not deny people’s worries, it is helpful to talk about
things positively. For example, many people believe that having HIV means
they will die very soon. Talk about how long it usually takes to become ill.
Some people have lived for over fifteen years with the virus. Teaching people
ways to stay healthy will build feelings of strength at a time when they may
feel powerless. Research is being done that may lead to new treatments for
HIV and AIDS.

If you know the person you are counseling, you might talk about difficult
times in the past that he handled well. Try to help the person overcome harm-
ful thoughts and focus on solving problems. Help people plan for the future.
Talk about the plans they made during the pre-test counseling session. This
will remind them that they will not die tomorrow, and it can help change feel-
ings of fear or hopelessness into feelings of strength. Help people find a health
worker who knows about treating people with HIV—maybe you!

People will want to talk about their health, their relationships with friends
and family, and how to have safer sex to protect sexual partners. By talking
openly about these things you will help people accept the fact that their lives
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are changing. People with HIV should practice safer sex, not only for their
sexual partners’ protection, but also for their own. Having unsafe sex puts a
person at risk of getting sexually transmitted diseases, many of which are
more severe in persons with HIV. Additionally, exchanging body fluids with
another person who has HIV may make a person sicker, because one person’s
virus may be more dangerous than another’s.

Telling other people
A person with HIV will think about whether to tell other people that she has
the virus. The information will affect her relationships with sexual partners,
friends, family, employers, and health care providers. More and more people
are being taught about HIV and AIDS, but there is still a lot of misunder-
standing and fear of the disease. Each person should be warned of the risks
and benefits of telling people she has HIV. The goal is to gain support from
friends and family while decreasing the risk of discrimination.

People with HIV should start by telling those people who will be the most
supportive and those who may also be at risk of having the virus. Everyone
with HIV should be strongly urged to tell past and present sexual partners
about having HIV. Sexual partners need to know so that they can be tested
and can protect their partners from infection. When counseling a person with
HIV, you should ask him about his sexual partners and how he plans to tell
them. Role playing is a useful way to help a person with HIV practice how to
tell others (see Chapter 11).

If the person with HIV can tell her

partners, this keeps her sexual partners’ Ore of your Sexvel

partners nas Hiv.

names confidential. However, some T con tell you wrere
. to 3@f tested.
people are reluctant to tell their part-

ners. This can be especially true for
women who fear being yelled at,
beaten, or thrown out of the house by
their partners. In such cases, the person
with HIV may ask a health worker to
tell the partners that they might have
HIV. The name of the person with HIV
can be kept confidential or the couple
can be counseled together. The health
worker can teach the partners about
HIV and AIDS and encourage them to
be tested.

Counseling people about HIV testing



When someone you are close to has HIV

The following list describes some emotions families or friends may feel when
someone they care about tells them that he has HIV.Health workers can talk
about some of these possible reactions with people who have a positive test. |t
will help them prepare for difficult situations. If the health worker has HIV her-
self,talking about some of her personal experiences can be especially helpful.

Shock. Family members may be shocked and ask,”Why us?"They may be
surprised to find out about the situation that put their loved one at risk; for
example, a husband or wife may not have known that the other was having
sex outside the marriage.

Anger. Families and sexual partners may be angry with a person who has HIV.
They may feel betrayed if the person had sex outside the relationship, or they
may feel abandoned because the person they love will become ill. The anger
may get worse as the person with HIV becomes ill and health workers do not
have much medical help to offer.The family or partner may become frus-
trated.Try to help them understand some of the reasons they might be angry,
and let them know that it is natural to be frustrated in the face of these issues.

Fear of infection. Family members and sexual partners may think that they
gave HIV to their loved one, or they may worry that their loved one will infect
them in the future.ltis important to talk with family members about how the
virus is and is not spread.HIV is not spread by casual contact, so they do not
have to worry about living with someone with HIV or being friends with him,
but they should think about changing their sexual behavior to lower the
chance that the virus will spread.Sexual partners should think about being
tested for HIV themselves.

Fear of being alone. Families and friends may worry about being left alone or
isolated from the rest of the community. A serious illness often causes the
community to withdraw. Health workers can offer support and let families and
friends know that they are not alone. If there are support groups in the com-
munity for families and friends of people with HIV, tell people about them.

Guilt. People who are close to others with HIV but don’t have the virus them-
selves may feel guilty about the fact that they do not have the virus. Some
people react to this by taking more risks because they care less about their
own lives.Other people may think that they or someone in their family did
bad things in the past,and that their gods or spirits are now punishing them
by giving them HIV.

Shame. Some families or friends may feel ashamed that a person has HIV.
They may think that HIV brings dishonor to the family. Families may have less
contact with the community because they fear rejection. Explain that no one
should feel ashamed to have someone with HIV in the family.

Helplessness. Family and friends may feel helpless in the face of disease.
Learning more about HIV and volunteering for an HIV organization can give
them a sense that they can help other people and help slow the spread of HIV
and AIDS.
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The next step

Hearing about positive HIV test results can bring up many strong feelings; a
person may not be able to concentrate and may not hear what you are saying.
Try to give written information to each person who is able to read, so that she
can later read about what she did not hear or understand in your post-test
counseling session. Make an appointment for her to come back so that you
can talk about health services, support groups for people with HIV, crisis
counseling services, and programs for people who use drugs or alcohol.

Counseling people with negative results

A complete counseling session is also important for people who have a nega-
tive HIV test. Counseling a person with a negative result is, in many ways, like
counseling someone who is positive. The session can start with general ques-
tions about what the person has thought about since the last
visit. Ask if he has any questions before you tell him the
result. After giving the result, give him time to respond
with his own feelings and thoughts.
If a person has a negative result, remind him that a
negative test only means he does not have HIV now.
He can still get HIV in the future. o
Most people will feel relieved to receive a neg- :
ative test result. Sometimes, however, people feel
sad or guilty, especially if they have lost friends
or loved ones to AIDS.
Sometimes people do not believe that they
are negative. They know that they had sex
with someone who has HIV and they think
that HIV is spread every time a person with
HIV has sex. You can tell them that this is not
true. In any case, this is the time for a person
to develop a strong commitment to staying
HIV negative.

Counseling people with indeterminate results

An indeterminate HIV test result is confusing. It means that a person is newly
infected and has just begun to make HIV antibodies, or that something else in
his blood causes a partially positive test by mistake. Suggest that he take
another test in a month. He should practice safe behavior while waiting for
the next test.
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Post-test counseling checklist: Giving test results

Ask,”"How have you been since the test? What have you thought about?
Do you have any questions?”

Give test result in a neutral tone: “Your test is positive/negative/indeterminate.”
Wait for a response.
Talk about the following:
the meaning of the test result
telling others
being safe
staying healthy
anticipating problems
Review plan made during pre-test session.

For people with a positive test, hand out written information and schedule a
follow-up appointment.
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Answering José’s questions

“Do you need to take a lot of blood for the HIV test? How long does it take to get
the result? If I have HIV, do I have to tell my wife? What will my family do?”

After talking with José, you know there is a chance that he has HIV because
he has had unsafe sex with different people. You recommend that he be tested
for HIV. Only a little blood is needed, usually about 5 milliliters, or one
spoonful. It usually takes between an hour and two weeks to get the result
(this depends on the laboratory).

Counseling before and after the test will be helpful whether José has HIV or
not. Encourage him to acknowledge his feelings by using simple statements
such as “This is probably a difficult time for you.” Let him know before taking
the test that he should talk with his wife after receiving the results. A positive
result may affect his and his wife’s decision about having more children. If his
wife also has HIV, she could pass the virus on to her baby. If she does not have
HIV, she may become infected while trying to become pregnant. If José gets
sick, it would be harder for his wife to support another child.

If José’s test is positive, he should tell all his other sexual partners as well.
They should also be tested. This will help them plan for the future and get
early medical care. This is also a chance for you to talk about safer sex at a time
when José is likely to listen to you.

José is worried about how his family will survive if he has HIV. These wor-
ries often stop people from being tested—they think, “What I do not know
will not hurt me.” Discuss how knowing whether he has HIV will help José
and his family plan for the future. Help him plan for the future, whether his
test result is positive or negative.

Counseling people about HIV testing
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Odette’s story

Odette is a 35-year-old Munukutuba-speaking woman with four children liv-
ing in Port-Gentil, Gabon. She is a refugee from the neighboring country of
Congo. She sells tomatoes and other vegetables in the market but does not
have enough money to send her children to school. Her husband of many
years was unable to find work for a long time and began to drink too much
alcohol. He recently went away to work in the swamps, looking for oil.
Although her husband is not around much, Odette has been faithful to him,
but she wonders if he has had other sexual partners. She lives with her hus-
band’s family, while her own lives in another town.

Odette is worried because her youngest son has had diarrhea for a month.
Today she walks into the health clinic in search of treatment for her baby.
There is no Munukutuba-speaking counselor, but Odette understands some
of your language. She says that she has been feeling tired and wonders if she is
pregnant. Yesterday she heard a song about AIDS and children on the radio
and it made her worried about her baby. “What should I do about my son’s
diarrhea?” she asks. “My mother-in-law does not want me in her house. Could
she have caused my baby to have AIDS to make us leave?”

Prejudice and discrimination

Social forces such as discrimination and poverty affect who gets HIV and
what kind of treatment they get when they become ill. Some people would
rather think that only “bad” people get HIV, because if they themselves are
“good,” then they will not be infected. Of course, this is not true. People and
governments need to accept that HIV is everyone’s problem and work
together to stop the spread of the disease.

HIV is frightening, and people often make decisions based on fear and not
facts.This can be seen in many areas of society: government ministers decide
to have students from only certain countries tested for HIV, health care work-
ers refuse to care for people with HIV, children are not allowed to go to school
if they have HIV, people refuse to buy houses from people with AIDS, and peo-
ple are fired from their jobs because of people’s fears about infection. Actions
like these come from emotions; they do not stop the spread of HIV. Make your
decisions based on facts, not fear!

Social and cultural factors that affect the spread of HIV



Preventing discrimination

All over the world, people with HIV have faced discrimination. Here are some
examples of how people have tried to stop this from occurring.

In 1997, Zimbabwe's government established a national code of practice
that makes it illegal to discriminate against people with HIV or AIDS.

In Kampala, Uganda, some business owners ask people who are looking for
work to take an HIV test.They also hire older workers, who are less likely to
have HIV or become infected with it. AIDS activists are trying to keep employ-
ers from using HIV tests to decide who to hire.The government is also against
required testing, except for people going into the army and those being hired
for foreign training.

The southern region of Russia was the first area of the country to be
affected by HIV.The virus spread when a child with HIV was hospitalized in
Kalmykia province and doctors reused dirty needles that had been used on
the child. People with HIV began to experience discrimination.To try to pre-
vent this, the state government passed laws to make sure people with HIV
would have free medical care, education, jobs,and better housing.

All people have some type of prejudice—that is, low regard for certain
groups of people. Prejudice is often based on how we feel about others’
wealth, poverty, sex, ethnicity, political beliefs, or sexual practices. Some peo-

The surgeon and the car accident

One hot day in July, Philippe was on
his way from Yaoundé to Douala in
Cameroon.Trucks drive by each
other at very high speeds on this
road and there are many accidents.
Philippe was driving his uncle’s car
with a trunk full of cloth for his sister’s
wedding.He drove carefully because
he knew of the road’s dangers and he
was not in a hurry.When he had
almost reached Douala, he came
upon a terrible accident. A truck filled
with many people had collided with
a brand-new Mercedes-Benz.The
Benz was crushed and a man and his son were thrown from the car.Philippe
quickly picked up the injured passengers and drove them to a local hospital.
The surgeon was called, saw the young boy,and immediately exclaimed,
“That’s my son!”

How is this possible?

The surgeon was a woman! (Did you assume that the surgeon was a man?)
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ple react negatively to those outside their social, ethnic, racial, or religious
group. They believe untrue things about particular groups of people—such as
that all skinny people are thieves. You need to be especially aware of your own
prejudices, or biases, because they can get in the way of counseling work. Prej-
udice can prevent counselors from getting to know people and helping them.

The good news is that biases can be unlearned. No one is born with feelings
that make them judge people they do not know; people are taught prejudice
by others. The first step in freeing oneself from prejudice is to recognize it. In
this chapter we describe factors like poverty and discrimination, and we dis-
cuss ways to become more understanding of all people with HIV.

Cultural and religious beliefs

People have many ways of explaining health and illness.
Some people believe AIDS is caused by a virus.
Others believe that AIDS is a punishment for
wrongdoing, is caused by bad spirits, or is a

result of jealousy.

Find out what people in your com-
munity believe about AIDS. Ask each
person you counsel what she knows
about AIDS. Knowing her ideas will
help you build a better counseling rela-
tionship. For example, you want to tell
someone that condoms can stop HIV.
You know that AIDS is caused by a
virus. But what if the person thinks that
AIDS is caused by magic? It would be
difficult for her to understand why con-
doms will help. Knowing a person’s
beliefs will tell you where to start your discussion.

Not only do people have different ideas about the cause of AIDS, but they
also have different beliefs about how to cure the disease. Often, folk remedies
and traditional methods are as good as or better than Western medicine. Other
times, though, they may be harmful. Ask about a person’s healing beliefs; if
they are harmful, carefully challenge them. For example, Odette blames her
son’s risk of AIDS on her mother-in-law’s anger, but the real threat to Odette
is more likely her husband’s drinking and sexual practices. If a person’s beliefs
are helpful, say so. No matter how different from yours, treat other people’s
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What do people in your community believe about AIDS?

Ideas about how HIV is spread can
lead people to do strange things.The
following story is about a false but
common belief about how HIV

is spread.

Dominique is a reporter for a
newspaper in Guadeloupe.One
beautiful sunny day she was driving
along the beach to interview a fisher-
man.The fisherman had caughta
marlin that was larger than his boat
and everyone on the island was talk-
ing about it. Dominique had her cam-
era in her lap, ready to take a picture
of the huge fish for her newspaper.
Suddenly she saw a small fire off the
road in the forest.She pulled over.She approached the flames and saw a
group of people standing around.The flames came from a big pile of clothes,
furniture,and a bed. She asked why the villagers were burning all these useful
things, and they answered that the man who owned the clothes and furniture
had died of AIDS.

Dominique was surprised because she knew that clothes do not spread
AIDS. At first she thought that the people did not know how HIV is spread
because they were from a small village. But later, she asked 50 people in her
own town if HIV and AIDS could be spread by clothing or furniture,and was
surprised to find out that almost all of the people thought that clothes could
spread HIV.Dominique then wrote a story for the newspaper explaining that
this belief was untrue and titled it“Clothes do not infect the man!”

beliefs seriously and with respect. Otherwise, they are likely to ignore your
suggestions and never come back for more treatment or counseling.

Social and economic status

A person’s social or economic position can affect his views about how HIV is
spread. It can also change his chance of infection and determine what kind of
medical care he gets. For example, an educated person may have learned more
about how to avoid HIV. On the other hand, a person with a lot of money may
be able to travel to large cities or other countries, which, if he engages in risky
behavior there, may increase his chances of getting HIV. In some countries,
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Poverty and HIV

In 1997, Nkandu Luo, Zambia'’s
deputy health minister, said that skills
training and campaigns to fight
poverty should be an important part
of anti-AIDS efforts.”"Even if people
have the best information on AIDS,
but they don't have food to eat or
they are not involved in anything to
bring them income, then we are not
going to succeed in our efforts to
prevent AIDS.”

men with a lot of money are more easily able to have several sexual partners
than men with little money; again, this can increase the chance of getting HIV.
On the other hand, people with less money have more difficulty getting health
care, information about HIV, and condoms. People with less money are often
forced to travel long distances to find work. They may live in large cities, away
from their families and community support. Sometimes they need to
exchange sex for food, housing, money, or drugs. It is difficult to avoid HIV
under these conditions.

A number of factors can make life especially difficult for women. Having
children may force a woman to spend long hours feeding, raising, and caring
for them. Childbearing itself, especially in the case of a difficult pregnancy,

Aliis a student at a small college in Alexandria, Egypt.He is studying mathe-
matics and wants to become a schoolteacher.Because his home is up the Nile
River in Luxor, Ali lives in a dormitory at the college. Ali's friend Dunia lives in a
nearby dormitory. Dunia grew up in Jordan.Both of Dunia’s parents were
killed in a traffic accident two years ago.She is studying accounting so that
she can work for one of the American oil companies in Cairo.

Ali is worried about Dunia because lately she has not been her usual happy
self.He asks her what is wrong. She explains that she is having problems with
her boyfriend.She is hurt because he has other girlfriends.She is worried
about getting pregnant and getting AIDS but does not know how to talk
about this with her boyfriend. He has left her many times but he always comes
back.Because Dunia is very poor, her boyfriend pays for her food. She needs
the food and usually does whatever he wants in return. Ali is frustrated
because he knows Dunia may become pregnant or get HIV.

How would you counsel Dunia?
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can limit a woman’s ability to work.
Also, in many countries women do
most of the housework and farming.
They may also be responsible for car-
ing for elderly family members. This
leaves women with less time for edu-
cation or work outside the home, and
it increases their dependence on their
husbands and families. In general,
women have less money than men. In
many parts of the world, this means
women have less power in a relation-

ship—less power to ask for safer sex

.. . Sometimes it can help to bring your partner
or to make decisions about family with you to HIV counseling.
planning (that is, about whether to
have children, and if so, how many to have and when to have them). Finally,
traditional ideas about women’s roles in society may make it difficult for
women to talk about sex. When women are counseled by other women they
may talk more openly than when counseled by a man. Some women may feel
freer to speak their mind when their partner is not present. Other women may
want their partner to be present because the partner may treat information
more seriously when it comes from you than from them.

Most societies want women to have only one sexual partner. In contrast, in
many places men are encouraged to have more than one partner. This can be
dangerous for them and for their partners. A man who has sex with women
outside his partnership or marriage may feel ashamed and may not tell his
wife or girlfriend. This puts the woman at risk.

Ethnicity

Ethnicity refers to a person’s cultural group or tribe. Often, one ethnic group
controls money and resources and denies other groups an equal share. Mem-
bers of some ethnic groups may be forced from their homes, prevented from
having certain jobs, restricted from particular schools, or physically attacked.
In many parts of the world, ethnic groups are waging war against each other.
Counseling people from different ethnic groups is challenging. Sometimes
groups speak different languages and have different beliefs about health and
illness. Try to have people from different ethnic groups work with you; that
way people can be counseled by someone more familiar with their group.
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HIV and indigenous peoples

Indigenous (native) people in many countries are at a higher risk of getting
HIV than other people.This is mostly because indigenous people are more
likely to suffer from discrimination, live in poverty,and have less access to edu-
cation and health care.

For example, HIV infection is growing among Brazil's native tribes. Many of
the tribes are poor,and some of their people have had to move to larger cities
to find work.In the cities, they are exposed to HIV.In 1997, the government
started an AIDS awareness program with the tribes. Much more needs to be
done.

In 1997, the rate of HIV infection in Australia was dropping.However, HIV
infection among indigenous peoples—including Aborigines and Torres Strait
Islanders—was increasing. Educational programs were begun to talk with
people about sexual health, HIV,and other sexually transmitted diseases.

Making an effort to understand more about the cultural groups you counsel
will make other people more comfortable and open to your suggestions.

Discussions about HIV are sensitive and complex. Make sure people
understand the language you are using. Try to have a counselor who speaks
the person’s native language. If this is not possible, you can use an interpreter.
Unfortunately, having a third person in the room can make it harder for peo-
ple to talk about personal issues. If an interpreter is embarrassed, she may
change a person’s story. She may not understand all the questions or answers.
But it is better to use an interpreter than not to be able to speak with some-
one at all.

Education

Education changes how people see themselves. It also affects a person’s health.
Often, the more educated a mother is, the healthier she is because she knows
how to take care of herself. The healthier a mother is, the healthier her child
will be. The level of a person’s education can help or hurt your efforts to coun-
sel someone. For example, a person who is able to read may have read news-
papers and billboards about AIDS. He may already know something about
HIV. You could teach him using written materials. The ability to read and
write may mean that a person feels comfortable learning in a school setting.
A person who does not read or write relies on other sources of informa-
tion, such as radio, television, and friends. She often thinks more in terms of
real-life situations. In this case, telling stories about other people with AIDS
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may teach more than listing facts about the number of people in the country
with HIV. Using visual aids such as posters, drawings, and videos can be espe-
cially helpful. People who cannot read often learn better from their own expe-
rience than from information given in a student-and-teacher setting. When
counseling such a person, it is also better to ask more concrete (exact) ques-
tions; for example, ask “When you last had sex, did you use a condom?” rather
than “Should condoms always be used for sex?”

Written materials such as pamphlets
can help with your counseling.
People may have questions after
you have spoken with them, and
the written information can help
answer these. It can also remind
people of facts they have forgotten.
They can share the pamphlet with
others. People who have difficulty
reading can still be given written
materials; their friends or family
can read the materials to them.

Counseling checklist

Ask yourself these questions while counseling:
What does this person already know about AIDS? At what level should |
start the session?
What languages does this person speak? Should | get an interpreter?

Can this person read? Has he gone to school? Do | have any information
sheets to give him?

Is this person understanding me?

Sexual practices

Social

Health counselors often have little training in human sexuality and rely
mostly on their own experience. This means they often do not feel comfort-
able talking about sexual practices. Some counselors are prejudiced against
certain sexual practices. You can overcome your own prejudices by creating a
broader sense of what is normal. For example, if you have a difficult time talk-
ing about anal sex and HIV, then talk about it with coworkers. This will help
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you feel more comfortable talking about sex and HIV while counseling. A
good counselor should be able to talk about most issues comfortably.

Try to be neutral when discussing sexual practices. It is important not to
judge people if you want to have an open discussion with them. Avoid using
labels or names; instead, talk about specific practices. For example, ask a man
“Have you ever had sex with a man?” instead of “Are you gay?” A man who has
had sex with men would answer yes, even if he did not consider himself gay
(homosexual). You would then be able to talk with him about reducing his
risk of getting HIV. The more comfortable you are talking about sex, the more
comfortable people around you will be when they talk about sex.

Using neutral language

When counseling people, be sure to use neutral, not biased, language. Biased
language may offend people.Neutral language will help lead to a more open

discussion.

Biased Neutral

Are you a slut? promiscuous? How many sexual partners do you
have?

Are you a prostitute? hooker? gigolo? Have you ever traded sex for
money, food, or a place to live?

Are you a drunk? wino? How often do you drink alcohol?

About how many drinks a day?

Are you a drug addict? junkie? shooter? Have you ever used drugs? Which
ones?

Are you a homo? fag? fairy? Have you ever had sex with a
man? (to a man)

Are you a dyke? lesbo? diesel? Have you ever had sex with a
woman? (to a woman)

Sex means different things to different people, and its meaning often varies
by culture. It can be used to show feelings, have children, provide physical
release, gain a sense of closeness or attractiveness, or be a means of getting
money or fulfilling an obligation. With an open mind you can develop an
understanding with each person that can lead to a free discussion about sex.

Sexual orientation

Certain groups of people may have difficulty getting services such as health
care and education. They may be excluded because of their tribe or ethnic
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Drug

Social

A doctor and his patient

A doctor who practiced for many years in a small town was seeing a patient
for the first time.The patient had abdominal pain and was vomiting.The doc-
tor thought that she might be pregnant.He asked her a few questions:

“Are you married?”

“No.”

“Are you sexually active?”

“Yes.”

“Do you use birth control?”

“No.”

“Could you be pregnant?”

“No.”

The doctor insisted on doing a pregnancy test on the patient’s urine.The
test came back negative.When he told her,the woman laughed and
explained that there was no way that she could be pregnant because her sex-
ual partner was a woman.

group, their lack of money or resources, their political beliefs, or their “sexual
orientation.” Sexual orientation refers to whom people are attracted to and
have sex with. Heterosexual (“straight”) people have sex with people of the
opposite sex; homosexual (“gay”) people have sex with people of the same
sex; bisexual people have sex with both women and men. Gay and bisexual
women and men often experience severe discrimination. In the industrialized
world HIV has especially affected gay men, and because of this they have
experienced even worse discrimination than before the days of AIDS.

and alcohol use

Using drugs or alcohol can increase a
person’s risk of getting HIV. HIV can
be spread if needles are shared during
drug use. Drugs and alcohol affect a
person’s judgment; some people may
risk unsafe sex when they are under the
influence of one or both. Many types of
people inject drugs—mothers, mer-
chants, doctors, street people. Do not
assume that someone does not use
drugs because that person does not
“look” like a drug user.
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Age

Drug use and HIV

Drug users have a hard time changing their behavior because:

Most drugs are addictive and are difficult to give up.
Discrimination against drug users prevents them from learning about HIV.

Some drug users are poor and may even live on the street.These people
have more immediate worries, like food, shelter,and their next“fix.” It may
not seem important that they could get HIV and become sick in five or ten
years.

Drug users often do not trust information that comes from authorities,
including health workers.

Reaching out to drug users is difficult but not impossible. Some people
think that because a person uses drugs she is unwilling or unable to change
her behavior. Many drug users are self-destructive, but outreach workers have
found that many others are interested in changing their behavior once they
learn about the dangers of getting HIV. Many drug users know a great deal
about the way HIV is spread and have changed their behavior to reduce their
risk. You can provide the education and materials to help them change.

Young adults are a special challenge
for the HIV worker. Passing from
childhood to adulthood is difficult
and exciting. In most places, youths
depend heavily on friends of the
same age for ideas and information.
These friends often influence their
behavior more strongly than the
youths’ parents.

Often, young people are not con-
cerned about the future. They may
feel immortal and find it hard to
believe they could become sick or die.
Young people often think, “I can take
risks and nOthing bad will happen to Sometimes young adults listen to each other
me.” For example, in the United more than to their elders.
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HIV and young women

In Zambia and some other parts of
Africa, older men think that young
women are less likely to have HIV.
These men single out young girls for
sexual favors.In Zambia this practice
is called the“sugar daddy syndrome.”
Many of the older men already have
HIV and spread it to the younger
women.The infection rate among
young girls is six times as high as the
rate among boys the same age.

States, they may jump off high rocks into rivers to prove that they are brave.
Young people often take risks with sex or drugs; they are curious and want to
explore new experiences. They may not think about pregnancy or AIDS.
Written materials are often boring
for young people. Theater, music,
and video are better ways to reach
them (see Chapter 12). Young people
may not like authority figures,
including health workers. But all of
this does not mean that young people
do not need your help. Talk about the
issues that are important to them as

well as those that are important to
you. Talk with parents about doing
the same. Have young people who
already know about HIV talk with
other young people. This “peer coun-
seling”—counseling among equals—

often allows a more open discussion. =
Each person is a part of his community. There are many types of commu-
nities. For example, a person’s family, village, coworkers, friends, drinking
buddies, and schoolmates are all communities. Each of these groups influ-
ences how a person thinks and acts. Understanding the different communities
in people’s lives will help you counsel them about HIV. For example, a
teenager may rely on friends for HIV information. His friends may not be
worried about HIV and may pressure him to drink and have sex. Another per-
son may be far away from her village. Being far away from home may make
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The AIDS quilt

In San Francisco, California, in the United States, many people were dying from
AIDS. After much thought and discussion someone came up with the idea to
make an AIDS quilt.Each person or family that lost someone to HIV sewed a
square that would be a part of a huge quilt.Each square showed the sense of
loss and love felt by the people left behind.The quilt has become a beautiful
but sad reminder of the effects of AIDS.The quilt is so large that it covers many
football fields.In your community, how big would the quilt be?

her care less about the social rules of her family. For example, being far away
from her husband may lead her to have sex with another man. Communities
can also be your allies in helping people avoid HIV. If you are teaching a child
about HIV, he may share what he learned with his parents. Seeing the individ-
ual as part of a “bigger picture” can help you be a better counselor.

Answering Odette’s questions

“What should I do about my son’s diarrhea? My mother-in-law does not want
me in her house. Could she have caused my baby to have AIDS to make us leave?”

Odette is faced with many difficulties. She has asked whether her baby
could have AIDS, but she has other worries as well. Odette’s situation shows
the need for you to see HIV risk as only a part of a person’s life. Let us exam-
ine the social factors affecting Odette.

1. Economics—Odette is poor.

2. Ethnicity and language—Odette is Munukutuba-speaking. Munukutuba-
speaking people have a history of discrimination in some areas. She may
not trust you.

3. Belief system—Odette believes that AIDS can be spread by bad will.

4. Knowledge about AIDS—Odette has heard about AIDS but does not know
how it is spread.

5. Sexual practices—Odette has had sex only with her husband, but he is away

from home much of the time and might have other sexual partners.

. Alcohol—Odette’s husband drinks.

. Personal health—Odette may be pregnant and may have HIV.

. Son’s health—Odette’s baby has diarrhea and might have AIDS.

. Family support—Odette lives with her husband’s family. Her husband’s

mother does not like her. She is far away from her own family.

O 0 N N
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The fact that Odette is poor, alone, and has children means that she has a
lot of important priorities other than HIV. If she is hungry and is worried
about losing her housing, then HIV risk may not seem very important to her.
Because she has no money and lives with her husband’s family, she may not
have any bargaining power for adopting safer sex practices with her husband.

Because Odette is Munukutuba-speaking, she may not have access to infor-
mation or services. The Munukutuba-speaking people also have certain
beliefs about HIV and its spread that should be addressed. Talk with Odette
about what she knows about AIDS, and help her learn in areas where she is
less knowledgeable.

The fact that her husband drinks and is away from home means that he
may have other sexual partners. Ask Odette if she thinks her husband has
other sexual partners and if she herself drinks or uses drugs.

Odette thinks she may be pregnant. Ask about her periods and consider
asking her to take a pregnancy test. Family planning may be useful. Odette is
worried about AIDS. After talking with her more about her chances of having
HIV, you may want to offer an HIV test. If Odette is HIV positive, Odette’s son
may have AIDS. If her son is younger than fifteen months, the standard HIV
test will not work; she should bring him back for testing when he is older.
However, it is likely that the baby’s diarrhea has nothing to do with HIV. The
diarrhea may be serious even if it is not caused by HIV, and it should be
treated.

You may not entirely understand Odette’s situation, but you can encourage
her to talk about it. This will allow you to build a relationship with her and
answer questions she may have. By listening to her ideas you will learn about
her problems, and then together you will be able to develop a plan to reduce
her risk for HIV or cope with being infected.
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How to support Angela

Angela’s story

Angela is a young woman who lives in Rio de Janeiro, Brazil. She works at an
office downtown and lives with her boyfriend. She and her boyfriend are close
to her family, which also lives in the city. Angela is two months pregnant and
has felt more tired than usual. She has also had some diarrhea. She came to
your clinic for some medicine and had some laboratory tests done, including
one for HIV. The HIV test was positive. She does not have the courage to tell
her boyfriend about the test. She says to you, “I do not want to live now that I
have HIV”



Facing challenges together

How

Having HIV is isolating. Most people do not know very much about it and are
afraid of the virus. Some people think that living near someone with HIV will
give them the disease. Friends and family members may abandon someone
who has HIV. Coworkers may not want to work with a person who has HIV.
Even though HIV cannot be spread in these ways, many people do not know
this and avoid contact with anyone who has it.

Supporting people with HIV
can be a rewarding experience for
a health worker, family member, or
friend. The work can also be very
demanding. People with HIV need
emotional support and physical
comfort. People are afraid when
they find out they have HIV or
AIDS—they fear being left alone,
feeling pain, and dying. Having a
chronic and fatal disease can be
overwhelming. The reaction of the
community can make it worse. If
you have HIV yourself, you can be a
special source of support for others
who have the virus. Through your
support, you can make a difference

in a person’s life.

People with HIV must deal not only with medical problems, but also
with social and emotional problems. People with AIDS worry about what
will happen to their spouses and children when they become ill or after they
die. They worry about how they will pay for medical expenses. They feel
sad, fearful, angry, and anxious. They may lose hope in the future. These are
normal feelings for anyone with a serious illness. These feelings may become
so strong that the person cannot carry on with day-to-day activities. When
this happens, you can help people find ways to cope with their feelings.

On the other hand, knowing that they have a fatal illness may give people
the courage to focus on what is important to them. A serious illness can
give people the opportunity to change or walk away from situations that are
unpleasant or unhealthy. Many health workers find it rewarding to work with
people who are seriously ill because the health worker shares their new sense
of purpose. Some people see being infected with HIV as a challenge; they want
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to be in charge of their household, their finances, and their health. Others
may feel less able and need more help. Remind people with HIV that needing
and asking for help is normal. Help people with HIV and their families find a
balance between dependence and independence.

There are many ways to live with HIV. Some people with HIV do not let
others know that they have the virus. Some people become active in fighting
the epidemic when they find out they have HIV. Helping someone else avoid
the virus provides a sense of purpose. Helping others can give people with
HIV a sense of community and self-worth even when their own lives are
difficult. Just as people with alcoholism or cancer help others who have the
same problems, people with HIV can reach out to others. Many people with
HIV talk about AIDS in schools and at community meetings. Some become
HIV counselors. Others work as activists for improving services for people
with HIV. Some volunteer to be friends or “buddies” for other people with
HIV. Each chooses to live with HIV in her own way.

AIDS

How to support and care for a person with HIV



Project First Hand

Some people do not believe that HIV is a threat to them. Others think that
since they do not belong to a risk group (such as drug users) they will not get
the virus. People with HIV have a special ability to reach other people and
help them understand how they might be at risk.

In the city of Santa Cruz, California, in the United States, people with HIV
help educate other people about AIDS. Six HIV-infected men who were will-
ing to share their personal stories with the community organized Project First
Hand. At community meetings, they shared their “firsthand” experiences
of living with HIV. By telling their own stories they were able to help people
relate to HIV on a personal level. The men were role models for other people
with HIV in the community.

Over time, more people with HIV volunteered for the program. They went
through short training classes about HIV and public speaking. Then, together
they held a small meeting where they practiced talking about their experi-
ences with HIV.

Project First Hand then set up meetings in the community. Health work-
ers were there to help with technical questions and any hostile people in the
audience. Friends asked questions if the crowd was too shy or timid. People
who have heard the talks have been so moved that they have written letters
of support to the speakers. You may want to start such a program in your own
community.

Denial and other emotions

How

Some people do not believe that
they have HIV even when a health
worker tells them they do. They are
not able to face the truth. They do
not want to believe that they will
die. They do not want to know that
a person they love may have given
them HIV, or they do not want to
think that they may have given the
virus to someone they love. Denial
can be dangerous for a person with
HIV and for others. People who
are “in denial” do not take care of
themselves because they do not
believe that they are sick. If they

refuse to take precautions, they can give the virus to others. Sometimes people

turn to alcohol or drugs in order to forget that they have the virus.
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Sometimes people are in denial after hearing that they have had a negative
test. They find it hard to believe that they have not been infected, or they do
not want to recognize that fact. For example, a woman whose husband has
HIV may not want to believe that she had a negative test, because it means she
will have to change how she has sex with her husband or leave him.

Yet denial is not all bad. Some denial helps people deal with the day-to-day
challenges of life and plan for the future. Denial may help people live without
thinking about the seriousness of their illness all of the time.

People with HIV often must cope with many strong emotions. They
may have recently lost a loved one to AIDS. Some may feel guilty about the
behavior that led to their infection. Most fear rejection from people around
them. They may feel that they do not want to continue living, and they may
even make plans to kill themselves. You should ask about these feelings and
explain that it is normal to have them. You can work with people on ways to
cope with these feelings. Anyone who is thinking of killing himself should
be taken seriously. Ask him to promise to contact you or someone he trusts
before he attempts suicide. Although this may seem silly, it works; just talking
with someone often prevents people from harming themselves.

Family counseling

People with HIV have family, friends, and coworkers who will all be affected
by their illness. In most communities the family is the basic unit of social
organization. Families are able to survive many types of stress. Most families
have dealt with death, separation, and economic hardship. HIV and AIDS
place new strains on a family. Usually it can adapt, but occasionally a family
breaks up when one of its members has HIV. When you sense that this is

a possibility, try to help family members get the support they need to stay
together. It can be useful to meet with the entire family. Family members may
have questions about how to deal with HIV. You can help them talk about
problems, solve conflicts, learn how to support each other, and find other
sources of help from the community or government.

If a parent has HIV or AIDS, encourage her to talk about it with her
children. Children often can tell that something is wrong. They may already
have had one parent die of AIDS. It is important for parents to talk with
their children about what to expect in the future, even if this might include
becoming an orphan.

How to support and care for a person with HIV



Help parents plan for their children’s future

When adults with HIV die, they often leave behind children. Many parents
with HIV worry about this and try to arrange for their children to be cared for
by others, but in areas where HIV is widespread this can be difficult. Millions
of children have been orphaned by HIV.
Parents often need support to
appoint a guardian or make a will
that leaves family assets to wives or
children and gives other instructions
about the children’s future. A
counselor can help parents see this
planning as security for the family
rather than just preparing for death.
Caregivers of orphans also need
support, especially in places where

HIV is very common. This support
can be through counseling, parenting
training, burial and lending funds, community food programs, shared
childcare, or help in paying school fees. Orphans should also be provided HIV
counseling and testing so that they can receive care and treatment if needed.

Children not yet orphaned but living with ill and dying parents also need
support, to make sure their needs for food, attention, education, and health
care are being met.

If a woman has HIV, the chances are that one out of every three babies she
gives birth to will have HIV. People with HIV will need help making decisions
about family planning. Encourage people with HIV to talk with their partners
about family planning. This is a time when giving accurate information and
supporting someone with HIV will most help her.

Supporting children with HIV

Children with HIV, even young ones, need to know that they are sick. Younger
children may only need to know a little bit about HIV. Give them short, simple
answers to their questions. Older children understand more and need cor-
rect information and honest answers. If they do not get this information from
you or their family, they may get the wrong information from someone else.
A child with HIV may suffer silently because of shame or fear. She may have
problems sleeping or trouble at school. She may avoid family and friends.
Warn families about these signs and help them to talk openly with children
who have HIV.
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Support groups

It is often useful for a group of people with the

I'm SiaA we
same problem to get together and talk about

coud all meet
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About These

their lives. “Support groups” of people with HIV
give people a chance to talk about their problems
and successes. People with HIV can learn how to
deal with common problems from other people
in the group. Support groups help members feel
less lonely. People gain strength from their group
because they know that they are not alone in
struggling with HIV.

There are different types of support groups.
“Drop in” groups meet regularly but people go
to meetings only when they want help with a particular problem or when
an emergency arises. In other groups, the same people meet weekly for a few
months; everyone goes to the meetings, whether or not they have a particular
problem to talk about that day. There are also long-term groups that last for
years. Long-term groups may be especially useful because they allow people
to get to know each other well. These groups also experience the sadness of
having members of the group become sick and die.

It is helpful when groups are made up of people with similar lifestyles.

The members understand each other’s situation and language. You can start
support groups that are made up of people with similar backgrounds, such as
people of the same social or ethnic background, or people who share a certain
risk or condition, such as sex workers, drug users, or pregnant women.

Support groups are also useful for the families and friends of people who
have HIV. Even though these people do not have HIV, they may fear losing
a friend, becoming infected, or being shunned by their communities and
families. A support group can help them with many of the problems they face
in having a loved one with HIV.

Care for people with HIV

A person with HIV can live a longer, healthier life with some simple and low
cost interventions. Medicines to treat HIV are important (see the appendix
at the end of this book), but there are many other measures that can also
make a difference in a person’s health. See the next page for a sample list of
interventions for helping people with HIV.
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How

Basic care for people with HIV

Cotrimoxazole (trimethoprim/sulfamethoxazole) is a low cost antibiotic that
prolongs the lives of children and adults with HIV and prevents malaria and
diarrhea, and avoid hospitalization. See the appendix at the end of this book
for information on giving this medicine.

Safe drinking water is important for everyone. It is essential for people

with HIV because diarrhea caused by unclean water is more common and
severe for them. Simple methods for cleaning drinking water are boiling for
3-5 minutes, or adding 5 drops of 5% bleach solution to every liter of water.
Also, try pouring water into cups or pots, instead of dipping them back into a
full bucket of water, which spreads germs to the water that everyone shares.

Medicine to prevent TB (isoniazid). Tuberculosis (TB) isa common and
dangerous lung infection. It is especially common and deadly in people with
HIV. Some HIV treatment programs are now giving medicine called isoniazid
for 6 to 9 months to prevent TB. Note: it is important not to treat people who
already have TB with isoniazid because people who already have TB need
more than one drug. If possible, everyone should be tested for TB before
receiving isoniazid, and no one with symptoms of TB (coughing, fever, weight
loss, night sweats) should be treated with isoniazid without being tested first.
See the section on TB in the appendix for more information about diagnosing
and treating TB.

Bed nets treated with insecticides can prevent malaria, a common infection
passed by mosquitoes. Problems from malaria are more common and
dangerous in people with HIV.

Good nutrition and multivitamins improve the health and prolong the lives
of people with HIV, and lower the chances of a mother passing HIV on to her
baby. The best way to get vitamins is by eating a variety of nutritious foods
like fruits, vegetables, grains, beans, eggs, milk, and meats every day. Taking
multivitamin pills every day may offer additional protection.

Offering counseling, testing, and treatment for HIV to family members
can help people with HIV talk openly about their status with their partners
and family. It can help people with HIV get more support and help from their
families, including the support they need to take medicines. It is also useful
because many family members of people with HIV are also infected with HIV,
but do not know it because they have not been tested. Providing testing,
treatment, and a regular supply of condoms to people with HIV and their
partners prevents transmission in a coupl<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>