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Welcome to the HIV/AIDS Fact Sheets

 

We hope you will find these Fact Sheets a useful support in your daily work. They have been designed for 



ease of use, depicting the major points in the subject areas. This document is is also available in a loose-
leaf binder (WHO document no.: WHO/EIP/OSD/2000.5) so that you can insert your own pages of relevant 
information: perhaps phone numbers for local clinics or pharmacies, maps, updated regimens for drugs and 
supportive care, notes for course presentation, and other information.

If you are a WHO Country representative or WHO member of staff or an international partner:

These materials are designed to be adapted for use at national or sub-regional level. In addition to being 
available through the WHO website, they are available in a loose-leaf binder and on CD-ROM. The Fact 
Sheets give general information and their target audiences are nurses and midwives. Nevertheless they will 
be useful for other health workers and for other professionals such as teachers, pharmacists and 
community workers.

Below are some notes to help users to adapt, disseminate and use the Fact Sheets. It would be of great 
help to have feedback on the value and use of the Fact Sheets, and whether the flexible process of 
dissemination is helpful. An Evaluation Sheet is included and we would be grateful if you could encourage 
users to evaluate the way the Fact Sheets are used, either with this form or from a design of their own. 
Please do not hesitate to contact Barbara Stilwell (contact details given below) for more help, including 
where to obtain printed versions of this document.

We hope these Fact Sheets will prove to be a useful tool in keeping health workers up to date in this 
important area of work.

How to use the Fact Sheets

For all document users:

1. There are thirteen Fact Sheets, covering major topics of importance on the care of people living with 
HIV/AIDS. The Fact Sheets are written so that they can be used individually or together. The target 
audience for the Fact Sheets is nurses and midwives, which means that, though they are written in a style 
which is easy to understand, they do contain detailed information about nursing care and some medical 
matters. They might therefore need some additional explanatory material if they are to be used with other 
health workers.

2. The Fact Sheets have been designed to be attractive and inviting to a reader, so contain photographs 
and other illustrations. These may not be culturally appropriate for you and we invite you to change the 
illustrations or text, wherever you feel this would be desirable. To make this easier the material is also 
available on a CD-ROM, which allows you to change the contents. However, we would suggest that you 
first save the document to your computer and then change it, keeping an original copy for yourself.

3. The software used to prepare this material is Adobe Pagemaker, version 6.5, which is available for both 
IBM-compatible computers and for the Apple Macintosh. The fonts used are Adobe Myriad and Zapf 
Dingbats. The material can be edited if you have Adobe Pagemaker 6.5 available on your computer. Your 
local computer centre (if there is one in your organisation) might be able to help with this, or a computer 
sciences centre at a local university. If you are stuck then contact Barbara Stilwell (address below) for more 
help.

4. If you feel confident to change the document ­ maybe with help from someone experienced in document 
preparation on a computer ­ then go ahead. If you would like help with this process, please contact Barbara 
Stilwell at WHO Geneva. Full contact details are given below. 



5. WHO/OSD aims to be as flexible as possible in helping you to adapt and use this material. We can 
arrange for help for you with matters of design and production. We can suggest sources to you for 
photographs and other illustrations, and we might be able to help with identifying donors to support the 
production process. Please do not hesitate to get in touch.

6. The text is as generic as possible in the version of the Fact Sheets which you have. You may wish to 
include local figures and to adapt some of the text to reflect local practices. One way of deciding this is by 
asking a small group of local people with expertise in this field to advise and act as resources for 
preparation of the materials. You could also consider collaborating with your local school of nursing or 
university schools of health sciences.

7. We would appreciate your help in evaluating the adaptation, dissemination and use of these Fact 
Sheets. An evaluation form is enclosed. This can be copied or adapted.

8. Remember! These Fact Sheets provide basic information only. There is much more to know on each of 
the subjects covered. But if you feel we have omitted essential information, please let us know. Locally 
essential information can be added when you adapt the Fact Sheets for your country's use.

For more information about evaluation and information about local WHO staff who could help you, please 
contact:

Barbara Stilwell, Scientist, Human Resources for Health (HRH)

Department of Organisation of Health Services Delivery (OSD)

Evidence for Information and Policy (EIP)

World Health Organization

20, via Appia

Geneva 27, Switzerland

Tel: (44) 22 791 4701

Fax: 1 (44) 22 791 4747

Email: stilwellb@who.ch

Copyright © 2000 World Health Organization

This document is not a formal publication of the World Health Organization (WHO), and all rights are reserved by the 
Organization. The document may, however, be freely reviewed, abstracted, reproduced or translated, in part or in whole, but not 

for sale or for use in conjunction with commercial purposes.
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Fact Sheet 1 HIV/AIDS: the infection  

l     Introduction: What is HIV/AIDS?

l     HIV transmission 

l     Natural history of HIV infection

Acute HIV infection
HIV infection before the onset of symptoms
Progression of HIV

l     Testing for HIV antibodies

l     Informed consent and confidentiality

l     Questions for reflection and discussion

 

• Introduction: What is HIV/AIDS?

In 1983 the virus that caused AIDS was discovered by scientists in France and the routes of transmission 
were confirmed. The virus eventually became known as the human immunodeficiency virus (HIV). There 
are 2 different types of HIV: 

HIV-1 the most common type found worldwide, and 
HIV-2 found mostly in West Africa.

HIV infection affects the immune system. The immune 
system is the body's defense against infections by 
microorganisms (such as very small bacteria or viruses) 
that get past the skin and mucous membranes and 
cause disease. The immune system produces special 
cells called antibodies to fight off or kill these 
microorganisms. A special weakness of the immune 
system is called an immunodeficiency. Human 
immunodeficiency virus (HIV) infects, and eventually 



destroys, special cells in the immune system called 
lymphocytes and monocytes.

Nurses and midwives in Ghana participate in 
HIV/AIDS Awareness Days by developing key 
messages for the public. (Credit: JHU/CCP)

These cells carry the CD4 antigen on their surface (CD4+ lymphocytes). HIV recognizes the CD4 antigen 
and enters and infects CD4+ lymphocytes. The result is the killing of many CD4+ lymphocytes. This slowly 
leads to a persistent, progressive and profound impairment of the immune system, making an individual 
susceptible to infections and conditions such as cancer. HIV is the beginning stage of infection and can be 
detected by a blood test (described in this Fact Sheet). When the immune system becomes very affected, 
the illness progresses to AIDS. Blood tests (described in this Fact Sheet), or the appearance of certain 
infections (see Fact Sheets 4 & 5), indicate that the infection has progressed to AIDS.

• HIV transmission

HIV can be transmitted by:

Sexual intercourse (vaginal, anal and oral) or through contact with infected blood, semen, 
or cervical and vaginal fluids. This is the most frequent mode of transmission of HIV world 
wide, and can be transmitted from any infected person to his or her sexual partner (man to 
woman, woman to man, man to man and, but less likely, woman to woman). The presence 
of other sexually transmitted diseases (STDs) (especially those causing genital ulcers) 
increase the risk of HIV transmission because more mucous membrane is exposed to the 
virus (See Fact Sheet 12).

Blood transfusion or transfusion of blood products (eg. obtained from donor blood infected 
by HIV) (see Fact Sheet 12). 

Injecting equipment such as needles or syringes, or skin-piercing equipment, contaminated 
with HIV (see Fact Sheet 11).

Mother to infant transmission of HIV/AIDS can occur during pregnancy, labour, and delivery 
or as a result of breast feeding (see Fact Sheet 10). 

HIV can NOT be transmitted by:

Coughing or sneezing
Insect bites
Touching or hugging
Water or food
Kissing
Public baths 

Handshakes
Work or school contact
Using telephones
Swimming pools
Sharing cups, glasses, plates, and other 
utensils

• Natural history of HIV infection



Acute HIV infection
Most people infected with HIV do not know that they have become infected. HIV infected persons develop 
antibodies to HIV antigens usually 6 weeks to 3 months after being infected. In some individuals, the test 
for the presence of these antigens may not be positive until 6 months or longer (although this would be 
considered unusual). This time -- during which people can be highly infectious and yet unaware of their 
condition -- is known as the "the window period" (see Fact Sheet 12).

Seroconversion is when a person recently infected with HIV first tests sero-positive for HIV antibodies. 
Some people have a "glandular fever" like illness (fever, rash, joint pains and enlarged lymph nodes) at the 
time of seroconversion. Occasionally acute infections of the nervous system (eg. aseptic meningitis, 
peripheral neuropathies, encephalitis and myelitis) may occur.

HIV infection before the onset of symptoms
In adults, there is often a long, silent period of HIV infection before the disease progresses to "full blown" 
AIDS. A person infected with HIV may have no symptoms for up to 10 years or more. The vast majority of 
HIV-infected children are infected in the peri-natal period, that is, during pregnancy and childbirth (see Fact 
Sheets 5 & 10 ). The period without symptoms is shorter in children, with only a few infants becoming ill in 
the first few weeks of life. Most children start to become ill before 2 years; however, a few remain well for 
several years (see Fact Sheet 5).

Progression from HIV infection to HIV-related disease and AIDS
Almost all (if not all) HIV-infected people will ultimately develop HIV-related disease and AIDS. This 
progression depends on the type and strain of the virus and certain host characteristics. Factors that may 
cause faster progression include age less than 5 years, or over 40 years, other infections, and possibly 
genetic (hereditary) factors. HIV infects both the central and the peripheral nervous system early in the 
course of infection. This causes a variety of neurological and neuropsychiatric conditions. As HIV infection 
progresses and immunity declines, people become more susceptible to opportunistic infections.

These include:

Tuberculosis (see Fact Sheet 13)
Other sexually transmitted diseases
Septicaemia
Pneumonia (usually pneumocystis carinii)
Recurrent fungal infections of the skin, mouth and throat
Unexplained fever
Meningitis

Other Conditions:

Other skin diseases
Chronic diarrhoea with weight loss (often known as "slim disease")
Other diseases such as cancers (eg. Kaposi sarcoma)

Any blood test used to detect HIV infection must have a high degree of sensitivity (the probability that the 
test will be positive if the patient is infected) and specificity (the probability that the test will be negative if 
the patient is uninfected). Unfortunately, no antibody test is ever 100 % sensitive and specific. Therefore, if 
available, all positive test results should be confirmed by retesting, preferably by a different test method. 
HIV antibody tests usually become positive within 3 months of the individual being infected with the virus 
(the window period). In some individuals, the test may not be positive until 6 months or longer (considered 
unusual). In some countries, home testing kits are available. These tests are not very reliable, and support 



such as pre and post test counselling (Fact Sheet 7) is not available.

• Testing for HIV antibodies

Tests for HIV detect the presence of antibodies to HIV, not the virus itself. Although these tests are very 
sensitive, there is a "window period. " This is the period between the onset of infection with HIV and the 
appearance of detectable antibodies to the virus. In the case of the most sensitive anti-HIV tests currently 
recommended, the window period is about three weeks. This period may be longer if less sensitive tests 
are used.

The three main objectives for which HIV antibody testing is performed 
are:

· screening of donated blood (see Fact Sheet 12)

· epidemiological surveillance of HIV prevalence (see Fact Sheet 2)

· diagnosis of infection in individuals (see Fact Sheets 4 & 5)

Screening of donated blood accounts for the majority of HIV tests performed worldwide. It is a highly cost 
effective preventive intervention as the transmission of HIV through infected blood is at least 95%.

At the beginning of the HIV epidemic, HIV testing was used mostly for clinical confirmation of suspected 
HIV disease. More recently, people have been encouraged to attend voluntary counselling and testing 
(VCT) services to find out their HIV status (see Fact Sheet 7). It is hoped that if people know their HIV 
status and are seronegative, they will adopt preventive measures to prevent future infection (see Fact 
Sheet 12). If the person is seropositive, it is hoped that they will learn to live positively, accessing care and 
support at an earlier stage (Fact Sheet 3), learning to prevent transmission to sexual partners (Fact Sheet 
12) and planning for their own and their family's future (Fact Sheet 8).

Antibody tests
Traditionally, HIV testing has been done using ELISA (Enzyme Linked ImmunoSorbent Assay). However, 
there are various essential requirements for ELISAs to be performed accurately:

· Laboratory equipment (eg. pipettes, microtiter trays, incubators, washers, and 
ELISA readers) must be available

· Constant supply of electricity, and regular maintenance of equipment

· Skilled technicians

· Accurate storage and testing temperatures

Recent advances in technology have lead to various simple rapid tests being developed. Most of these 
tests come in a kit and require no reagent, equipment, training, or specified temperature controls, and tests 
can be performed at any time. These tests are as accurate as ELISA and results can be obtained within 
hours. In some countries, over 50% of people do not return for their test results. With these rapid tests, 
people can wait for their results. Although the costs of these simple rapid tests are higher than ELISA they 
will be useful in STD clinics, antenatal clinics, and counselling centres, because of the ease of use. In 



some countries, home testing kits are also available. These tests are not very reliable, and support such as 
pre and post test counselling (Fact Sheet 7) is not available.

False positive result
HIV tests have been developed to be especially sensitive and, consequently, a positive result will 
sometimes be obtained even when there are no HIV antibodies in the blood. This is known as a false 
positive, and because of this, all positive results must be confirmed by another test method. A confirmed 
positive result from the second test method means that the individual is infected with HIV. 

False negative result
A false negative result occurs when the blood tested gives a negative result for HIV antibodies when in fact 
the person is infected, and the result should have been positive. The likelihood of a false negative test 
result must be discussed with patients if their history suggests that they have engaged in behaviour which 
was likely to put them at risk of HIV infection. In this situation, repeated testing over time may be necessary 
before they can be reassured that they are not infected with HIV. The most frequent reason for a false 
negative test result is that the individual is newly infected (ie. the window period) and is not yet producing 
HIV antibodies. However, it is important to remember that someone who has tested negative because they 
are not infected with HIV can become infected the following day! 

• Informed consent and confidentiality

All people taking an HIV test must give informed consent prior to being tested. (Issues related to pre and 
post-test counselling and informed consent are covered in Fact Sheet 7.) The results of the test must be 
kept absolutely confidential. However, shared confidentiality is encouraged. Shared confidentiality refers to 
confidentiality that is shared with others. These others might include family members, loved ones, care 
givers, and trusted friends. This shared confidentiality is at the discretion of the person who will be tested. 
Although the result of the HIV test should be kept confidential, other professionals such as counsellors and 
health and social service workers, might also need to be aware of the person's HIV status in order to 
provide appropriate care.

Questions for Reflection and Discussion

Why is it important that nurses/midwives educate people about how HIV 
is and is not transmitted?

What role can nurses/midwives take in promoting HIV prevention?

Why is it important to understand the danger of HIV transmission during 
the "window period"?

Why is informed consent essential?

What role can nurses/midwives play in promoting shared 
confidentiality?

What are the dangers of receiving a false negative result? What should 
be done if a person's test is sero-negative?
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Fact Sheet 2 The global HIV/AIDS epidemic

l     Introduction

l     The global estimates of HIV/AIDS (1999) 

l     The evolving picture of AIDS

l     The spread of HIV

l     Using epidemiology

l     Questions for reflection and discussion

• Introduction

The human immunodeficiency virus (HIV) continues to 
spread around the world, moving into communities 
previously little troubled by the epidemic and 
strengthening its grip on areas where AIDS is already the 
leading cause of death in adults (defined as people aged 
15-49). Estimates by the Joint United Nations Programme 
on HIV/AIDS (UNAIDS) and the World Health 
Organization (WHO) indicate that by the end of 1999 over 
30 million people were infected with HIV (27 million of 
whom did not know their HIV status), and that 12.7 million 
people around the world had already lost their lives to the 
disease. Unless a cure is found, or life-prolonging therapy 
can be made more widely available, the majority of those 
now living with HIV will die within a decade. The virus 
continues to spread causing nearly 16,000 new infections 
a day. Indeed, HIV/AIDS is among the top ten killers 
world wide, and given current levels of HIV infection, it 
may soon move into the top five (UNAIDS/WHO Report, 
1999). 

Sex worker in a developed country undergoes 
examination to determine whether she is 
infected with HIV. (Credit: WHO)



• The global estimates of the HIV/AIDS epidemic as of the end of 
1999 are:

People newly infected with HIV in 
1999

Adults 5 million

Women 2.3 million

Children 570,000

Total: 5.6 million

Number of people living with 
HIV/AIDS

Adults 32.4 million

Women 14.8 million

Children 1.2 million

Total: 33.6 million

AIDS deaths in 1999

Adults 2.1 million

Women 1.1 million

Children 470,000

Total: 2.6 million

Total number of AIDS deaths since 
the beginning of the epidemic

Adults 12.7 million

Women 6.2 million

Children 3.6 million

Total: 16.3 million

The major concentration of HIV infections is in the developing world, mostly in countries least able to afford 
care for infected people. In fact, 86% of people with HIV live in sub-Saharan Africa and the developing 
countries of Asia, which between them account for less than 10% of global Gross National Product (GNP). 
Infection rates are rising rapidly in much of Asia, Eastern Europe and southern Africa. The picture in Latin 
America is mixed with prevalence in some countries rising rapidly. In other parts of Latin America and many 
industrialized countries, infection is falling or close to stable. This is also the case in Uganda, Thailand, and 
in some West African countries. Nevertheless, although the situation is improving among many groups, 
large numbers of new infections occur every year in these countries. 

• The evolving picture of AIDS 

Sub-Saharan Africa: the epidemic shifts south
Over two-thirds of all the people living with HIV in the world (nearly 21 million) live in sub-Saharan Africa, 
accounting for 83% of the world's AIDS deaths. An even higher proportion of the children living with HIV in 
the world are in Africa, an estimated 87%. There are a number of reasons for this. First, more women of 
childbearing age are HIV-infected in Africa than elsewhere. Second, African women have more children on 
average than those in other continents, so one infected woman may pass the virus on to a higher than 
average number of children. Third, nearly all children in Africa are breastfed. Breastfeeding is thought to 
account for between a third and a half of all HIV transmission from mother to child (see Fact Sheet 10). 
Finally, new drugs which reduce transmission from mother to child before and around childbirth are far less 
readily available in developing countries, including those in Africa, than in the industrialized world. In 
general, West Africa has seen its rates of infection stabilize at much lower levels than East and southern 
Africa, where the virus is still spreading rapidly, despite already high levels of infection. For example, in 
Botswana, the proportion of the adult population living with HIV has doubled over the last five years, with 
43% of pregnant women in a major urban centre testing HIV-positive in 1997.



In a large commercial farming centre in Africa, HIV 
prevalence in pregnant woman has increased from 32% in 

1995 to 59% in 1996.

Asia: low infection rates but rapid spread
HIV came later to Asia, and mostly through drug injectors and sex workers. However, by 1997 HIV was well 
established across the continent. The countries of South East Asia, with the exception of Indonesia, the 
Philippines, and Laos are comparatively hard hit, as is India. While the prevalence remains low in China, 
they are beginning to record increasing numbers of cases. Only a few countries in the region have 
developed sophisticated systems for monitoring the spread of the virus, so HIV estimates in Asia often have 
been made on the basis of less information than in other regions. Overall, about 6.4 million people are 
currently believed to be living with HIV in Asia, just over 1 in 5 of the world's total. By the end of the year 
2000, that proportion is expected to grow to 1 in 4. About 94,000 children now live with HIV.

Latin America and the Caribbean: most infections are in marginalized groups
The picture is fragmented in Latin America with most infections being in marginalized groups. Men having 
unprotected sex with men, as well as drug injectors who share needles, are the focal points of HIV infection 
in many countries in the region. Rising rates in women show that heterosexual transmission is becoming 
more prominent with the proportion being around one fifth. 

Eastern Europe: drug injection drives HIV
Until 1994, mass screening of blood samples from people whose behaviour put them at risk for HIV showed 
extremely low levels of infection. But in the last few years, the former socialist economies of Easter Europe 
and Central Asia have seen infections increase around six-fold. By the end of 1997, 190,000 adults were 
infected. The most common form of spread is through unsafe drug injecting, and to a lesser extent through 
sex workers. The rise in new cases of STDs may reflect dramatic increase in unprotected sex, which 
indicates that the risk of HIV infection is spreading rapidly throughout the general population of Eastern 
Europe.

The industrialized world: AIDS is falling
In Western Europe, HIV infection rates appear to be dropping, with new infections concentrated among drug 
injectors in the southern countries, particularly Greece and Portugal. About 30,000 new cases were reported 
in 1997. Antiretroviral drugs have accounted for low mother to baby transmission. In North America 44,000 
new HIV infections were reported with half that number being in injecting drug users. As in Western Europe, 
mother to baby transmission is rare. Although cases of HIV infections continue to rise in the industrialized 
world, the cases of AIDS are falling. This downturn is probably due to the new antiretroviral drug therapies 
which postpone the development of AIDS and prolong the lives of people living with HIV. In the United 
States, in some disadvantaged sections of society, AIDS continues to rise. This rise is partly due to the 
inaccessibility of expensive drugs, and to less successful prevention initiatives than in the predominantly 
well-educated, well-organized gay communities. 

In the United States, in some disadvantaged sections of 
society, AIDS continues to rise. 

North Africa and the Middle East: the great unknown
Less is known about HIV infection in North Africa or the Middle East than in other parts of the world. Just 
over 200,000 people are estimated to be living with HIV in these countries, under 1% of the world total. 

• The spread of HIV

There are no simple explanations as to why some countries are more affected by HIV than others. Poverty, 



illiteracy and engaging in identified risk behaviours account for much of the epidemic. People who are 
infected with HIV often have no symptoms of disease (see Fact Sheet 1) for many years and can infect 
others without realizing that they themselves are infected. Much still needs to be done to ensure better 
tracking of the epidemic and to find better prevention strategies and care for people living with HIV/AIDS. 

•Using epidemiology

It is important that nurses and midwives understand the epidemiological statistics for HIV and AIDS at the 
local, national and global level. Understanding these figures helps to persuade decision makers about the 
magnitude of the problem while also enabling them to make informed decisions about the allocation of 
resources for the care and prevention of HIV.

Incidence:
refers to the number of times an event occurs in a given time, e.g. the number of new AIDS cases 
presenting each month or year, or the number of new HIV infections being detected during a specified 
period of time.

Prevalence:
means the total number of specific conditions in existence in a defined population at a precise point in time, 
e.g. The number of AIDS cases or number of HIV infections which have so far been reported in your own 
country. The systematic collection of facts (data) about disease occurrence is part of surveillance.

Collecting information from the National AIDS Programme, or visiting health centres involved in testing and 
counselling people would be important sources of data. Also, visiting hospitals (to assess the number of in-
patients who are HIV positive), visiting sexually transmitted disease (STD) services, blood transfusion 
services and other facilities where people go to access HIV-related care would provide important 
epidemiological information about the incidence and prevalence of HIV/AIDS. The more knowledgeable that 
nurses/midwives are regarding the magnitude of the problem in their area, the more they can do to influence 
decision makers, or make informed decisions about, HIV prevention and care. 

Questions for reflection and discussion

How many people in your local community are now infected with HIV? 
(prevalence)

What is the rate of new infections in your country? (incidence)

What is the greatest mode of transmission of HIV in your country?

How many AIDS cases have so far been reported in your country? 
(prevalence)

How might you begin to collect this information if local and national 
statistics are not available?

How would you use this information?

How would you collaborate with others to utilize this information to 
develop and manage prevention and care initiatives?
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Fact Sheet 3 Continuum of care

l     Introduction: Comprehensive care across a continuum

l     Components related to comprehensive care 

l     Sites in the continuum of care

l     Optimal professional service allocation for HIV/AIDS care

l     Basic principles in continuum of care

l     Integrating HIV prevention and care 

l     Steps in linking services across the continuum

1. Assess the level and type of need
2. Developing links
3. Staff and training
4. Wider involvement
5. Counselling
6. Care at home
7. Care costs
8. Programme monitoring

l     Continuum of care checklist

l     Questions for reflection and discussion 

 

• Introduction: Comprehensive care across a continuum 

Comprehensive care involves a network of resources and services which provide holistic, comprehensive, 
wide ranging support for people living with HIV/AIDS (PLHA) and their families. A continuum of care 
includes care between hospital and home over the course of the illness. There are many issues that need to 
be addressed before continuous can be provided. There need to be adequate resources (financial, supplies, 
services, staff, volunteers, government and community support), and connections between them. Care must 
incorporate clinical management, direct patient care, education, prevention, counselling, palliative care and 
social support.



• Components related to comprehensive care include:

l     Clinical Management and direct physical care to PLHA and his/her family (Fact 
Sheets 4 & 5)

l     Education (for health workers, family, neighbours, volunteers, etc.) (Fact Sheet 9)
l     Involvement of the PLHA
l     Counselling (social, spiritual and emotional support) (Fact Sheet 7)
l     Voluntary testing and follow-up (Fact Sheet 7)
l     Adequate resources (medicines, medical supplies, linen, food, clothing, shelter, 

money)
l     Advocacy and legal aid (Fact Sheet 6)
l     Prevention strategies (Fact Sheet 12)
l     Care for the caregivers (Fact Sheet 7)
l     Protection and infection control (Fact Sheet 11)
l     Strategies to promote acceptance of PLHA, and reduce stigma and isolation in 

institutions and communities (Fact Sheet 6).

Although many countries will not have adequate resources to address all these components, each country 
can be working toward comprehensive care.

• Sites in the continuum of care

 

· Home care is care given to sick people in their homes. 
This might include people caring for themselves, or care 
given by family, friends, neighbours, health and social 
service workers and others. Such care can be physical, 
psychosocial, spiritual and palliative.

· Community care is care given by people within the 
community. This care might be given by nurses, midwives, 
trained volunteers, community health or TB workers, 
traditional healers, non-governmental organizations 
(NGO), local leaders, teachers, youth groups, lay or 
religious leaders etc. Health centre care is given to sick 
people in a community health centre by nurses, midwives, 
counsellors, social workers, traditional healers, volunteers 
and other staff.

A nurse in the U.S. counsels the relative of a 
person living with HIV/AIDS. (Credit: 
UNAIDS/Kobre)



· District hospital care is given to sick people by doctors, nurses, counsellors, social workers, education 
services, legal aid.

• Optimal professional service allocation for HIV/AIDS care

  

Human resources Health facility-
based care

Community care

Doctor XXXX X

Nurses XXXX XX

Counselors/Social 
workers XX XX

Traditional 
practitioners / 
community workers

X XXX

Families X XXXX

• Basic principles in a continuum of care 

1.  Listen to the person with HIV/AIDS and his/her family, and enable them to plan for 
the future (Fact Sheet 7).

2.  Care can, and should be integrated with prevention to provide for a comprehensive, 
holistic system of HIV management (Fact Sheet 12).

3.  Care-givers/institutions must not be discriminatory or judgmental in order to provide 
accessible and acceptable programs of care and prevention based on respect for 
human dignity. (Fact Sheet 6).

4.  Confidentiality must be respected and basic rights observed (Fact Sheets 1 & 7).

5.  Providing and making referral to counselling and other support networks is 
important for to comprehensive, holistic care (Fact Sheet 7).

6.  Preventing HIV-related infections is cost effective in preventing deterioration of the 
person's overall health status resulting in heavy costs to the health care system 
(Fact Sheets 4 & 5)

7.  Expensive in-patient care can be kept to a minimum with available, accessible and 
acceptable links and referral mechanisms in a comprehensive, holistic care 
continuum.

8.  The more involvement of the local community and its resources, the more cost 
effective, comprehensive and holistic is the care. Local people are well suited to 



provide appropriate care.

9.  Many people prefer to die at home, therefore, terminal care outside hospital should 
be a viable option. However, adequate support will be necessary (Fact Sheet 8).

10.  Staff usually need, and benefit from education (Fact Sheet 9), supervision and 
support. Addressing the needs of the care givers helps reduce stress amongst the 
staff (Fact Sheet 7).

11.  In many countries, people with HIV/AIDS and their families are good advocates and 
a useful resource in planning and providing comprehensive, holistic care.

  

• Integrating HIV prevention and care 

It is important to combine care with education and prevention strategies. Listening to and learning from the 
affected person/family is a vital component of care (Fact Sheet 7). Counselling services, sexually 
transmitted disease (STD) clinics, maternal child health clinics and other health and social services can play 
an important role. In this way, voluntary testing and counselling, education about risk behaviours, and the 
distribution of condoms is possible. Such activities should be combined with counselling, clinical 
management and physical care. It is important to build on the care that people already provide for 
themselves within their communities. Incorporating and strengthening existing programs such as cancer 
care or care for the chronically ill are important strategies.

The figure below provides a visual representation of a conceptual framework of comprehensive care across 
the continuum.



 

Reproduced from: Osborne, C. M., van Praag, E. & Jackson, H. (1997). 
Models of care for patients with HIV/AIDS. AIDS (11B), 135-141.

• Steps in linking services across the continuum

1. Assess the level and type of need
What are the reported numbers PLHA with HIV related illnesses in your area? Refer to 
records in local hospitals, antenatal, STD or TB clinics where HIV testing has been carried 
out. If available, check the national HIV data base. If this information is not available, while 
maintaining the need to respect confidentiality, make an assessment yourself by observing 
and discussing these numbers with various community groups.

What are the local attitudes towards AIDS? How are PLHA viewed by their families and 
communities? What do PLHA and their families need? Often their needs are financial and 
material support such as lack of jobs, money, food, clothing, shelter, water, transportation, 
and medicines. Other major needs might include medical care, emotional and spiritual 
support, and education about HIV.

What care is already being provided? What is the impact on health services and staff? What 
are the trends for outpatient attendance, hospital admissions and bed occupancy rates? Are 
staff experiencing difficulty related specifically to HIV care?

What referral problems exist between hospitals and community health facilities?



Are appropriate medicines available at the relevant sites of care? What are the most 
commonly used medicines for treating HIV related infections? Who would pay for the 
medicines? Are their adequate supplies of condoms and other household and medical 
supplies?

How are HIV related illnesses treated in the community? Who treats the PLHA, in what 
manner?

How is contact maintained with people diagnosed with HIV and later discharged? To what 
extent are counselling and testing available and being used?

What community services already exist? Could they be expanded or further utilized to 
include care for the PLHA?

Could care for PLHA be incorporated into the care of people with other chronic illnesses?

Could links be improved with STD, family planning, TB, maternal/child health services or 
other social services?

What other services are there in the community? Are NGOs providing care, prevention, 
education or counselling?

This list of assessment measures might be too much for the isolated nurse/midwife. 
However, it is important to consider as many of these questions as possible within your 
region.

2. Developing strong referral systems
Setting up a workable structure will require coordination with the hospital, clinics, voluntary 
and confidential counselling and testing and other support agencies (government and non-
government). A good referral system is important between hospital, home, clinic and other 
people and agencies (e.g. traditional healers, community health workers).

3. Staff and training
It is important to train community health workers and others in the care and prevention of 
HIV. This training can include management of common illnesses such as skin rashes, 
diarrhoea, and how to train family carers in basic nursing and home care (Fact Sheets 4 & 
5). It might also be important to provide them with the basic essential medicines and 
supplies. These community health workers can be important to the team as they have first 
hand knowledge of the community. 

4. Wider involvement
Make strong community links by using established structures:

• organize meetings and workshops with local healers. These gatherings 
provide valuable opportunities for sharing knowledge and perceptions about 
HIV/AIDS, the roles for healers in prevention and care, infection control, and 
referrals to hospitals and clinics 



• meet with local NGOs and community leaders including religious and 
traditional organizations to discuss their perceptions of the epidemic and 
possible ways to support families and provide community education 

• develop and maintain close links with staff from other agencies, education and 
welfare departments, including social workers, counsellors, and others working 
with PLHA and their families. 

5. Counselling
Emphasize the importance of ongoing counselling, not just before and after HIV testing. It is 
important to combine care with emotional support and education on HIV prevention and 
infection control. Ideally, all staff need training in basic counselling skills (Fact Sheet 7). 
Also, referral systems should be maintained with the hospital based counsellor.

6. Care at home
Visits by the home care team are valued by PLHAs and their families for medical care and 
advice. Transport to hospital (where available), emotional support, education and help with 
basic needs (food, shelter, supplies) are also important. One of the most important issues is 
money. Sources of income (e.g. welfare departments, NGOs, starter grants for income 
generation) should be investigated and a list provided. It is also important that, when the 
family is unable to cope, PLHA who are critically ill, are referred to hospital if at all possible. 
However, many patients choose to die at home, so counselling (Fact Sheet 7), palliative 
care (Fact Sheet 8), and practical support for the PLHA and his/her caregivers is very 
important. Help might also be required after the PLHA has died, and could include emotional 
support, instructions on how to safely prepare the body, and funeral arrangements. (Fact 
Sheet 8). 

7. Care costs
Sufficient resources need to be allocated in order that the continuum of care programme to 
be sustainable in the long term. Although training community volunteers can reduce some 
long term costs, consideration must be given to costs associated with on-going training and 
supervision (Fact Sheet 9). Direct costs to the family, such as payment for medical and 
traditional treatments, extra food and other items, should also be taken into account. Other 
costs, some of which are less easy to measure include: loss of earnings, loss of agricultural 
productivity, and the additional workloads put on women and girls.

8. Programme monitoring
Indicators for measuring the success of the continuum of care efforts need to be established 
at the start, and team members need to keep accurate records in order to assess the quality 
of care. A successful continuum of care involves using existing services appropriately so that 
the PLHA can use the site and service to best suited to their health and/or social service 
need. Team members may wish to monitor the following indicators of quality of care: 



number of PLHA accessing resources in the continuum of care

number of referrals

number of PLHA who use the appropriate site to fit their health/social 
service needs

types of linkages between resources and services

number of drugs, medical supplies and condoms distributed

changes in hospital attendance

changes in community attitudes

the number of PLHA sharing news of their diagnosis with family/friends

satisfaction with treatment

support for the PLHA and his/her carers and health care workers

volunteer training given

• Continuum of care checklist: 

Does the district plan or the review consider:

l     Comprehensive care policies and guidelines for (a) clinical 
management, (b) nursing care, (c) counselling and voluntary 
counselling and testing, and (d) social support?

l     Resource mobilization across the continuum of care to provide (a) 
discharge planning, (b) referral networks, (c) government/NGO 
links, and (d) community support to PLHAs and caregivers?

l     Integration of HIV/AIDS care with existing services such as (a) in- 
and out-patient care, (b) health centres and dispensaries, (c) 
tuberculosis, sexually transmitted disease and maternal/child and 
family planning clinics?

l     Prevention intervention as part of care by (a) counselling partners 
of PLHAs, (b) supplying condoms, (c) educating family members, 
and (d) stimulating support groups among PLHAs? 

Questions for reflection and discussion



How can a continuum of care be implemented in such a way that services 
are provided for the PLHA and his/her family where they are most 
needed?

How can prevention and care be integrated across the continuum?

How can the PLHA, the family or caregivers be directly involved in 
planning care?

How can stigma and fear of HIV be addressed? What can you do to help 
change people's attitudes? 

What strategies do you consider to be necessary to sustain a continuum 
of care model?

How can you ensure that patients are linked with other services and 
referred to other care options when necessary?

If you are working in a situation where you have little support, how can 
you contribute to the continuum of care? 
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Fact Sheet 4 Nursing care of adults with HIV-related illness  

l     Introduction

l     Making a diagnosis of AIDS when HIV testing is unavailable

l     HIV and TB: the dual epidemic

l     Opportunistic infections and common treatments

l     Antiretroviral therapy (ARV)

l     Basic nursing care for PLHA with opportunistic Infections

l     Questions for reflection and discussion

• Introduction:

Nursing care of the person with HIV-related illness is the same as the nursing care for any person who is ill. 
Consequently, all trained nurses/midwives are competent to care for patients with HIV-related illness as the 
same principles of nursing practice apply. In addition, many of the health care problems people will have as 
a result of HIV infection will be familiar to nurses because of their knowledge and experience of caring for 
people with other chronic, progressive diseases. The use of universal precautions for infection control are 
critical in the care and prevention of HIV (Fact Sheet 11).

Almost all (if not all) HIV-infected people will ultimately develop HIV-related disease and AIDS. This 
progression depends on the type and strain of the virus and certain host characteristics. HIV infects both the 
central and the peripheral nervous system early in the course of infection, often causing a variety of 
neurological and psychiatric problems. As HIV infection progresses and immunity declines, people become 
more prone to opportunistic infection and other conditions. Opportunistic infections are those that can 
invade the body when the immune system is not working adequately. 

Opportunistic infections include:



Tuberculosis (see Fact Sheet 13)

Other sexually transmitted diseases (STDs)

Septicaemia

Pneumonia (usually pneumocyctis carinii)

Recurrent fungal infections of the skin, mouth and throat

Other skin diseases

Unexplained fever

Meningitis

Other conditions may include:

Cancers such as Kaposi sarcoma

Chronic diarrhoea with weight loss (often known as "slim disease") 

Many adults will have been tested for HIV and their status is known when an HIV-related illness presents. 
However, in many cases, testing is not done. Reasons for not testing include: fear, stigma, other 
psychosocial factors, lack of resources to provide testing, or inadequate voluntary HIV testing and 
counselling services.

• Making a diagnosis of AIDS in adults when HIV testing is not 
available 

A case definition for AIDS is made in the presence of at least 2 major signs and at least 1 minor sign. 

Major signs:

l     weight loss greater than 10% of body weigh over a short period of time

l     chronic diarrhoea for more than 1 month prolonged fever for more than 1 month

Minor signs:



l     persistent cough for more than 1 month (for people with TB, this cough would not be 
considered a minor sign of AIDS)

l     generalized itching skin rash

l     history of herpes zoster in last 2 years

l     fungal infections of mouth and/or throat

l     chronic progressive or generalized herpes simplex infection

l     generalized enlarged lymph nodes

Please note: The presence of either generalized Kaposi's sarcoma or cryptococcal 
meningitis is sufficient for a case definition of AIDS.

• HIV and TB: The Dual Epidemic

Although both tuberculosis (TB) and HIV are considered potentially lethal diseases, 
the interaction between TB and HIV is life threatening if TB is undiagnosed or left 
untreated.

Unlike HIV, the TB germ can spread through the air to HIV negative people and is the only major AIDS-
related opportunistic infection to pose this kind of risk. Because HIV effects the immune system, it is 
estimated that TB carriers who are infected with HIV are 30-50 times more likely to develop active TB than 
those without HIV. Worldwide, over the next four years, the spread of HIV will result in more than 3 million 
new TB cases. Antituberculosis drugs are just as effective in HIV-infected individuals as in those not 
infected with HIV, and are considered cost effective, even in the poorest countries. DOTS is a programme of 
directly observed treatment by a short course of prescribed medicines and provides cost effective treatment 
for TB. (see Fact Sheet 13) This programme, available in most countries throughout the world, claims to 
cure 95% of TB cases. In addition to treating TB, health workers should consider offering preventive therapy 
with isoniazid (INH) to HIV-infected patients at high risk of developing TB such as those living in 
communities with a high incidence of TB. Protocols for TB prevention therapy are now available in many 
countries. Check the Ministry of Health or those of the District Health Management Team for guidelines in 
your country.

•Opportunistic infections and common treatments

In most circumstances, a doctor will make the diagnosis of an 
opportunistic illness and prescribe treatment. However, it is useful for 
nurses and midwives to be familiar with the most common medical 
treatments for HIV-related infections. Drugs prescribed for HIV-related 
illnesses must be considered in relation to those used for other health 
problems, especially problems likely to occur because of HIV, such as 
TB, other respiratory ailments and chronic diarrhoea. For example, an 
HIV-positive patient who is receiving TB treatment should not be 
prescribed Thaicetazone (a TB drug common in some countries), 
because this can cause severe reaction in people with HIV. Antiretroviral 
therapy (if available) may have reactions with other drugs. It is important 
to check that any drugs prescribed for the patient will not react with other 
drugs the person is taking.



The list of common medical treatments presented here is very superficial 
and reference to other resources on pharmaceutical treatments including 
the handbook "Standard treatments and essential drugs for HIV-
related conditions" (WHO DAP/97.9) would be helpful (see reference 
list). Other useful resources might include the National AIDS Control 
Programme and Ministry of Health for national guidelines for treatment of 
opportunistic infections developed in your country. 

A nurse treats the open wounds 
of a woman at Elim Hospital in 
Zimbabwe. (Credit: 
UNAIDS/Szulc-Kryzanowski)

Tuberculosis: Isoniazid (for prevention), and rifampicin, pyrazinamide, streptomycin, ethambutol (for 
treatment, see DOTS programme, Fact Sheet 13)

Other sexually transmitted diseases (STDs): antibiotics, antifungal agents, gentian violet, antiviral 
treatments (topical, oral). Treatment will depend on the STD diagnosis

Septicaemia: antibiotics

Pneumonia (usually pneumocystis carinii): This requires complex treatment. The first line of treatment is 
usually sulfamethoxazole and trimethoprim (which can also be used as prophylaxis). Later treatments might 
include petamidine, prednisolone, dapsone, eflornithine and methylprednisolone. Simple pneumonia is 
treated with antibiotics.

Recurrent fungal infections of the skin, mouth and throat: gentian violet application, polyvidone iodine 
and chlorhexidine mouth wash, and antifungal tablets and lozenges.

Other skin diseases: calamine, topical steroids, antibiotics orally or topically

Unexplained fever: aspirin, paracetamol

Chronic diarrhoea with weight loss (often known as "slim disease"): lopamide, diphenoxylate

Meningitis: antibiotics

• Antiretroviral therapy (ARV)

ARV is very expensive and unavailable to many PLHA worldwide. However, where ARV is accessible and 
affordable certain guidelines must be followed. A joint publication by WHO and UNAIDS "Guidance Modules 
on antiretroviral treatments" (WHO/ASD/98.1 & UNAIDS/98.7) provides comprehensive guidelines.



The minimum requirements for introducing ARVs include:

1.  Availability of reliable, inexpensive tests to diagnose HIV infection.

2.  Access to voluntary and confidential counselling and testing.

3.  Reliable, long-term and regular supply of quality drugs.

4.  Sufficient resources to pay for drugs on a long-term basis (a life-long 
commitment).

5.  Support from a social network to help PLHA stay with the treatment 
regimen.

6.  Appropriate training for health care workers in the correct use of ARVs.

7.  Laboratory facilities to monitor adverse reactions.

8.  Capacity to diagnose and treat opportunistic infections with the 
availability of affordable drugs.

9.  Access to functioning and affordable health care services.

10.  Joint decision-making between health care worker and patient in all 
aspects of ARV treatment (including the decision to begin ARV).

• Basic nursing care for PLHA with an opportunistic infection

Infection control:
Maintain good hygiene. Always wash hands before and after caring for the PLHA. Make sure linen and 
other supplies are well washed with soap and water. Burn rubbish or dispose of it in leakproof containers. 
Avoid contact with blood and other body fluids and wash hands immediately after handling soiled articles 
(see Fact Sheet 11 on Universal Precautions ).

Skin problems:
Wash open sores with soap and water, and keep the area dry. Use the medical treatment, and prescribed 
ointment or salve. Local remedies, oils and calamine lotion might also be helpful.

Sore mouth and throat:
Rinse mouth with warm water mixed with a pinch of salt at least three times a day. Eat soft foods that are 
not too spicy.

Fevers and pain:
Rinse body in cool water with a clean cloth or wipe skin with wet cloths. Encourage the person to drink more 
fluids than usual e.g. water, tea, broth or juice. Remove thick clothing or too many blankets. Use antipyretics 
and analgesics such as aspirin, paracetamol etc.



Cough:
Lift head and upper body on pillows to assist with breathing, or assist the person to sit up. Place the patient 
where he/she can get fresh air. Vaporisers, humidifiers, and oxygen might be helpful.

Diarrhoea:
Treat immediately to avoid dehydration, either using oral rehydration or intravenous therapy if necessary. 
Ensure that the person drinks more than usual, and continues to take easily digestible nourishment. 
Cleanse the anus and buttocks after each bowel movement with warm soap and water and keep the skin 
dry and clean. Antibiotics used to treat other infections can worsen the diarrhoea. Always wash hands and, 
where possible, wear gloves when handling faecal or soiled materials (Fact Sheet 11).

Nutrition:
Where available, encourage foods that are high in fat and protein as they will help reduce weight loss.

Local Remedies:
There are often local remedies that alleviate fevers, pains, coughs, cleanse sores and abscesses. These 
local remedies can be very helpful in alleviating many of the symptoms associated with opportunistic 
infections. In many countries, traditional healers and women's associations or home care programs are 
collecting information about remedies which alleviated symptoms and discomfort. 

 

  

Questions for reflection and discussion

What are some common symptoms which might be lead you to consider 
the person could have HIV (where HIV testing is unavailable, or 
unacceptable to the person)?

What are some of the important reasons to treat active TB in an HIV-
positive patient?

What minimal requirements should be in place before commencing ARV?

What are some of the basic nursing care treatments for common 
opportunistic infections?

Which sources would you consult for basic medical and drug treatments 
for opportunistic infections? 
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Fact Sheet 5 Care of HIV infected and affected children

l     Introduction

l     Common symptoms of HIV infection in children

l     The course of HIV infection in infants and children

l     Making a diagnosis of HIV/AIDS when HIV testing is 
unavailable

l     Care for infants and children with HIV-related illness

l     Basic nursing care for child with an opportunistic infection 

l     Assessing the family's ability to cope for a child with HIV-
related illness

l     Children orphaned by AIDS

l     Strategies for the care of orphaned children

l     Questions for reflection and discussion

• Introduction:

The number of children under 15 who have lived or are living with HIV 
since the start of the epidemic in the late 1970's has reached about 4.8 
million - 3.6 million of them have already died. Nearly 600 000 children 
were infected with HIV in 1999, mostly through their mothers before or 
during birth or through breast feeding (vertical transmission). 



An HIV-positive child at a center 
run by the Missionaries de la 
Charité in Port-au-Prince, Haiti. 
(Credit: PAHO/Waak )

HIV infection can be transmitted to: 

l     the unborn child (in utero infection)
l     neonates during labour and delivery (intrapartum infection)
l     neonates, when exposed to infected maternal birth fluids
l     infants, after birth, through breast milk (post partum infection) (30 percent risk 

of transmission)

Other sources of HIV transmission to infants and children include:

l     transfusion with HIV-contaminated blood or blood products
l     use of non-sterile equipment in health care facilities
l     use of non-sterile equipment by traditional healers (surgeries, male and female 

circumcisions, scarification)
l     sexual abuse
l     injecting drugs
l     sexual initiation practices involving sex workers
l     child prostitution

The lives of children who do not have HIV themselves are affected when family members have AIDS. 
Families face increased poverty and stress because adults have to leave their paid employment, or are too 
sick to farm their land. Women may be ill themselves, as well as caring for other sick family members and 
looking after young children (Fact Sheet 10).

Girls in particular often become the care providers for sick relatives and their brothers and sisters. 
Sometimes children have to leave school to look for work or care for other family members. In addition, 
denial or neglect of girls' human rights results in gender discrimination, giving young women little access to 
socioeconomic opportunities (Fact Sheet 10). These girls (and boys to a lesser extent) often become 
vulnerable to commercial sex and to the drug trades (Fact Sheet 10).

• Common symptoms of HIV infection in children  



HIV-infected children have an increased frequency of common childhood 
infections such as ear infections and pneumonia. In developing 
countries, diseases such as chronic gastroenteritis and tuberculosis are 
also frequent. In HIV-infected infants, the symptoms common to many 
treatable conditions, such as recurrent fever, diarrhoea and generalized 
dermatitis, tend to be more persistent and severe. Moreover, HIV-
infected infants do not respond as well to treatment and are likely to 
suffer life-threatening complications. Enlarged lymph nodes and an 
enlarged liver are common in children infected with HIV. Opportunistic 
infections occur as the immune system becomes more affected, and 
most of these children have some type of neurological involvement, such 
as developmental delay or infection in the brain. Fact Sheet 4 provides 
an overview of the common medical, pharmaceutical, and nursing care 
treatments for opportunistic infections in adults that can be adapted to 
the care of infants and children. When administering medicines, it is 
important to consider the amount to be prescribed (depending on the 
infant/child's size and body weight), and its suitability for use in children.

An 8-year-old in Tanzania. The 
boy received an injection at the 
hospital, but the needle was 
infected with HIV. (Credit: 
UNAIDS/Szulc-Kryzanowski)

• The course of HIV in infants/children 

The majority of infected infants develop disease during the first year of life and have a high mortality rate. 
With recent research and new antiretroviral therapies (ARVs), there has been significant improvement to 
child mortality in countries where this treatment is available and accessible.

The diagnosis of paediatric AIDS is difficult. In addition, in developing countries, diagnostic procedures 
might not be available or routinely used. Different countries might show slightly different patterns of the 
opportunistic infections that are common in HIV-infected children. 

The signs and symptoms most commonly found in HIV-infected children include:

• Weight loss
• Chronic diarrhoea
• Failure to thrive
• Oral thrush (This often recurs after treatment and can be the first indication of HIV 
infection.)
• Fever

• Making a diagnosis of AIDS in children when HIV testing is not 
available

In infected women, the maternal HIV antibody is passively transmitted across the placenta to the fetus 
during pregnancy (Fact Sheet 10). This antibody can persist in the infant for as long as 18 months. 
Consequently, during this period, the detection of HIV antibody in infants does not necessarily mean that an 
infant is infected. Therefore, a case definition for AIDS is made in the presence of at least 2 major, and 2 



minor signs.

Major signs:
 

Minor Signs:

l     weight loss or abnormally slow 
growth 

l     chronic diarrhoea for more 
than 1 month 

l     prolonged fever for more than 
1 month

 

l     generalized lymph node 
enlargement 

l     fungal infections of mouth 
and/or throat 

l     recurrent common 
infections (eg. ear, throat) 

l     persistent cough 

l     generalized rash

Please note: Confirmed HIV infection in the mother counts as a minor criterion.  

• Care for infants and children with HIV-related illness

Most HIV-related illness is caused by common infections which can be prevented or treated at home or in a 
health centre. However, the illnesses often last longer in HIV infected children, and are slower to respond to 
standard treatments. The standard treatments are nevertheless the most appropriate treatments. The 
following general recommendations should be used in the management of HIV infected infants/children and 
in teaching/counselling mothers and other care-givers.

Maintain good nutritional status in weight loss and failure to thrive

In most countries of the developing world, HIV-infected mothers are still breast-feeding their infants. 
However, with the knowledge that HIV can be passed through breast milk ( approximately 30% risk), this 
practice might be changing. (Fact Sheet 10). In some countries, substitutes for breast milk may be 
recommended for infants of HIV-infected mothers. However there needs to be a safe and adequate supply 
of affordable breast milk substitutes, access to a clean water supply and adequate means to boil water and 
to sterilize equipment. In some communities, where supplies and equipment are limited or unavailable, the 
risk of babies dying if not breastfed will be greater than the risk of passing on HIV. In countries where ARV 
is available, breast milk substitutes will probably be recommended. (Fact Sheet 10) Nurses and midwives 
are encouraged to refer to local policies and practices on nutritional counselling and breast feeding. Regular 
growth monitoring (preferably every month) is an appropriate way to monitor nutritional status. If growth 
falters, additional investigations should be done to determine the cause.

Provide early and vigorous therapy for common paediatric infections as early as 
possible

All infants with HIV antibodies should be treated vigorously for common paediatric infections such as 



measles and otitis media. (see Table below) Because the immune systems of children with HIV infection are 
often impaired, these diseases may be more persistent and severe, and the children may respond poorly to 
therapy and develop severe complications. Consequently, the mothers of all HIV-positive infants should be 
encouraged to take their infants for examination and treatment as soon as possible whenever symptoms of 
common paediatric infections develop. 

Paediatric infection Treatment

Oral thrush (Often recurs after 
treatment and can be the first 
indication of HIV infection)

Treat with gentian violet application, 
polyvidone iodine and chlorhexidine 
mouthwash, and antifungal tablets and 
lozenges (depending on child's age) 

Other skin diseases
Calamine, topical steroids, antibotics orally or 
topically

Unexplained fever
Paracetamol; aspirin (in children older than 6 
years of age)

Sexually transmitted diseases in the 
newborn

Antibiotics such as benzylpenicillin, 
kanamycin, erythromycin and others have 
been found to be effective for newborn 
treatment of syphilis, gonorrhea, and 
chlamydia

Otitis media Broad Spectrum antibiotics

 

Emphasize early diagnosis and treatment of suspected TB for all family 

TB is one of the most common and deadly opportunistic infections and the HIV positive child is very 
susceptible to contracting this disease. Every effort should be made to ensure that TB prevention and 
treatment is available to family members. (See Fact Sheets 4 and 13)

Immunize according to standard schedules
All infants and children should be immunized according to standard schedules. The only exception is that 
infants with clinical symptoms of HIV infection should not be given tuberculosis vaccine (BCG). It is 
important that correct sterilization procedures for immunization equipment be strictly followed (See Fact 
Sheet 11 on Universal Precautions).

Ensure the child has good quality of life



Most infants of HIV infected mothers are not infected with HIV (Fact Sheet 10). In addition, many of those 
who are infected will have months of asymptomatic life. Some will live for years without developing 
symptoms. Every effort should be made by members of the child's family and by the health care 
professional to help the HIV-infected child to lead as normal a life as possible. 

Basic nursing care for the HIV-infected child with an opportunistic 
infection

Infection control
Maintain good hygiene. Always wash hands before and after care. Make sure linen nappies and other 
supplies are well washed with soap and water. Burn rubbish or dispose of in containers. Avoid contact with 
blood and other body fluids and wash hands immediately after handling soiled articles. (See Fact Sheet 11 
on Universal Precautions ) 

Skin problems
Wash open sores with soap and water, and keep the area dry. Salty water can be used for cleansing. Use 
medical treatment, such as prescribed ointment or salve, where available. Local remedies, oils, and 
calamine lotion might also be helpful.

Sore mouth and throat
Rinse the child's mouth with warm water at least three times daily. Give soft foods that are not too spicy. 

Fevers and pain
Rinse body in cool water with a clean cloth or wipe skin with wet cloths. Encourage the child to drink more 
fluids (water, tea, broth, or juice) than usual. Remove thick clothing or too many blankets. Use antipyretics 
and analgesics such as aspirin, paracetamol, acetaminophen, etc. 

Cough
Lift the child's head and upper body on pillows to facilitate breathing, or assist the child to sit up. Place the 
child where she/he can get fresh air. Vapourisers, humidifiers can provide symptomatic relief. 

Diarrhoea
Treat diarrhoea immediately to avoid dehydration, using either oral rehydration salts (ORS), or intravenous 
therapy in severe cases of dehydration. Ensure that the child drinks more than usual, and continues to take 
easily digestible nourishment. Cleanse the anus and buttocks after each bowel movement with warm soap 
and water and keep the skin dry and clean. Antibiotics used for other infections can worsen the diarrhoea. 
Remember to wear gloves or other protective covering when handling faecally contaminated material (Fact 
Sheet 11). 

Local Remedies
There are often local remedies that alleviate fevers, pains, coughs, and cleanse sores and abscesses. 
These local remedies can be very helpful in relieving many of the symptoms associated with opportunistic 
infections. In many countries, traditional healers and women's associations or home care programs compile 
information on local remedies which alleviate symptoms and discomfort. 

• Assessing the family's ability to care for a child with HIV and HIV-



related illness

The ability of a family to care for a child with HIV-infection or related illness is affected by their socio-
economic status and their knowledge and attitudes about HIV infection. The following questions will 
help the health care worker to determine what care can be expected from family members and what 

care must be obtained from other sources.  

l     What does the family know about HIV infection?Do they know how HIV is transmitted 
(Fact Sheet 1) and how to prevent transmission? (Fact Sheet 12)

l     Can the family acknowledge that the child is HIV-infected, in order to access 
appropriate services? 

l     What is the parents' state of health, including their emotional condition? Are they 
physically able to care for the child?

l     Which individuals can offer support to this family? What is their state of health?

l     Are they able and willing to help care for the child? 

l     What is the social service system like to support this family? 

l     What is the family's economic situation?

l     What is the condition of their living space?

l     What does the child eat? Is there a food shortage?Is clean drinking water freely 
available?

• Children orphaned by AIDS

Approximately 8.2 million children around the world have been orphaned by the HIV/AIDS epidemic. AIDS 
orphans, defined as children who have lost their mother or both parents to AIDS before reaching the age of 
15, are predicted to number 41 million worldwide by 2010. Nine out of ten (90%) maternal orphans are 
presently living in sub Saharan Africa. The extended family system, which would traditionally provide 
support for orphans, is greatly strained in communities most affected by AIDS. This is especially true in 
populations which migrate. 

Nurses and midwives can play an important role in orphan care. This care could 
include direct physical care, being an advocate on behalf of the child, and helping to 
influence policy changes to respect the rights and dignity of children. 



When children are cared for by other family members, this places an added financial burden on these care 
givers. After their parent's death, children can lose their rights to the family land or house. Without 
education, work skills or family support, children may end up living on the streets. These children are 
especially vulnerable, often becoming sexually active at an early age and at risk from HIV themselves (Fact 
Sheet 10). Poverty is an overwhelming problem. These orphans not only lack money, but basics such as 
clean water, drugs, food, shelter and medical supplies. They do not have information about how to protect 
themselves, and have poor access to doctors, nurses, and other health care workers and facilities. Finally, 
these orphans often lack human rights and dignity. The magnitude of this problem will have to be addressed 
at international, national, local, and community levels. Government, non-governmental organizations (NGO) 
and other institutions and organizations will have to combine their efforts to provide effective programs and 
strategies to care for orphaned children. Nurses and midwives can play an important role in orphan care. 
This care could include direct physical care, being an advocate on behalf of the child, and helping to 
influence policy changes to respect the rights and dignity of children. 

• Strategies for the care of orphaned children 

Strategies for the care of orphaned children include the following, in 
order of preference: 

1.  The extended family: Every reasonable attempt must be made to trace relatives.

2.  Substitute or foster care families: Placement with non-relative family units after 
careful caregiver selection, or foster care on an informal basis, recognizing traditional 
norms and values. 

3.  Family type group: Paid foster mothers living together with small groups of orphans 
or similar arrangements. 

4.  Child-headed households: Adolescents caring for younger siblings with the support 
of the community.

5.  Orphanages: As a last resort when all other options are inappropriate or 
unavailable. However, there is a limited role for orphanages, for example, in caring 
for abandoned babies or for very young children needing care until alternative 
solutions can be found for them. 

Questions for reflection and discussion



What are the most common symptoms in HIV-infected children? How can 
you treat these symptoms?

What might lead you to suspect a child may be infected with HIV (without 
HIV testing)?

What are some of the important nursing care practices to consider when 
caring for an HIV-infected infant/child?

What kind of strategies might you consider as you work with a family with 
an HIV-infected child?

What role might you be willing to play in addressing the problems of 
orphan care? 
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Fact Sheet 6 HIV/AIDS: fear, stigma and isolation

l     Introduction

l     Emotional, cultural, sexual, religious, and legal issues

l     Compromised care

l     Nurses' and midwives' moral and ethical responsibilities

l     Strategies to improve care

l     Questions for reflection and discussion

• Introduction:

HIV/AIDS is a condition that continues to generate fear, 
misunderstanding, misinformation, and discrimination, and there are few 
nurses and caregivers in the world who have not been affected in some 
way by the disease. In addition, nurses and caregivers are also living 
with HIV. As one nurse commented, "We continue to hear stories of 
people with AIDS being shunned and isolated, forced out of their jobs or 
homes, refused medical and nursing treatment, stripped of their human 
and civic rights. And all for a disease that doesn't even spread through 
casual contact. That people already suffering should be subjected to 
such indignity is intolerable and even more so when it occurs in health 
care institutions by health care professionals who should know better." 
(Report of the ICN Conference on HIV/AIDS, 1994 p.17).

A nurse takes blood from a 
monk in the blood bank at 
Rangoon General Hospital. 
Blood samples are tested for 
HIV and discarded if 
contaminated. (Credit: WHO)

• Emotional,cultural, sexual, religious, and legal issues facing 
nurses and caregivers

Emotional issues



Fear of contacting HIV and becoming sick and dying from the disease. 

Nurses and midwives witness not only their patients, but also their friends 
and loved ones dying from AIDS. 

Nurses and midwives witness the fear, stigma, isolation, marginalization and 
discrimination that many people living with HIV (PLHA) experience. 
Witnessing such attitudes leads some nurses/midwives to treat PLHAs in 
similar ways. 

Nurses/midwives are also infected with HIV. They often withhold this 
information from their colleagues for fear of discrimination, isolation and 
neglect. 

Many nurses and caregivers find it difficult to talk about sexuality, death, 
drug use, prejudices, morals and religious beliefs. 

Where rates of HIV/AIDS infection are high, there are significant numbers of 
nurses and caregivers who are themselves infected. As they care for PLHA, 
they witness firsthand how they too will become sick and die. 

• Cultural, sexual, religious, and legal issues 

Cultural, sexual, religious, and legal influences often make discussion about sexual practices, preferences, 
sexual desires, the number and type of sexual partners, and the use of birth control difficult. In addition, 
there is often a "cloak of silence" related to sexual practices and to illicit drug use. Such subjects are often 
taboo and associated with embarrassment, shame, guilt and rejection. Nurses and other caregivers may 
also experience these same feelings of embarrassment, shame, and guilt as they practice certain risk 
behaviours in their own personal lives. The additional fear of HIV/AIDS as a fatal illness compounds the 
problem of discussing these difficult subjects. In some societies, the use of condoms as a method of birth 
control (as well as control of HIV transmission) is not sanctioned by the religious leaders. Finally, the cultural 
norms of silence regarding sexual practices, preferences and desires can be problematic. These sexual 
practices might include men having sex with men, sexual abuse, child abuse, and heterosexual intercourse. 

In conclusion, experiences of fear, stigma, isolation, discrimination and marginalization 
related to HIV/AIDS come from:



misinformation about HIV transmission (Fact Sheet 1) 

fear of contracting HIV 

fear of caring for PLHA when the nurse/midwife fears that she/he too may 
have the illness 

religious teachings and influences related to sexuality and birth control 

the cultural norms of silence regarding sexual practices, preferences and 
desires 

legal issues related to the misuse of legal and illegal substances, particularly 
intravenous drug use 

•Compromised care

Negative attitudes, beliefs and values, or misinformation about HIV, significantly limit a caregiver's ability to 
provide effective, respectful and dignified care for PLHA and their families. Some documented negative 
behaviours of health care workers include:

condemning the PLHA (referring to or considering the PLHA as a "bad 
person" or "careless person") 

isolating or avoiding the PLHA because of embarrassment or not knowing 
how to handle the situation 

refusing to treat or care for the PLHA or his/her family 

reluctance to disclose one's own HIV-positive status to other health care 
workers for fear of discrimination, isolation, and condemnation 

the inability to discuss sexual practices, preferences and desires because of 
embarrassment, shame or guilt etc. 

ignoring or avoiding discussion and counselling about risky behaviours and 
HIV prevention and care. 

inability or unwillingness to approach the PLHA and family in a 
nonjudgmental, caring and supportive manner. 

Nurses' and midwives' moral and ethical responsibilities



In 1996, the International Council of Nurses (ICN) produced a document on Reducing the Impact of 
HIV/AIDS on Nursing and Midwifery Personnel. As part of this document, ICN stressed that nurses and 
midwives have a moral and ethical responsibility to care for all people, including those with HIV/AIDS. The 
ICN Code for Nurses affirms that "the nurse's primary responsibility is to those people who require nursing 
care."

The ethical issues in HIV/AIDS prevention and care include,

the ethical duty of nursing/midwifery personnel to provide care, and

the responsibility of HIV-positive nursing/midwifery personnel to protect their 
patients.

In situations where HIV/AIDS and human sexuality cannot be discussed openly, nurses and midwives often 
feel embarrassed and uncomfortable about discussing sexual issues or may totally ignore topics during 
health education sessions. This behaviour perpetuates the conspiracy of silence.

Because of the serious consequences of HIV/AIDS, nurses and caregivers should be prepared to break with 
tradition and to accept and provide counselling and education about these topics. Nurses and midwives 
must be perceived as competent professionals, capable of discussing issues openly and confidently, and of 
acting fairly and compassionately. If nurses could become the role models for such open and 
compassionate behaviour, others would soon follow their example.

An important first step in attending to the care needs of PLHA would be 
to advocate for compassionate, dignified and competent care for our 
own HIV-infected colleagues.

• Strategies to improve care

Looking inward
First, nurses and caregivers must examine their own beliefs, values, assumptions and attitudes toward 
HIV/AIDS. Recent documentation suggests that health care workers are some of the worst offenders in 
discriminating against, and refusing to care for, PLHA. Such behaviours are unacceptable. However, 
change will only come about through examining long-standing negative thoughts, feelings and behaviours. 
This can be done individually or with peer group support. The questions posed at the end of this Fact Sheet 
provide a starting point for this personal and group exploration. 

Education
The irrational and often exaggerated fears associated with HIV/AIDS (even by nurses and midwives) can be 
directly addressed through educational programmes based on sound medical, social and psychological 
knowledge. To be successful, such programmes must be sustained and supported over a period of time 
(see Fact Sheet 9). Knowledge about HIV/AIDS is constantly expanding, and nurses and caregivers must 
be continually updated through continuing education programmes and Fact Sheets such as these. They can 
then take on the important role of educating others. That is, they can advocate, not only for Universal 
Precautions (Fact Sheet 11), but also for universal tolerance and knowledge about AIDS. 

Prevention
Prevention strategies will continue to be compromised if fear, ignorance, intolerance and discrimination 
against HIV infected persons persist. Nurses and midwives have a responsibility to help normalise HIV so 
that the modes of transmission and prevention can be addressed without the emotional and attitudinal 



overlay that limits open dialogue about AIDS. 

Care
Effective and dignified care can only be given where respect and compassion for others is the norm. 
Looking inward to examine and challenge long-held beliefs, values, assumptions and attitudes will go a long 
way to providing compassionate and respectful care. Such care can then be demonstrated to others. When 
health care is provided with both knowledge and compassion, it makes the difference between misery and 
isolation, and the provision of comfort, in a setting of dignity and respect. 

Questions for reflection and discussion

What fears or misunderstandings do you have?

How might these fears or misunderstandings affect your practice?

Where do you think these fears/misunderstandings come from?

How might you overcome these fears/misunderstandings in order to 
provide care, support, counselling, education, and advice in the 
prevention and care of HIV?

How might you be influence others in their care of PLHAs and their 
families?

How do you see your role in providing and promoting safe, moral and 
ethical care to PLHAs and their care givers/families/communities?
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Fact Sheet 7 Counselling and HIV/AIDS

l     Introduction

l     Pre test counselling

l     Components of pre test counselling

Assessment of risk
Assessment of understanding
Preparation for pretest counselling
Benefits of pretest counselling

l     Post test counselling

l     HIV-positive test result counselling

l     HIV-negative test result counselling

l     Continued counselling and support

l     Care for the caregiver

l     Strategies to introduce and support counselling services

l     Questions for reflection and discussion

• Introduction:

Numerous studies suggest that good counselling assists people to make 
informed decisions, cope better with their health condition, lead more 
positive lives, and prevents further transmission of HIV. HIV/AIDS 
counselling is sometimes provided by trained counsellors, though nurses 
and caregivers are often in the ideal position to provide effective 
counselling, advice, and support.

However, when nurses and caregivers are busy, emotional caring and 
support are often overlooked, despite evidence that providing emotional 
support does not take any longer than not providing such care. 
Frequently, nurses and others indicate that they do not know how to 



provide more subtle counselling and emotional support, and therefore 
avoid this aspect of care. The following pages provide useful information 
about effective communication in the context of providing care to 
HIV/AIDS patients.

A nurse in Ghana counsels a 
mother on the possibilities of 
mother-to-baby transmission of 
HIV/AIDS. (Credit: Cathy Sagui, 
JHU/CCP)

Effective communication and counselling require:

Fear of contacting HIV and becoming sick and dying from the disease. 

self awareness of one's beliefs, values, and assumptions 

a respectful, non-judgmental attitude 

active listening, including accurate reflection of the issues or concerns 

asking supportive questions that raise important issues, in caring, 
nonjudgmental ways 

awareness of one's verbal and non-verbal behaviours 

providing practical support, advice and information 

discussing options for care, prevention, and support 

encouraging patient and the family to make their own decisions 

creating a quiet, private atmosphere 

Remember that good counselling skills are best learned through practice.

Active listening
involves entering into the experience of the patient and trying to understand their circumstances. Accurate 
reflection means responding to the person, restating their concerns and highlighting the feelings expressed. 
Such practices lead to a deeper exploration by the person of his/her fears, misunderstandings and 
experiences. Active listening and reflection on the part of the nurse or caregiver can often be sufficient for 
the PLHA to feel cared for and supported, and can lead to improvements in their ability to cope, make 
informed decisions, and in their overall quality of life. 

In conclusion, experiences of fear, stigma, isolation, discrimination and marginalization 
related to HIV/AIDS come from:

• Pre test counselling 



The aim of pre test counselling is to provide information to the individual about the technical aspects of 
testing and the various implications of being diagnosed as either HIV positive or negative. Pre test 
counselling should focus on two main topics: (a) the person's personal history of risk behaviours, or having 
been exposed to HIV , and (b) assessment of the person's understanding of HIV/AIDS (including methods of 
transmission) and the person's previous experiences in crisis situations. Information should be up to date 
and given in a manner that is easy to understand. Pre-marital testing of couples and testing of blood donors 
is different from testing of those suspected of having HIV/AIDS. However, both groups require sensitivity. 
Testing should be discussed as a positive act that is linked to changes in risk behaviour, coping and 
increasing the quality of life. 

• Components of pre test counselling 

Assessment of risk
Assessing the likelihood that the person has been exposed to HIV requires considering the following:

Frequency and type of sexual practices, in particular, high risk practices 
such as vaginal and anal intercourse without a condom, or unprotected sex 
with prostitutes; 

Whether the person was/is part of a group with high risk prevalence for HIV 
infection (intravenous drug users, male and female prostitutes and their 
clients, prisoners, refugees, migrant workers, homosexual and bisexual 
men, and health care workers where the use of Universal Precautions (Fact 
Sheet 11) is erratic or incomplete. 

Whether the individual has received a blood transfusion, organ transplant, or 
blood or body products. Note that in some developing countries, testing of 
blood for HIV might not occur. 

Has the person been exposed to non-sterile invasive procedures, such as 
tattooing, scarification, female and male circumcision. 

Assessment of understanding
The following questions should be asked in assessing the need for HIV testing:



Why is the test being requested? 

What are the behaviour patterns or symptoms of concern? 

What does the person know about the test and its uses? 

What are the person's beliefs and knowledge about HIV transmission and its 
relationship to at risk behaviours? 

Who could provide emotional and social support (e.g. family, friends, etc.)? 

Has the person sought VCT before, if so, when, from whom, for what reason 
and what was the result? 

Has the person considered what to do or how he/she would react if the result 
is positive, or if it is negative? 

Preparation for pre test counselling
Effective pre test counselling will prepare the person for the test by:

Discussing confidentiality and informed consent for the HIV test including 
providing an understanding of the policies governing consent 

Explaining the implications of knowing one is or is not infected. 

Exploring the implications for marriage, pregnancy, finances, work, and 
stigma 

Facilitating discussion about ways to cope with knowing one's HIV status 
(For example, has the person considered what to do or how she/he would 
react if the test is positive, or if the test is negative?). 

Promoting discussion on sexuality and sexual practices. 

Promoting discussion on relationships, with emphasis on the benefits of 
shared confidentiality between the person and his/her loved ones. 

Promoting discussion on sexual and drug related risk behaviours, as 
appropriate. 

Exploring emotional coping mechanisms and the availability of social 
support. 

Explaining how to prevent HIV transmission. 

correcting myths, misinformation and misunderstandings related to 
HIV/AIDS. 



Benefits of pre test counselling 

Pre test counselling helps people to make informed choices. However, it is important to note that people 
who do not want pre test counselling before taking the HIV test should not be required to have it. In addition, 
a decision to be tested should be an informed decision. Informed consent implies awareness of the possible 
implications of a test result (including the window period). In some countries, the law requires explicit 
informed consent; in others, implicit consent is assumed whenever people seek testing. The nurse/midwife 
must help the person understand the policy on consent, and should explain the limits and consequences of 
testing. Therefore, it is important to be knowledgeable about the policies and guidelines governing your 
region. Access to pretest counselling is not always available, and some people might refuse this option. 
However, if the test is positive, there are considerable benefits to providing this service which include:

improved acceptance of HIV status and improved ability to cope 

empowerment, including greater involvement of PLHA 

facilitation of behavioural change 

reducing the risk of mother-child transmission (Fact Sheet 10) 

early management of opportunistic infections (Fact Sheets 4 and 5) and 
preventive therapy, (Fact Sheet 12) 

contraceptive advice, and other information and education (Fact Sheet 8) 

early social and peer support 

normalizing HIV/AIDS 

instilling hope and addressing the quality of life 

planning for future care (Fact Sheet 3), making a will (Fact Sheet 8) and 
orphan care (Fact Sheet 5) 

• Post test counselling

In post test counselling, it is important to put the person being counselled at ease. If possible, the room 
should be quiet, without the fear of being disturbed. Arrange the chairs so that bright light will not shine in 
anyone's eyes. The counsellor should then tell the person the test result. The result (either positive or 
negative) should then be discussed, including how the person feels about the result. Further information can 
be provided, though the person may be shocked, and may not fully understand all the information. In some 
circumstances, the post test setting might provide the only chance to counsel this person. Thus, asking 
them to repeat the information just presented, or to have some basic facts written down might be helpful. It 
is important for the person to have time to reflect on the result and understand the next course of action. 
Ideally, couple and/or family counselling should be started at this time and further counselling follow-up 



arranged.

• HIV-positive test result counselling

When the test result is positive, the nurse/midwife should tell the person as gently as possible, providing 
emotional support and discussing how best to cope with the results. This is not a time for speculation, but 
rather a time to give clear, factual explanations of what the news means. Assess the emotional impact of the 
news, and validate the person's reactions as normal. Fear of dying, job loss, family acceptance, concern 
about the quality of life, the effects of treatment and response by society can be explored. If there is a 
concern that the person might not return for follow up counselling, then information about relevant health 
services should be mentioned. This would include available medical treatments such as antiretroviral 
therapy or treatment for opportunistic infections, and social services for financial and ongoing emotional 
support.

However, if follow up counselling is an option, then it would be advisable to leave this information to a later 
date when the person is better able to absorb the details and explore the available options. Assess the 
person's understanding and ability to use preventive methods. Free condoms can be given out during this 
session, together with advice on how to use them and where to get more. 

How the news of HIV infection is accepted often depends on the 
following:

The person's physical health. People who are already ill often have a delayed 
response, and can only absorb information when they grow stronger. 

How well the person has been prepared for the news. 

How well supported the person is, both in the community and by family and 
friends. 

The pre test psychological condition of the person. Where psychological 
distress existed before the result, learning the result could make the distress 
greater. 

The cultural and spiritual values attached to AIDS, illness, and death. In 
some communities people might take a fatalistic attitude, whereas in other 
communities, AIDS is sometimes seen as evidence of antisocial or 
blasphemous behaviour. 

Counselling and support activities need to address feelings of shock, fear, loss, grief, guilt, depression, 
anxiety, denial, anger, suicidal activity or thinking, reduced self esteem, and spiritual concerns. In addition, 
social issues such as loss of income, discrimination, social stigma, relationship changes, and changing 
requirements for sexual expression need to be explored.



• HIV-negative test result counselling

If the HIV test is negative, then counselling about at risk behaviours and methods of prevention are vitally 
important (see Fact Sheet 12). Also, the counsellor must explain about the "window period" (between 3-6 
months) when a negative result may be a false negative. If there is concern about the HIV status of the 
person, counsel them to return for a repeat test in 3-6 months, and ensure that they take appropriate 
precautions in the meanwhile, explaining that they could become infected at any time. The counselling 
session is an ideal time to discuss sexual practices and preferences, potential drug abuse (particularly 
intravenous drug use) and other at risk behaviours. Upon learning their HIV-negative status, the person may 
be more open to learning about safe sex practices and modifying risk behaviours. Free condoms can be 
given out during this session together with advice on how to use them and where to get more when needed.

• Continued counselling and support

The HIV-infected person and his/her family require further counselling and support following the initial 
meeting. Such support helps to improve their quality of life as well as to enhance their ability to cope and 
make informed decisions about ongoing care. Such counselling and support might include encouraging the 
PLHA to join a peer support group to learn where and how to access services, to find educational 
resources, and to obtain treatment. Spiritual and religious support might also be required, as well as support 
related to financial concerns and care for the family after the person's death. Where services exist, further 
individual counselling might also be beneficial. Such counselling might include discussions on safer sex 
practices, birth control counselling (Fact Sheet 12), and counselling and support during the ante natal, intra 
partum and post natal period (Fact Sheet 10 ) etc..

• Care for the caregiver

In many communities, there is little value placed on counselling. Consequently, counselling receives little if 
any financial support. As a result, counselling services are often fragmented, with no designated time or 
place for counselling sessions. In addition, health care professionals are expected to fit counselling activities 
into their already overburdened worklife, with little financial compensation. If counselling is not valued by 
policy makers and governments, it will be difficult for nurses, midwives and other health care professionals 
to value their roles as counselors. There is considerable evidence to suggest that nurses, midwives and 
other counsellors themselves need ongoing support and care, since caring for the sick and dying is very 
stressful. Unless there is adequate education, supervision, counselling and other support services available 
for caregivers, the result can be "caregiver burnout." What follows are some strategies to address these 
concerns.

Strategies to introduce and support counselling services



Convince the decision makers of the need and value of counselling services 
by quoting evidence of effective services in other communities, as 
evidenced by reports from a small evaluation project in your area. 

Select counsellors and counselling trainees appropriately. These people 
should have warm and caring personalities, be good listeners, be respected 
by others, and be motivated and resilient. 

Provide training workshops followed by supervised practice and ongoing 
training for the counsellors. 

Provide instrumental and psychological support to the counsellors. 

Be sensitive to the location and time of services. The time of services should 
address accessibility for women, men, youths, and couples. In addition, the 
sites where services are provided could be expanded to include maternal 
and child health clinics, hospital out patient clinics, community based 
programs, and STD and TB clinics. These locations could help reduce the 
stigma attached to an exclusive HIV or STD clinic. 

Have adequate supply of condoms (with information on use) 

Approach sex workers, street workers, intravenous drug users in the places 
where they live and work. 

Introduce educational campaigns that increase awareness of counselling 
services. 

Provide counsellors with adequate referral services. This includes referrals to other 
counsellors, support services, treatment management, laboratory testing, ante natal 
care/breast feeding /family planning services, and orphan care. 

Set up clear counselling standards and protocols. 

Questions for reflection and discussion

What are the essential elements in effective communication? Would 
you say that you are an effective communicator? If not, how might you 
strengthen this important role?

What are the important elements to consider in pre test counselling?

What are the benefits of pre test counselling?

What are the important elements of post test counselling? Why is this 
so important?

What role might you play in setting up relevant, accessible, and 



acceptable VCT?

How would you consider maintaining this service? What barriers might 
you encounter, and how would you consider overcoming these 
barriers?

How do you care for yourself to prevent burnout? What else might you 
do to help you reduce some of the stress you might be feeling? Do you 
think that your workplace might do more to help you? If so, what would 
that be? How could you go about making this a reality?
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Fact Sheet 8 HIV palliative and terminal care  

l     Introduction

l     Palliative care philosophy

l     Challenges in terminal and palliative care of PLHA

l     Terminal/palliative care for PLHA

l     Caring for the caregivers

l     Bereavement counselling

l     Questions for reflection and discussion

• Introduction:

This Fact Sheet includes information about terminal and palliative care, and addresses the principles and 
practices of caring for people living with an illness for which there is no cure. Palliative care is the 
combination of active and compassionate therapies to comfort and support individuals and families living 
with a life-threatening illness. During periods of illness and bereavement, palliative care strives to meet 
physical, psychological, social and spiritual needs, while remaining sensitive to personal, cultural, and 
religious values, beliefs and practices. Palliative care should start at the time of diagnosis and can be 
combined with therapies for treating opportunistic illness; or it may be the total focus of care.

Palliative care requires a team approach including the PLHA, the family, caregivers and other health and 
social service providers and considers the needs of the whole person. It includes medical and nursing care, 
social and emotional support, counselling and spiritual care. It emphasizes living, encourages hope, and 
helps people to make the most of each day. The palliative caregiver must treat the PLHA with respect and 
acceptance, acknowledge their right to privacy and confidentiality, and respond caringly to their individual 
needs.

Terminal care aims to improve the quality of life at the end of life, by relieving symptoms and enabling a 
person to die in comfort, with dignity, and in keeping with their wishes.

• Palliative care philosophy



affirms the right of the individual and family to participate in informed 
discussions and make treatment choices 

affirms life and regards dying as a normal process 

neither hastens nor postpones death 

provides relief from pain and other distressing symptoms 

integrates psychological and spiritual aspects of care 

provides a support system to help PLHA live as actively as possible until 
death 

provides a support system to help the family and loved ones cope during the 
person's illness and/or bereavement. 

With HIV/AIDS, there is a growing realization that comprehensive care must include care associated with 
death and dying. Caring for the PLHA in the terminal stages of AIDS puts a great strain on everyone 
involved. For individuals who choose to die at home, where resources are scarce, care for the dying has 
traditionally been provided by communities and families, and might involve spiritual support. Families, 
friends, communities, hospice, health care and social service agency workers, volunteers, and others will be 
affected in this process.

One of the most difficult aspects of caring for PLHA is deciding when to stop active treatment and to begin 
to prepare the person and his/her family for dying. In practice, the boundary between the two activities is 
often indistinct, with both terminal and interventional care continuing in tandem. The decision to stop 
treatment requires considerable skill, and sensitivity. Whenever possible, the decision should be taken by 
health care professionals, the PLHA, family members and loved ones.

It is often difficult to decide when aggressive medical treatment should end and when palliative care might 
begin. Palliative care would begin when:

medical treatment is no longer effective, or the side-effects outweigh the 
benefits 

the PLHA says she/he does not want to continue aggressive therapy 

the body's vital organs begin to fail 

The principles of palliative and terminal care



enhance patient/family control and the quality of life 

provide practical support/advice for the PLHA and their loved ones 

provide adequate pain relief and symptom control 

maintain the comfort and dignity of the individual 

provide spiritual and emotional/grieving support for the PLHA and their 
loved ones 

prepare the PLHA, their families and caregivers for death. This includes 
advice concerning avoiding any traditional death rites which could spread 
infection. 

ensuring that appropriate provision is made for the children involved and 
that their rights are respected 

provide bereavement support to the family and loved ones following death. 

• Challenges in terminal and palliative care of PLHA

HIV poses a unique set of challenges to the caregivers, the PLHA, the families, the communities and health 
and social service workers. These challenges include the following factors: AIDS may affect whole families 
when parents and children become infected.

People who die from AIDS usually die at a young age.

The stigma and fear associated with HIV/AIDS often means that the illness and death are not openly 
discussed and adequate preparations for death might not be made.

Estrangement of family and friends often occurs. Sometimes the PLHA loses contact with family and friends 
due to conflicting values related to sexuality or lifestyle choices.

Community and family support might be lacking because of the stigma, fear and isolation associated with 
HIV.

The care of the terminally ill person is often left to the family (and to women in particular), who are often 
both unprepared and untrained.

The course of terminal care for the PLHA is unpredictable. Opportunistic infections and illnesses are often 
unpleasant and difficult to manage. These can include: foul odour, chronic diarrhoea, vomiting, skin lesions, 
seeing the person in pain, dementia, confusion, aggression, and depression.

The caregiver can develop feelings of powerlessness and helplessness.

Caring for someone who is dying at home is expensive. The caregiver must consider the loss of income, the 
cost of medical and pharmaceutical supplies, and the expense of a funeral.

Problems or complications with inheritance can further increase the poverty of women and children.

The physical burden of caring for PLHA.



The emotional burden for the carers of seeing a loved one dying.

Remember: An essential part of effective palliative care is the provision of support for caregivers 
and service providers. Such support will enable them to work through their own emotions and grief 
related to the care they are providing.

• Terminal/Palliative care for PLHA

Care for the PLHA at the end stage of the illness might occur in a hospice or a special terminal care facility. 
In most cases, however, the PLHA will die at home. In some resource poor countries, dying at home is the 
only option. The primary concern in terminal and palliative care is to make the PLHA as comfortable as 
possible by providing medical, spiritual, emotional, practical, and psychosocial support both to the individual 
and to his/her loved ones. Even where resources are severely limited, good palliative care can be given. 
The decision to stop medical treatment must be made by the PLHA (if this is possible) and the family or 
loved ones, and in conjunction with the health workers. Care then shifts to make the dying person as 
comfortable as possible, and to prepare emotionally and spiritually for death. Such care includes both 
practical and nursing care issues, as discussed below.

Practical issues:
The PLHA (if able) should make the choice about a suitable place to die. This choice might include a 
hospice or terminal care facility, or their own home. In most instances, the person will remain at home to die. 
Hospice and terminal care centres usually have specially trained staff to care for both the person who is 
dying and their loved ones. If the PLHA remains at home, then the family, and other caregivers will require 
special training to provide appropriate terminal care for the PLHA.

The following considerations for providing good palliative/terminal home care will be dependent upon 
adequate resources. However, whenever possible, care should include: 

l     Providing health service support. The local health centre should be briefed 
about the person's condition, so that staff can provide the people caring for 
the PLHA with advice and appropriate medical supplies.

l     Ensuring adequate community and family support. This will help reduce the 
pressure on the caregivers, who are usually the women in the family. It will 
mobilise relatives and friends to help in household or other work, and will 
provide companionship for the sick person. The health worker should 
discuss how to mobilise the support of local community leaders, non-
governmental agencies, neighbours, and members of community or 
religious associations . This might be an important time to facilitate 
reconciliation with estranged family and/or friends.

l     Placing the PLHA in a light, well ventilated room that is quiet, comfortable, 
and yet close enough to the rest of the family to remain involved in family 
life.

Nursing care issues 
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