








Section two:
children

Orphans and vulnerable

“It’s all too much. Looking
after my brothers and now this
baby, how will | cope? How
will | manage another mouth
to feed?”




Section 2: Orphans and vulnerable
children

Educational objectives

L2 Identify the contexts and risks for HIV infection among orphans

L2 Highlight the impact of HIV/AIDS on child-headed households
and ways of managing this impact.

and vulnerable children.

Key concepts

@)
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Gender roles — male and
female children living in
child-headed households
may take on roles that
are largely  determined
by society and or culture.
Young boys or men may
thus feel responsible for
the economic survival of
the family, whereas girls or

young women may take on what are seen as traditional ‘female’
roles, such as cooking, cleaning the house and taking care of the
emotional needs of the family.

Psychosocial support — this refers to the provision of care
and support from individuals, groups, communities and state

The provision of
psychosocial support is
one of the factors that
helps to reduce the
impact of HIV/AIDS on
individuals, families and
communities.
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institutions. The provision of psychosocial support is one of the
factors that helps to reduce the impact of HIV/AIDS on individuals,
families and communities.

L3 Psychological symptoms — experiences of loss and trauma
affect people emotionally in many ways. Some children may
have behavioural problems such as aggressiveness or ‘skipping’
school, while others may complain of physical symptoms such
as stomach aches and headaches. These kinds of symptoms are
possible signs of underlying stress.

Key points in relation to HIV/AIDS

L2 Children who are vulnerable to HIV/AIDS include those who are
children who's parents have HIV/AIDS, refugees and displaced
persons, children who are living in poverty and those who are
sexually abused.

L2 The emotional demands of HIV/AIDS on children are high. Having
an ill parent who is dying places enormous stress on children. On
a psychological level, children may become anxious about their
future and this will impact on their daily functioning.

L3 The death of a parent or caregiver from HIV/AIDS affects children’s
emotional and physical wellbeing. The death of a parent(s) leads
to the loss of love, protection and emotional and material support.
In some instances, children are left to take care of themselves,
usually with an older sibling taking responsibility for the family.
These are known as child-headed households.
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Left without the family’s breadwinner, children and adolescents
find themselves in situations where they are vulnerable to
exploitation and abuse. In order to meet basic needs of food and
shelter, children may leave or not attend school because they
cannot afford to pay for education or because necessity demands
that their time is spent looking after younger siblings, cleaning
and cooking, and ‘working’ to survive.

HIV/AIDS can have a negative longer term effect on children:
leaving school prematurely in order to raise money to survive may
create a situation where the child has less access to opportunities
in future because of lower education; children or adolescents may
become involved in sexual partnerships in exchange for money or
goods, significantly increasing the risk of HIV infection; children
that are living with HIV/AIDS in child-headed households may not
have access to care and support because of their circumstances.

Behavioural problems often occur as a product of the grief, loss
and sense of being overwhelmed that orphans and vulnerable
children experience. It is the responsibility of adults and
community members to know how to identify and understand
these behaviours and to offer their support.

Children have a right to protection, education, and health care
and to be treated with dignity. It is important for communities
and institutions, such as churches, businesses, community
organisations, to respond to the psychosocial and economic
needs of orphans and vulnerable children.

Community and government action can help in providing the care
and support that children need. Volunteering time or physical
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resources or working with government agencies and other
organisations to provide care for children enriches communities.

Behaviours that increase the risk for HIV infection

L3 Living in a home/place without adult supervision.

L3 Having sexual relationships in exchange for money or
goods.

L2 Having older sexual partners.

Story outline

Nobuntu and her two siblings, Loyiso and Zolile, are orphans and live
on their own. Nobuntu is the head of the household and is responsible
for the financial and emotional care of her siblings. She is pregnant
and living with HIV as a result of a relationship with a sugar daddy
(an older man) to support her family. Left to fend for themselves,
Nobuntu ekes out a living selling vegetables from the community
garden. She discovers that Loyiso is skipping school and has become
involved with a group of petty criminals in order to access money
for his family. We come to understand some of the challenges faced
by orphans and vulnerable children as a direct result of HIV/AIDS.
Nobuntu has to find a way to look after herself and her family by
drawing on internal resources and external support, while Loyiso has
to realise that he is a child and not responsible for the wellbeing of
his family.

Strategies towards the effective managementof HIV — 23



24 Tsha Tsha DVD discussion guide



Discussion questions

&

@)

What are some of the challenges facing orphans and vulnerable
children?

How can these challenges be managed to minimise negative
impacts?

How/why are orphans and vulnerable children at increased
risk for HIV infection?

What can communities do to support child-headed
households?

In a child-headed household where there are males and
females, how should the various responsibilities of looking
after the household (e.g. caring for children, generating an
income, taking care of the home) be allocated? Why?

What are the key messages or lessons from this story?
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Section three: Prevention of mother-to-
child transmission of HIV

“I know what it’s like
to be worried when
you don‘t know what's
going to happen.”

“But you must start looking after
yourself. You are no good to your
baby, your brothers or yourself if

you are sick.”




Section 3: Prevention of mother-to-
child transmission of HIV

Educational objective

L2 Living with HIV and preventing HIV transmission between
mother to child.

Background to antiretroviral

treatment
Antiretroviral treatment for the In 2008 there was a
prevention of mother-to-child change to the PMTCT
transmission has been available treatment policy and
in South Africa from government guidelines in South Africa
service points since 2002. with the introduction

of dual antiretroviral
The original PMTCT policy and treatment as an option to
guidelines made provision for prevent mother-to-child
two antiretroviral  treatment transmission of HIV

regimes to prevent mother-to-
child transmission of HIV: (i)
Mother takes a four-week dose of AZT (Zidovudine) prior to delivery
or (i) Mother takes a single dose of Nevirapine as she goes into

labour followed by administering a single dose of Nevirapine syrup to
the newborn within 72 hours after birth. In 2008, there was a change
to the treatment policy and guidelines. However, the treatment
approaches described above may still be followed while the new
PMTCT policy is being rolled out and implemented (see next page).
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Key concepts

L2 PMTCT - this is an abbreviation for prevention of mother-to
child transmission of HIV and refers to prevention methods and
procedures that can be taken by HIV positive mothers to reduce
the risk of transmitting HIV to their children.

L3 Transmission — HIV positive women can transmit HIV to their baby
during pregnancy, childbirth or through breastfeeding.

L3 New South African PMTCT policy in 2008 & — recognises that
in order to prevent HIV among women and children, the four
elements of PMTCT are integral. These are: (i) Preventing HIV
among women of childbearing age; (i) Providing contraceptive
options to avoid unintended pregnancy among women living with
HIV; (iii) Preventing HIV transmission from mother to child, and
(iv) Providing appropriate treatment, care and support to women
living with HIV and their children and families.

L2 Antiretroviral treatment — according to the new policy, dual
antiretroviral treatment is promoted in South Africa to prevent
mother-to-child transmission of HIV. This means that two types
of antiretrovirals are taken by the mother before, during and after
labour and by the infant after birth as part of PMTCT: (i) Pregnant
women living with HIV take AZT (Zidovudine) from 28 weeks of
pregnancy; (i) Mother takes a single dose of Nevirapine (sdNVP)
as she goes into labour, followed by administering a single dose of

8  The South African National Department of Health changed its PMTCT policies
and guidelines in March 2008. These may be found in: National Department of Health
(2008). Policy and guidelines for the implementation of the PMTCT programme.
http://www.doh.gov.za/docs/policy/pmtct-f.html
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Nevirapine syrup to the newborn as soon as possible and not later
than within 72 hours after birth; (iii) Infants take AZT for seven or
28 days after birth (length of time is determined by a registered
health professional).

L2 Infant feeding practices — these vary between exclusive
breastfeeding (EBF) and exclusive formula feeding (EFF) for six
months. It is important never to mix the two feeding approaches.
Health workers should confirm the mother’s infant feeding choice
and advise her accordingly.

X3 Post-natal care —a health care worker will determine the treatment
for the child. A test is done after six weeks to see if the child is
HIV positive.

L2 Maternal and child health — it is important for the mother to take
care of herself and to be healthy so that she is able to look after her
baby. In cases where mothers-to-be or mothers have a CD4 count
of 200 or less antiretroviral treatment (ART) may be started.

L2 Psychosocial support — it is important to get support from family
or other people to deal with the natural anxieties and concerns
that arise when having a baby, as well as to deal with anxieties
that are HIV/AIDS-related.

Key points in relation to HIV/AIDS
L3 During pregnancy, interventions used to reduce the risk of

mother-to-child transmission include: (i) HIV testing to learn one'’s
status and (ii) Antiretroviral treatment for HIV-positive expectant
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mothers to prevent HIV transmission to her unborn child. A dual
treatment regime is promoted in South Africa — mother taking
a drug called AZT (Zidovudine) from 28 weeks of pregnancy
and a single dose of a drug called Nevirapine as she goes into
labour. Other practices include: (iii) Regular antenatal checkups,
(iv) Prevention of other sexually transmitted infections, and (v)
Mothers taking antiretroviral treatment for their own health. (vi)
It is also important for uninfected mothers to be informed of the
risk of HIV infection to themselves and to their unborn child and
be educated on safer sex practices especially if the status of the
partner is unknown.

L2 During childbirth, interventions used to reduce the risk of mothers
passing on HIV to their infants include the promotion of delivery
practices that reduce the likelihood of HIV being transmitted
during child birth.

L3 After birth, interventions used to reduce the risk of HIV
transmission to newborn babies include: (i) Giving the newborn
a single dose of Nevirapine as soon after birth as possible
(maximum within 72 hours of birth) and (ii) AZT for seven or 28
days after birth (the course to be followed must be determined
by a doctor), and (iii) Exclusive breastfeeding (EBF) or exclusive
formula bottle feeding (EFF). However, in cases where milk
formula is not available or there is no continuous access to clean
water, the following is recommended: exclusive breastfeeding to
take place for four to six months with no other substitute feeding
(no other fluids, including water, tea, juice and no alternate food).
Most importantly, breastfeeding and bottle feeding should never
be mixed.
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Milk formula is available for free for six months from all South
African government HIV service points.

Factors that increase the risk for HIV infection

@)
@)
@
@
@)
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Not knowing one’s HIV status.

Not knowing the risks of transmitting HIV to the baby.
Not going for regular antenatal checks.

Not being aware about the option of antiretroviral drugs.

Having wunprotected sex during pregnancy and when
breastfeeding (a woman who is HIV negative my be infected
with HIV during pregnancy or after childbirth).

Having many sexual partners during pregnancy.
Not treating other sexually transmitted infections.

Not taking care of mother's health, including not taking
antiretroviral treatment if this is necessary for the mother’'s
health.
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Story outline

Nobuntu has been the head of her household since her parents died,
and became involved in a sexual relationship with an older man in
order to get money and food to support her younger siblings. As a
result of having unprotected sex with him, Nobuntu is pregnant and
living with HIV. She has dropped out of school and is confronted with
the challenges of being a caregiver to her siblings, as well as her
own anxieties about becoming a mother. We follow Nobuntu as she
learns to take responsibility for her family and for the wellbeing of
her unborn child. We see how with social and community support,
Nobuntu is better able to manage the impact of HIV on herself and
her family. Some of the challenges Nobuntu confronts in reducing the
risk of transmitting HIV to her baby are raised and we follow how she

deals with these.
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Discussion questions

- L3 What are some of the ways that mothers can transmit HIV to
their babies?

L2 Why is it important to know one’s HIV status when one is
pregnant?

L2 What are some of the things that women who are living with
HIV can do to reduce the risk of transmitting HIV to their children?

L2 Why might a woman not take precautions to reduce the risk of
transmitting HIV to her baby? (Probes: explore individual, social and
cultural reasons).

L2 How can men support efforts to reduce the risk of mother-to-
child transmission?

L2 Are antiretrovirals given to children immediately after birth to
cure them from HIV or to reduce the risk of them getting HIV?
Discuss. (Note for facilitators: there is no cure for AIDS and this
needs to be stressed during discussions. The question asks about
‘cures’ because this is a belief that exists among some people).

L2 What steps can mothers living with HIV/AIDS take in order to
be healthy?

L2 What feeding practices are recommended for children born
to mothers living with HIV/AIDS in order to reduce the risk of HIV
transmission?

L2 What are the key messages or lessons from this story?
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Section four: Antiretroviral treatment

#I never really thought how

| would feel. | know it’s not a
death sentence. But it still feels
like one. And now I'm on these
drugs for the rest of my life,
whether | want to be or not”.



Section four: Antiretroviral treatment

Educational objectives

@)

@)

Highlight the role of antiretroviral treatment in the management
of HIV/AIDS.

Highlight when antiretroviral treatment is indicated and some
challenges this raises for the management of HIV/AIDS.

Key concepts

83 ART - this stands for r\

@)
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antiretroviral treatment. This ART is a medicine that

isa treatmentusing medicine prolongs and improves

that prolongs and improves the quality of life for

the quality of life for people people living with AIDS.
living with AIDS. ART is not ART is not a cure for

a cure for AIDS, but one of AIDS, but one of the

the ways of managing and ways of managing and
treating it. treating it.

CD4 cell count test — this is S

a test which indicates the strength of the immune system by
measuring the number of CD4 cells in the blood. CD4 cells are
important because they fight HIV. ART prevents the HIV virus
from multiplying and in this way decreases the amount of HIV in
the blood.
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L2 Indications — ART is started when a person’'s CD4 count falls
below 200.

L2 Adherence — ART must be taken for life. Once ART is started,
it should not be stopped unless under the direction of a doctor.
Antiretrovirals need to be taken at the same time every day.

L3 Side effects — there are some side effects from taking ART; these
include diarrhea and vomiting. These effects can be managed
and ART should not be stopped unless under the instruction of a
doctor.

L3 Opportunistic infections —these are illnesses that take advantage
of a person’s immune system when it is weakened by HIV. Most
sickness associated with HIV occurs as a result of other diseases
taking advantage of a weakened immune system — for example
tuberculosis (TB) and pneumonia.

L3 Vitamins — can be taken with ART, but are not a substitute for
ART.

Key points in relation to HIV/AIDS

L2 The decision to start ART is usually guided by the CD4 cell count
and the viral load in the body. As the CD4 cell count decreases,
the HIV viral load increases in the body.

L3 According to the World Health Organisation (WHO) guidelines,
which are also used by the South African government, people
should start taking ART once their CD4 cell count falls below 200
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cells/mm3 or if they have life threatening opportunistic infections
that are associated with the later stages of AIDS.

Important issues to think about prior to starting ARVs include:
() What other therapies you are taking, such as traditional and
alternative medicines, and how these may have a negative
interaction when used with ART; (ii) Whether you have disclosed
your status to anyone and have the support of a family member
or close friends (as this will provide the necessary support to
help you take your medication) and (iii) Participating in an ART
programme, which includes information on positive living, HIV/
AIDS, opportunistic infections, antiretroviral treatment regimes,
side effects and adherence.

Evidence that the ART is working includes: feeling better; gaining
weight; fewer opportunistic infections; higher CD4 count and
lower viral load. This is why it is important to know your status
and to have regular check ups to monitor CD4 cell count and viral
load.

In order to get maximum benefit from ART, it is important that the
treatment is started when the CD4 is 200 and not much lower.

ART is available for free from South African government HIV
service points. Some workplaces and private practitioners also
provide this service.

In South Africa a disability grant is available for people who are
living with AIDS who are unable to work.
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Factors that decrease the effectiveness of
antiretroviral treatment

@)

@)

Not knowing one's HIV status and therefore not starting
treatment in time.

Not taking the medicines every day as instructed by the doctor
or health worker e.g. missing or changing doses.

Having previously been on antiretrovirals and having stopped
taking them.

Taking traditional or alternative medicines that may have a
negative impact on the usefulness of the ART.

Not living healthily and positively e.g. not eating nutritiously,
drinking alcohol and smoking tobacco, not exercising, having a
poor outlook on life and a lack of psychosocial support.

A lack of psychosocial support has been shown to have negative
effects on a person’s mental health as well as on overall physical
wellbeing. Symptoms that have been linked to the absence of
psychosocial support include depression, anxiety, stress, and
substance abuse, and these may all contribute to a weakened
immune system.
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Story outline

Tyson is living positively with HIV. He is an active member of the
community, eats healthily, exercises, is surrounded by friends as well
as attending an HIV support group. He is especially close to Nobuntu,
taking on a brotherly or fatherly role towards her as he supports her
coming to terms with the reality that she is HIV positive and pregnant.
Tyson starts to display symptoms of being ill, but dismisses these as
a sign of the flu or tiredness from hard work. As Tyson becomes
more ill, he has to confront the challenges that come with learning
that one has AIDS. He also has to make choices about how he wants
to manage his illness within the broader context of what it means to

him to have AIDS and the treatment options that are available.
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Discussion questions

L3 Where can ARVs be accessed?
L2 When does a person start to take ARVs?

L3 What are some of the individual, social and cultural challenges
that taking antiretroviral treatment present?

L3 How can some of these challenges be addressed?

L3 How can friends, families, communities assist/support people
living with HIV/AIDS in caring for their health?

L3 What can a person do if they are treated badly or poorly at the
clinic or by a health worker?

L3 What do you think of alternative treatments for AIDS besides
ART?

L3 What are the key messages or lessons from this story?
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Appendix one

It is important to be familiar with the laws and guidelines governing
patients’ rights and what these rights may mean for people living
with HIV/AIDS.

The National Patients’ Rights Charter®

The South African Constitution gives every person in South Africa
the right of access to health care services (Act No 108 of 1996).
The National Patients’ Rights Charter was launched by the National
Department of Health in 1999. The Charter is not a law, but it sets
out the rights and duties of all patients attending government clinics
or government hospitals. The Department of Health uses The Charter
as a standard for the realisation of the right to health care services.

According to The Patients’ Charter, all people have a right to:
L3 A healthy and safe environment that will ensure physical and

mental health and wellbeing.

L3 Participation in decision-making at the level of health policies and
in decisions affecting one’s health.

L3 Access to health care that includes treatment, information and
counselling.

9  Adapted for use from the government website http://www.doh.gov.za/docs/
legislation/patientsright/charterere.html and from HIV/AIDS and the Law: A Resource
Manual (3 Ed), 2003. AIDS Law Project and the AIDS Legal Network.
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Knowledge of one’s health insurance/medical aid scheme and
opportunities to challenge their decisions if necessary.

Choice of health services in relation to which health care provider
and which health facility to get treatment from, within existing
service delivery guidelines.

Know the name of the health care provider treating you and as
such must be treated by a clearly identified health worker.

Confidentiality and privacy concerning one's health or treatment
and that the details thereof may only be shared with others where
there is informed consent, except when required by law or by an
order of the court.

Informed consent which involves being given full details about
the diagnostic procedures to be used and subsequent diagnosis,
proposed treatment, and costs involved in order that a person
may make an informed decision with regards to his or her care.

Refusal of treatment as long as that refusal does not endanger
the health of others.

Get a referral to another doctor for a second opinion.

Continuity of care from a health care provider or health facility that
initially took responsibility for one’s health.

Complain about poor health services by health care workers, to
have these complaints investigated and to receive feedback about
the investigation.
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L2 In South Africa, if you are treated poorly by a health care worker
or are refused treatment at a government health facility, you can
report it to the Public Prosecutor, to the High Court or to the
Human Rights Commission.

The South African Bill of Rights™

The South African Bill of Rights contains a list of fundamental rights
that are applicable to all people living in South Africa. The table below
explains some of these and what these may mean for people living
with HIV/AIDS.

Meaning for people living with HIV/AIDS

A person or institution may not insult or damage
Human dignity  any person’s self-respect by their words or
actions.

10 Taken from HIV/AIDS and the Law: A Resource Manual (3¢ Ed), 2003. AIDS Law
Project and the AIDS Legal Network.
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Meaning for people living with HIV/AIDS

To keep one's HIV status to one's self. An
Privacy employer or institution cannot force disclosure
or force a blood test.

All people have the right to join any organisation
and not to be forcefully separated from other
people.

Freedom of
association

Freedom
People living with HIV/AIDS can choose what
of trade,
: work they want to do and cannot be told that
occupation and . :
_ they are barred from certain jobs or professions.
profession
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Meaning for people living with HIV/AIDS

This is the right to an environment that
promotes physical and mental health, and

Environment applies to people living with HIV/AIDS who
reside in state institutions such as psychiatric
hospitals and correctional facilities.

No person living with HIV/AIDS may be refused
Health care, emergency medical treatment; people living
food, water and with HIV/AIDS who are too sick to support
social security ~ themselves or their families qualify for social
security grants.
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Meaning for people living with HIV/AIDS

Access to
information

All people have the right to information that is
being used to discriminate against them in the
public and private sphere e.g. access to own
medical records, policies etc. The right extends
to the provision of information about HIV/AIDS
in state institutions.

Arrested,
detained
and accused
persons

50

Incarcerated offenders or those in police
custody who are living with HIV/AIDS may not
be unfairly discriminated against.
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