A long way from there to here: human rights
approaches to HIV/AIDS in a local setting

Although global and national strategies to promote a human rights-based approach to HIV/AIDS
have been in place for many years, these strategies appear to have had little impact at the local
level, where human rights violations are commonplace. In this article, Peris Jones and Farhana
Zuberi summarize findings from a recently completed research project, the Tswelopele study, in
South Africa.! The study documented human rights violations in three areas: privacy and disclo-
sure; informed consent and HIV testing; and access to health-care services.The article describes
these violations and explores why discrimination still occurs at the local level. The authors con-
clude that remedial action is required, targeting the persons and institutions that shape attitudes
and beliefs, including churches, workplaces, schools, and the media; and that this action needs to
be complemented by wider public education, activism at hospitals and in the courts and, more
generally, fulfilment of socio-economic rights.

Introduction

The plethora of legislation, policies,
campaigns, and case law in recent
years points to the giant steps taken in
promoting a rights-based approach to
HIV/AIDS. The international commu-
nity has been involved in various initia-
tives such as the International
Guidelines on HIV/AIDS and Human
Rights? and the United Nations General
Assembly Special Session Declaration
of Commitment on HIV/AIDS ? Such
developments are obviously integral to
coalescing a rights-based platform to
confront the epidemic.

However, as Mark Heywood points
out, “despite the evolution of the
human rights paradigm into explana-
tory notes, guidelines, and best prac-
tices, human rights violations
continue.” The good ship “human
rights protection” would once again
appear to be foundering on the rocks
of non-implementation. Plotting the
course of its global voyage from
UNAIDS or the United Nations
Office of the High Commissioner for
Human Rights (UN OHCHR) is cer-
tainly an important endeavour. But

another is surely to ask whether the
human rights “project,” if we can call
it that, sufficiently engages the varied
national and local obstacles blocking
the path of implementation in the con-
text of HIV/AIDS.

Not least, while much work has
been done and documented at global
and national levels, there is scant
information on the impact of the
human rights approach on local com-
munities. After all, according to Peter
Piot, Executive Director of UNAIDS:
“Unlocking the power of community
is the key to making the transition
from pilot to full-scale responses.
Africa is changing gears, and it is
communities who are sitting in the
driver’s seat. Now is the time for the
global and the local to meet.” The
Alliance of Mayors and Municipal
Leaders on HIV/AIDS in Africa
(AMICAALL), quoting Mr Piot
above, assert that “national govern-
ment officials may be too far away to
hear the voice of ordinary citizens.”

There is, of course, danger in
uncritically singing the virtues of the
local level. In development theory and
practice the “local” is often portrayed

as some kind of benign, homogenous,
and apolitical container, seemingly
detached from global and national
dynamics, and ripe for all kinds of
outside interventions.® Nonetheless,
the local scale remains relevant to
human rights for at least two reasons.
First, this is the terrain where the
majority of people living with HIV or
AIDS (PLHAS) encounter daily stig-
ma, discrimination, and barriers to
accessing health services. Second,
extending the benefits of human rights
protection does not occur on the head
of a pin: in other words, it has to be
located somewhere, and consequently
must confront localized obstacles to
implementation.

HIV/AIDS and human
rights in South Africa

At the national level, South Africa has
responded to human rights challenges
in a variety of ways. South Africa is
party to a range of international and
regional human rights instruments.’
While the majority of these instru-
ments do not specifically mention
HIV/AIDS, several provisions are
applicable to the situation of PLHAs.

14

HIV/AIDS POLICY & LAW REVIEW



HUMAN RIGHTS APPROACHES TO HIV/AIDS

The Constitution of the Republic
of South Africa, Act No 108 of 1996,
also lists several justiciable socio-eco-
nomic and civil and political rights,
such as: equality; human dignity; free-
dom and security of the person; priva-
cy; freedom of expression; freedom of
association; freedom of movement
and residence; freedom of trade, occu-
pation, and profession; right to a
healthy environment; right of access
to housing, health care, food, water,
and social security; and right of
access to information. The
Department of Health, in its
HIV/AIDS/STD Strategic Plan for
South Africa 2000-2005, has also rec-
ognized the importance of human
rights in combating the spread of
HIV/AIDS, and has included human
rights and legal issues as one of the
five key priority issues of the Plan.

One of the objectives of
the study was to
determine if local
communities have taken
ownership of human rights,
and are able to access and

enforce their rights.

One particular motivating force for
the Tswelopele study was to identify
the relevance of these human rights
provisions in a specific community
and area that can be classified as
semi-urban and rural. One of the
objectives of the study was to illus-
trate the extent to which the human
rights approach has been localized; in
other words, to determine if local
communities have taken ownership of

human rights, and are able to access
and enforce their rights. The study
also asked whether the ideals con-
tained in the International Guidelines
and the Constitution have permeated
to the local community level.

Hammanskraal
and Temba

The study was undertaken in
Hammanskraal and Temba, which
under the demarcation of 2000 fall
within the Tshwane (Pretoria)
Municipality. The area also crosses
provincial boundaries, creating a situ-
ation of overlap for various services,
including health and education. Thus,
both the Tshwane Municipality
(Gauteng Province) and the Moretele
Local Municipality (North-West
Province) are involved in service
delivery. While there is an elected
local council, there are also tribal
authorities that are still prominent in
the area. The population® of the area
is 80,573 (9,664 in Hammanskraal
and 70,909 in Temba). The majority
of the population is African,” with
low levels of education, employment,
and income. The HIV/AIDS preva-
lence rate is estimated to be in line
with the rest of the country at 21.5
percent.'0

There are approximately 24 gov-
ernmental and community-based
organizations providing a range of
HIV/AIDS services (excluding
research) in the area. There are 26 pri-
mary health clinics and two mobile
health clinics; six clinics offer nevi-
rapine as part of the government’s
prevention of mother-to-child trans-
mission (PMTCT) program, and 16
clinics offer voluntary counselling and
testing (VCT) services. Jubilee is the
public hospital for the locality; it
offers VCT and PMTCT services, but
has not been selected as a site for the

IN A LOCAL SETTING

government’s antiretroviral treatment
(ARV) rollout. Despite the number of
services available, and the fact that
two provinces and two municipalities
are involved, effective service deliv-
ery is very limited. In general,
resources are clustered in Temba and
although there have been HIV/AIDS
initiatives within the community there
is little or no coordination of these
activities.

Key findings from
the research

The study was based upon data col-
lected between February and May
2004. The primary data-collection
methodology was focus group discus-
sions with PLHAs from the local hos-
pice, and non-PLHAS such as
members of social clubs, youth
groups, local government councillors,
health-care workers, and volunteers at
AIDS service organizations (ASOs).
This was supplemented by key
informant interviews and with obser-
vations undertaken in health-care set-
tings such as hospitals, clinics, and
other government service delivery
points.'! For the purposes of the
analysis, people were classified into
two categories: (1) PLHA groups,
which comprised those people who
were attending the local hospice and
openly living with HIV or AIDS; and
(2) non-PLHA groups, which com-
prised everyone else.

A particular concern of the project
was to investigate stigma and its cons-
truction as the basis of discrimination.
Stigma was revealed as a complex
and dynamic phenomenon embedded
in community and gender relations,
with gossip acting as an important
conduit. The major human rights vio-
lations stemming from stigmatization
were identified and are described
below.
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Privacy and disclosure

The issue of privacy was a major con-
cern for PLHASs, who indicated the
importance of deciding how, when,
and to whom to disclose one’s status.
PLHAS s recounted stories of having
status disclosed without consent, and
how this impacted on them. In many
cases, the person who disclosed with-
out consent was a health-care worker
from a clinic or hospital. While this
was deemed totally unacceptable and
often traumatic, PLHAS stated that
they had nowhere to turn to complain
or for redress. When they turned to
the police, they were not taken seri-
ously; complaints to the health-care
institution also amounted to nothing.
There was overall agreement that if
only one could afford a lawyer, then
one could see justice done.

The non-PLHA groups also men-
tioned the importance of privacy and
disclosure, with most people recog-
nizing the importance of keeping
one’s status private. Linkages were
made between stigma and disclosure:
“If there was no stigma against people
who are HIV positive, people would
easily disclose their status. People
want to disclose but they are afraid of
the reaction from their community
and how the community will treat
them once it knows their status.”
However, non-PLHAs thought it was
precisely because of the lack of dis-
closure that PLHAs were vilified in
the community. They held the view
that it was necessary for people to dis-
close in order for HIV/AIDS to be
demystified and treated just like any
other disease. As non-PLHASs saw it,
privacy had led to the creation of
HIV/AIDS as “special.” Some non-
PLHASs saw privacy as very problem-
atic, stating that the focus on privacy
was leading to the spread of the dis-
ease.

Volunteers at ASOs and health-care
workers also saw privacy and confi-
dentiality as problematic because con-
fidentiality was seen as limiting the
extent of assistance they could pro-
vide to PLHAs. They argued that the
inability to disclose the status of a
person to colleagues and others such
as family members impeded patients
from receiving the best care available.
For health-care workers this was more
related to the need to protect the fami-
ly member/caregiver from possible
infection, rather than to ensure that
the patient was given the best possible
treatment at home.

“If there was no stigma
against people who are HIV
positive, people would
easily disclose their status.”

Informed consent and
HIV testing

Most people, including health-care
workers and PLHASs, shared stories of
being tested without having given
consent, and without pre- and post-
test counselling. One respondent
recounted being told by a health-care
worker, “You are going to die, you
have the virus.” Respondents agreed
that testing was a traumatic experi-
ence and that it took a great deal of
courage to finally have a test. Most
women, including nurses, had been
tested during pregnancy, often years
ago, and had not been retested since.
Observation undertaken at the clin-
ics illustrated that there was little in
the way of confidentiality and privacy
when going for an HIV test. Most
clinics did what they could with limit-
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ed resources; often the counselling
took place in a room that doubled as a
medicines storeroom, with people
coming in and out. When the clinic
was busy, people who came in for
tests could be turned away due to lack
of personnel to do the counselling and
testing. The need for individual pre-
and post- test counselling was seen as
unrealistic in the already under-
resourced and overburdened public
health system.

HIV testing was seen to be on the
increase because of the access to dis-
ability grants, and both health-care
workers and non-PLHAs regarded
this with some cynicism.!? The non-
PLHA community groups expressed
worry about welfare abuse by people
claiming to be living with HIV or
AIDS. There was a perception that
unscrupulous doctors were signing
the requisite forms for healthy indi-
viduals, making them eligible for
grants.

When challenged on how to deal
with this issue, one community
respondent indicated that there was a
need to retest all PLHAS in the area,
even if this involved locking them in
a stadium and forcing them to retest —
in other words, the need to curb wel-
fare fraud would override the need for
informed consent. Forced testing also
came up in one focus group and key
informant interview relating to the
need to test pregnant women in an
effort to protect the unborn child from
infection.

Finally, there was a broader discus-
sion about what constituted informed
consent, and whether it was possible
to get informed consent from some-
one who was sick.

Access to health-care services

Both PLHAS and non-PLHASs com-
plained about the treatment they had
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received at the hospital and clinics in
the area. Non-PLHA groups com-
plained about the waiting period, and
about the fact that there were no doc-
tors available, that the drugs were
never in the pharmacy, and that the
level of service at Jubilee was less
than acceptable. As one woman said
about having to go to Jubilee: “I
won’t go there, I will stay away.”
They alleged that it was useless to
complain since the suggestion boxes
at the institutions were opened and
suggestions were reviewed by the
supervisors, who simply destroyed all
complaints.

Access to health care and treatment
was a major concern for all the PLHA
groups. PLHASs regarded their ill
treatment by health-care workers as
directly related to their HIV status.
The majority of the PLHAs indicated
that they would not go to the hospital,
even when they were very ill, and
would prefer the treatment they
received at home, which was far from
adequate, to the treatment they
received at the hands of health-care
workers.

Most PLHAs were able to recount
stories of being forced to wait to use
the bathroom or being told to “go
yourself”; of staff disclosing status
and gossiping about patients in front
of others; of staff passing “funny
remarks”; of staff refusing treatment
or giving the wrong medication; of
staff violating a right to privacy by
identifying HIV-positive patients with
a special diagnosis code (Code 279)
written on charts; and of HIV patients
being segregated in specific wards.

In one focus group, it was stated:
“Sometimes when you are taken to
the hospital and they [nursing sisters]
can see that you are very ill, they
don’t attend to you, they just say take
this person there, there is nothing we

can do for him. They don’t want to
understand that this person is in pain
and needs an urgent help, therefore
they must give him the special atten-
tion; they just become harsh on him.”
Nurses were seen to have “an atti-
tude,” especially against those with
HIV or AIDS.

Nurses, on the other hand, vehe-
mently denied that they treat PLHAs
differently and that people with HIV
were segregated in specific wards.!?
They suggested that people had unre-
alistic expectations of them and that
no matter what they did, it was never
seen as good enough. Nurses com-
plained of being overworked, and
being affected psychologically by the
number of people who were dying,
and whom they dealt with daily. They
also complained about visitors com-
ing to “snoop around” rather than to
visit patients.

Nurses blamed families for treating
people with HIV badly and cited
examples of family members dump-
ing patients in the hospital and not
coming to collect discharged patients;
and patients being admitted when
they were dirty and with bedsores,
showing that they were not cared for
at home. Nursing sisters themselves
felt stigmatized: “So we like our jobs
even though the community labels
and stigmatizes us and even God
knows we are doing our best. We
wake up in the morning knowing
what kind of patients we will see but
we still go to work and do our best.”

Many people saw human
rights as a problem rather
than as a means of

empowerment.
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Is a human rights
approach at the commu-
nity level sufficient?

In Hammanskraal and Temba, it was
clear that human rights violations con-
tinued against PLHAs despite the
human rights protections espoused in
international and national legislation
and policies. This could arguably be
attributed to a number of factors,
including the following:

* Most people did not know about
human rights. They had not read
or been exposed to the Bill of
Rights.

* It is difficult to make rights real.
Is this even possible in an envi-
ronment of poverty and unem-
ployment?

¢ The community was not aware of
how to enforce the rights that had
been violated, and there were few
if any organizations in the com-
munity that could provide assis-
tance.

* Many people saw human rights as
a problem rather than as a means
of empowerment.

These factors will be discussed briefly
in turn.

Lack of information

When asked about the Constitution,
the majority of people interviewed
were able only to recognize it, but not
give any details about what was in it.
Questions were met with silence or
vague answers about rights. Thus,
there had been little in terms of dis-
semination of the practical content of
rights at the community level. This
impacted on people’s ability to claim
their rights — if a person does not
know what a human right is in a prac-
tical sense, he or she will not be in a
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position to recognize a violation and
claim redress or enforcement of the
right.

Other laws that deal with non-dis-
crimination, such as the Employment
Equity Act, No 55 of 1998, were also
not known to the community.

Making rights real

One respondent said, “I believe if

people can know their rights, things
will be better. I sometimes believe it
is useless to know your rights if you
do not know how to exercise them.”

Many people indicated that it was
not possible for them to exercise their
rights. They felt helpless and disem-
powered in trying to access rights
such as the right to health-care servic-
es, giving examples of complaints
falling on deaf ears, with no changes
ever being made. For example, people
complained about the lack of local
government delivery in the area with
respect to water, electricity, and other
basic services; importantly, they felt
that they had no recourse, or anywhere
to complain to make a difference.

It was suggested that people in the
community could not make rights real
because they prioritized other issues
such as poverty, and human rights
were seen as secondary, or almost a
“luxury” item. The focus on work and
simply making a living meant that
human rights played a less significant
role in life. A teacher in the communi-
ty reinforced this sentiment by indi-
cating that, although she was
discriminated against after disclosing
her status at school, she did not have
any time to deal with the violations
because she was busy working, as she
had a family to support.

Another reason given for the fail-
ure to access human rights was the
link between stigma and discrimina-
tion. The link was recognized in many

groups, and fear of stigmatization was
seen as one of the primary reasons why
people did not speak out and try to
enforce their rights in the community.

Few organizations to assist
with enforcement

Even when violations occurred and
were recognized, most community
members did not know where to go
for assistance. The stakeholders that
were mentioned — such as the police,
traditional leaders, and local govern-
ment — were seen as being totally
unable or unwilling to help. Many
people interviewed could not name
any organizations in the area that
could be of assistance. People men-
tioned having to go from one place to
another trying to obtain help. For
example, in trying to deal with family
violence, women were usually sent to
the police and then the courts, and
often did not have sufficient funds for
transport. Other people mentioned
that they do not know where to go to
report abuses such as unauthorized
disclosure by health-care workers and
doctors.

Institutions such as the Department
of Labour and the South African
Human Rights Commission were
mentioned in very vague terms.
People who were interviewed were
not able to give details of whom to
contact and the mandate of such insti-
tutions. While municipal officials
indicated that it was possible for peo-
ple to come to them for assistance,
most people felt that the municipality
had little to offer.

One of the focus groups of PLHAs
mentioned that large AIDS organiza-
tions such as the National Association
of People Living with AIDS
(NAPWA) and the Treatment Action
Campaign (TAC) should be able to
provide assistance with problems, but
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said that they did not play a role in
Hammanskraal. The large organiza-
tions were treated with some suspi-
cion, and were seen to be visible only
when they needed support for cam-
paigns. It was actually difficult to find
any organizations in the community
that dealt specifically with human
rights violations. Those that supposed-
ly did were not accessible even to the
researchers during the course of the
study.

There is a disjuncture
between thinking at global
and local levels that will
obviously need to be
addressed for a rights-
based approach to be

effective.

Repeated attempts were made to
contact both the TAC and NAPWA to
meet with them and discuss their
involvement in the area, but these
proved unsuccessful. Many PLHAs
had paid for membership in NAPWA,
but were not clear about the services
it offered or even whether or not there
was a branch in Hammanskraal or
Temba. During the research period,
there was a planned relaunch of
NAPWA. While several people waited
at a meeting venue for several hours,
NAPWA representatives did not
arrive. Thus, it appears that the TAC
and NAPWA, the largest national
AIDS organizations in the country,
played little (if any) role in the area.

Human rights:
solution or problem?

Many people saw human rights as a
problem rather than as a solution. The
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police saw the Bill of Rights as pre-
venting them from doing their job
properly, and argued that community
education campaigns with respect to
rights in the Constitution did not
include information about accompa-
nying responsibilities. The traditional
leader interviewed claimed that
human rights were eroding the tradi-
tional way of life in the villages, and
causing the breakdown of traditional
values. PLHAS alleged that access to
information about sex made young
people more likely to engage in sexu-
al behaviour, thus leading to a spread
of HIV. Nurses thought that access to
child-care grants made young women
fall pregnant, which led to the spread
of HIV. As discussed above, many
people suggested that confidentiality
and informed consent were unimpor-
tant, and that non-consensual HIV
testing should take place.

It is important to pay attention to
these issues since they display a dis-
juncture between thinking at global
and local levels and will obviously
need to be addressed for a rights-
based approach to be effective.

Conclusion

The research findings suggest that
although global and national strategies
have been in place for many years,
the rights-based approach has made
little difference to the lives of people
in the community. Additional findings
on labelling, blame, gossip, and social
exclusion of PLHAS, or those suspect-
ed to be HIV-positive, showed an
apparent disjuncture between rights
and reality. While some people might
know what their rights are and how to
exercise them — including the rights of
the infected or affected — the lived
reality of PLHAs and the communi-

ties from which they come may be
quite different.

People are still subject to human
rights violations and have difficulty
making their rights real. Importantly,
people often believe that human rights
are a burden or a luxury, and only rel-
evant to those with enough money to
enforce them. Much still needs to be
done to ensure that people can under-
stand and benefit from a human rights
approach. Taking human rights into an
effective AIDS response means inter-
vening at the level of community and
personal gossip, at the places where
perceptions are formed; this could
mean targeting persons and institu-
tions that shape attitudes and beliefs,
including churches, workplaces,
schools, and the media. This needs to
be supported by formal action — at
hospitals, through the courts, parale-
gal training, and wide public educa-
tion — in an effort to find ways in
which a different social construction
can be developed to make people trust
the law and appreciate that rights can
work for the wider social good.

Above all, if a human rights dis-
course is to be relevant in a context
where local residents face severe
poverty and unemployment, a critical
dialogue is required between human
rights and socio-economic needs. The
justiciability of socio-economic rights
may be rapidly gaining ground at a
national level in South Africa, but it
still requires connection to local-level
struggles and especially implementa-
tion in areas like Hammanskraal for it
be to regarded as relevant locally.

— Peris Jones and Farhana Zuberi
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