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Ruben Sher came into my life at perhaps its darkest 
moment. I was diagnosed with HIV on a rainstorm-
filled Friday afternoon in the second half of December 
1986. My well-meaning doctor, who had not obtained 
my consent, phoned me with the bad news and left me 
in anguish, not only for the weekend but for the ensu-
ing years.

His one act of solicitude in telling me that I was in-
fected with HIV was to suggest that I contact Professor 
Ruben Sher at the South African Institute of Medical 
Research (SAIMR).

Uncounselled, unadvised and unsupported, I saw a grim 
future ahead. And indeed the ensuing years - years of 
fear, silence and inner shame - were hard.

My HIV diagnosis was shocking for two reasons. I was 
33 at the time. I was building a growing practice as a 
human rights lawyer at a time of challenge and excite-
ment. My diagnosis meant death. There was no cure for 
AIDS. Indeed, there was no treatment for it. Palliation 
was the best that medical science could offer. The mor-
tality figures from North America and Western Europe, 
where the epidemic still seemed predominant, were 
horrific. By late 1986 perhaps half a million people had 
died of AIDS in North America alone - most of them, 
like myself, gay men in the prime of their lives. I had no 
doubt that death would overtake me soon.

The further reason why my diagnosis shocked me so 
was in many ways worse. It was the sense of shame, 
embarrassment, defilement and pollution I felt at be-
ing infected with HIV - possibly the most stigmatised 
disease in human history. I thought my shame stemmed 
from the fact that, only just out of the closet as an 
openly gay man, I had become infected with HIV. 

But, as I was soon to discover, my shame and the stig-
ma of AIDS had little to do with homosexuality. 
I became involved in AIDS work not because of my own 
bodily engagement with the epidemic, but through my 
human rights work. And through it I met people who, 
seemingly very different from myself in that they were 
black and mostly women and mostly poor, neverthe-
less shared with me a sense of fear and horror at being 
known to have HIV.

In this bleakest time, I did follow my doctor’s advice. I 
contacted Ruben Sher at the SAIMR. I well knew who 
he was. An avuncular Spike Milligan-like presence on 
TV, he had already assumed the role of a foremost pub-
lic health commentator on AIDS. And he did not merely 
seem avuncular. He was in truth a voice of compassion 
and reason in the midst of an epidemic of stigma and 
fear. 

While many of his clinical and academic colleagues 
- including surgeons at Baragwanath and some aca-
demics at Wits - called for isolation and compulsory 
screening, Ruben stood out as a voice of rationality and 
justice. 

He made the obvious points - that HIV is difficult to 
transmit; that testing could be imprecise; and that 
there was no cure for those who sought to be diag-
nosed. But in times of panic the obvious is rarely stated. 
Ruben’s courage and clarity and persistence in voicing 
the call for justice in dealing with the epidemic justify 
our honouring his memory this evening.

At one of the lowest points in my life, on a warm March 
day in 1987, I went to see him. He offered me kindness 
and reassurance and, importantly, utter confidentiality. 
He suggested that I be tested again. And when (inevi-
tably) the test returned positive, he imparted the news, 
as such news should always be imparted, with gentle 
matter-of-fact kindness.

As the epidemic grew, Ruben and I started working 
together. He asked me onto platforms with him. We 
started being invited to speak together. We even trav-
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elled together. I remember one eccentric expedition to 
Tzaneen, where he and I were billeted in a luxury coun-
try lodge for the purpose of speaking to hundreds of 
farm workers and local officials about AIDS. 

Working with Ruben could be trying. In fact, he could 
drive you nuts. He had a joke he invariably told. It was 
that you could get HIV whether you are heterosexual, 
homosexual, bisexual or trisexual. What is trisexual, 
Ruben would ask his audiences? He would confide tri-
umphantly - it was someone who will try anything.  

He had another joke. This one I like better. It was about 
a rich suburban lady who phoned him suspecting that 
her Malawian gardener had HIV. She confided to Ruben 
her fears about her proximity to him. Might he have 
infected me, she asked? His reply - according to him 
- was ‘Madam, when last did you have sex with your 
gardener?’

I greatly cared for Ruben and honoured his roles as an 
academic, as a crusader for right, as a caring clinician 
and as an astute physician. He gave me a gavel when 
I became a judge - but the symbol of dispensing to all 
alike without fear or favour was as appropriate for him 
as it was for my new job. 

For tonight’s lecture I hope to meld the themes that 
entwined my own life with that of Ruben Sher - name-
ly HIV infection, testing, stigma and shame. 

FOUR SOCIAL FACTS - MASS SCALE, MEDICAL 
MANAGEABILITY, CONTINUING DEATHS,  

AND STIGMA

Four features of the AIDS epidemic stand out in any 
attempt to grapple with its social meaning.

n    First, its scale. Even on recently adjusted lower es-
timates, AIDS is human society’s largest microbially 
borne pandemic for seven centuries - since one-
third of Europe’s people died in the great plague 
of the mid-14th century. Estimates reckon that 
globally there are around 33 million people liv-
ing with HIV or AIDS.1 Of these the great major-
ity (67% or 22 million in 2007) are in sub-Saharan 
Africa.2 More than 13 million are black women, and 
roughly 2 million black children.3 The total number 
of people who have died of AIDS is probably close 
to 30 million (in South Africa, according to the Ac-
tuarial Society of South Africa, 2.5 million).4 Many 
more deaths are likely to come.

n    Against this numbing volume of human fragility, 
suffering and death stands counterpoised a second 
fact - that infection with HIV is now fully medi-
cally manageable. The revolution that the arrival 
of treatment implied was not universally or imme-
diately recognised.5 But it was momentous. If di-

agnosed early enough, with properly administered 
combinations of antiretroviral (ARV) medications, 
the bodily progression of HIV can be stopped, and 
those sick with AIDS can be restored fully to life 
and health. 

My presence here tonight - more than 12 years after 
I fell severely ill with AIDS - is evidence of the long-
term success and sustainability of treatment. Perhaps 
the most important political fact about treatment is 
it works for poor and wealthy patients, in rural and 
urban settings, and in economically developed as well 
as undeveloped areas.6 Given the shroud of horror that 
surrounded the disease in Western Europe and North 
America in its first 15 years, and still surrounds it al-
most everywhere else, this is still a radiant fact. But, 
as I will show, it continues to be insufficiently appreci-
ated.

n    Third, despite the medical manageability of the dis-
ease, and the fact that treatment for it - certainly 
compared with other long-term chronic conditions 
such as insulin-dependent diabetes - is relatively 
simple, and that it is increasingly available, mil-
lions of people are still dying of AIDS. Especially in 
Africa: in 2007, 1.5 million people died (75% of all 
AIDS deaths), 350 000 of them in South Africa. In 
any terms, this is monstrous: avoidable human suf-
fering, unnecessary deaths, wasted lives.

                                           
But why are people still dying of AIDS in Africa and 
elsewhere when the disease can be easily managed?7 
Much death and illness can be ascribed to the devel-
opmental deficits of the locations worst affected: poor 
health care infrastructure, missing or poorly trained 
personnel, Africa’s burdens of disease (including other 
easily preventable and treatable diseases),8 and pov-
erty. 

n    But much is due to the fourth and most signal fact 
about AIDS - namely the stigma that surrounds it. 
It is this I want to talk about tonight: the fact that 
dying and suffering that is attributable to stigma 
persists in an epidemic of otherwise manageable 
disease.

STIGMA AND PUBLIC HEALTH/POLITICAL 
RESPONSES TO AIDS

Stigma is the mark of blame, rejection, disapproval and 
shame that society places on conduct and conditions 
that repel it or elicit its moral censure.

From the first day, society’s reaction to AIDS has been 
defined by stigma.

More than any other disease - more than leprosy, tu-
berculosis, and the black death, for all of which people 
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felt understandable fear of contagion - HIV has been 
intensely stigmatised, even though its transmission oc-
curs in known and narrow circumstances.9

It was stigma arising from its initial manifestation 
among gay men that led President Ronald Reagan to 
maintain what Randy Shilts called a ‘ritualistic’10 (and 
blameful) silence about AIDS, for six long years, from 
1981 to 1987, implicitly conniving in the deaths of 
hundreds of thousands of men in the prime of their 
lives.

It was stigma, less than the rational pursuit of public 
health goals, that led countries as different as Swe-
den11 and Cuba12 to isolate and detain those with HIV.

And, perhaps most catastrophically, it was stigma 
that caused our own country’s President Thabo Mbeki 
to question the viral aetiology of AIDS. He did so be-
cause he took umbrage at the notion of an epidemic of 
sexually transmitted disease manifesting in mass form 
among black Africans.13

For 28 years, stigma has pervaded and defined this epi-
demic. This triggered debate between those who ad-
vocated applying ordinary public health measures to 
the disease, and those who contended that this was 
inapposite and unjust.

Many argued that the disease should be treated by ap-
plying well-known public health principles - primarily 
in identifying, reporting and isolating those infected 
with HIV.

Yet HIV was different. 

n    First, for 15 long years doctors could do very little 
about it. They could offer only palliation. So diag-
nosis had strictly limited value. 

n    Second, a different approach was warranted be-
cause of the years of relative wellness that most 
enjoy before AIDS sets in, and because of difficul-
ties (both technical and patient-related) in diag-
nosing infection.

n    But the overriding - and most persuasive - argu-
ment for exceptional treatment of HIV was that 
society’s reaction to it was exceptional.14

It was not the infectiousness of HIV, or its viral proper-
ties, or its morbid or mortal effects (for in this it was 
not intrinsically different from many other conditions) 
that made this disease different: it was stigma.15

It was stigma that necessitated anti-discrimination 
protections for those with HIV or suspected to have 
it, in medical care, housing, jobs, public facilities and 
anti-violence legislation.16

THE PARADIGM OF AIDS EXCEPTIONALISM

The ensuing debate resulted in a decisive victory for 
those who urged human rights protections for people 
with HIV/AIDS. The preponderant, if not quite univer-
sal, consensus among public health experts was that 
AIDS required special treatment. The only dissentients 
seemed to be policy deviants making ill-judged populist 
appeals - and even these proved mostly ineffectual.

In our own country, the African National Congress gov-
ernment came to power just as the epidemic seeped 
remorselessly southwards. In August 1994 it adopted a 
national AIDS plan that expressly espoused the inter-
national human rights consensus, and enacted a very 
sizeable body of legislation that protects the rights 
of those with HIV and prohibits unfair discrimination 
against them.17 The courts have followed suit.18

The most eloquent voices justifying this approach were 
Dr Jonathan Mann19 and later Justice Michael Kirby.20 
Their powerful advocacy of the ‘AIDS paradox’ - the 
notion that human rights protections for those with 
and at risk of HIV is an integral component of sound 
public health practice, and not its enemy - achieved 
not only moral, but intellectual predominance in virtu-
ally all places where international and national AIDS 
policy was made.

And rightly so. The wellspring of the AIDS paradox is 
stigma. Because of discrimination and ostracism people 
are reluctant to be tested, and hence cannot be reached 
for counselling, treatment and behaviour change inter-
ventions.21 Traditional public health measures (manda-
tory testing,22 partner notification, quarantine) merely 
fuel their fears, driving the disease underground, thus 
proliferating its spread. 

The rational way out is therefore more, not fewer, hu-
man rights safeguards for those with HIV: to allay their 
fears, and to alleviate the horrific impact on them of 
abuses and malpractices. Only with its main bearers thus 
protected can the epidemic be rationally managed.23

Stigma, the source of the problem, was in this ap-
proach confronted obliquely - by protecting those with 
HIV from its effects; first, by shielding them from the 
terrifying invasion traditional public health approaches 
entailed; and second by enacting anti-discrimination 
protections to diminish the injustice of ostracism.

AIDS EXCEPTIONALISM AND BROADENING 
ACCESS TO TESTING

But the key practical product of the AIDS paradox, and 
perhaps its most telling achievement, lay not in ward-
ing off invasive public health measures, nor in the en-
actment of anti-discrimination laws. It took effect in 
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the medical diagnosis of HIV. It was to hedge testing 
for HIV with significant prerequisites. 

To test for HIV a health care practitioner could not as-
sume consent: nor could it be implicitly, or even general-
ly, given. It had to be explicit, and it had to be specific. 

In many jurisdictions,24 it had to be given in writing. In 
some, even written consent was not valid unless the 
test was preceded by statutorily prescribed counselling. 
In the pre-test counselling session, the counsellor had 
to warn the patient not merely of the medical implica-
tions of a positive diagnosis, but of its social repercus-
sions - the discrimination and ostracism the patient 
would almost certainly face in consequence.

What is more, because of the risk that those choosing 
to test might be inferentially associated with HIV, test-
ing had to be done in near-secret - at separate loca-
tions, on separate days, in unmarked (or code-marked) 
rooms. And special measures had to be taken to ensure 
that the resultant patient information was handled 
confidentially.

The unquestionable consequence of all this was mas-
sive disinducement to testing.

And not without reason. For as long as the major out-
come of a positive diagnosis was ostracism, and for as 
long as doctors were powerless to offer more than pal-
liation, there was little justification for exhorting those 
at risk to be tested. Its only point was to help them 
make better lifestyle and safer sex choices.

The disinducement was therefore warranted - and the 
AIDS paradox served us well for the epidemic’s first 15 
years. 

In some parts of the world, it still serves us well. In the 
countries of South and East Asia, and in comparably 
affected regions, human rights activists continue to re-
port that an HIV diagnosis too often provides an excuse 
for mistreatment, exclusion and denial of medical and 
other facilities. It remains primarily a badge of shame 
and a basis for ostracism (including the enactment of 
harsh criminal laws that target those with HIV).25

I can attest to these harsh realities, for they were viv-
idly reported to me in Colombo in September 2007, and 
in Beijing in October 2008.

In these countries reluctance to testing for HIV remains 
understandable.

Yet the causes may lie in a distinctive epidemiological 
pattern. In countries such as India, China and Malaysia 
the epidemic remains overwhelmingly associated with 

groups that are still socially and politically marginal-
ised - mainly men who have sex with men, commercial 
sex workers and intravenous drug users. Public health 
interventions and policy in these countries necessarily 
have to recognise this - also in relation to testing.

Yet, since the mid-1980s, the most striking demograph-
ic feature of the epidemic has been its racial and con-
tinental overload. Most people with HIV are Africans. 
And most of those dying of AIDS are Africans - more 
specifically, Africans in the Bantu-speaking regions of 
central and southern Africa. 

In these regions, AIDS is a mass epidemic of hetero-
sexually transmitted disease. 

What is distinctive about this epidemic is not merely 
that the vectors of transmission are different - it is that 
its consequences are omnipresent. 

It is impossible to ask any audience in central or south-
ern Africa who among them have lost family members 
to AIDS, without a massed sea of hands rising in re-
sult. AIDS is everywhere, and its deathly impact presses 
on every household, every family, every workplace and 
every street.

And the worst is this. Despite the availability of treat-
ment, despite the good news of its increasingly known 
efficacy, despite the knowledge of family support and 
despite legislative and social protections against dis-
crimination, many people in Africa continue to con-
template testing for HIV with dread reluctance.26  More 
than dread: deathly reluctance.

DISINCENTIVES TO TESTING

The fact is that many Africans experience stigma so 
intensely that they ‘prefer’ (if in such constrained cir-
cumstances one can speak of preferences) to die, rather 
than to be diagnosed with HIV.27

Part of this deathly dread stems from the external 
manifestations of stigma - the enacted discrimina-
tion, exclusion, dispossession and violence that are the 
social product of stigma; since undoubtedly well-war-
ranted fear of discrimination by others inhibits many 
from choosing to be tested.

But a greater part, in my view, and perhaps the more 
crucial part, results from internal stigma. This is be-
cause too often the external stigma of AIDS finds an 
ally within - in internalised feelings of contamina-
tion, shame, self-revulsion, abasement, defilement and 
dread that those with HIV and at risk of it experience 
about themselves - even when they know they will re-
ceive acceptance and support from others.
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Much of this, I suggest, derives from the fact that, 
overwhelmingly, HIV is a sexually transmitted disease: 
and we still poorly understand the intensity, intimacy, 
embarrassment and shame that our need for sexual 
connection - which seems to be inescapably human - 
occasions.28

A great deal has been written about external stigma; 
but surprisingly little - perhaps astonishingly little - 
about internal stigma. (In a review article in the issue 
of the journal AIDS published to coincide with the in-
ternational AIDS conference in Mexico in August 2008, 
there was extensive discussion of stigma and its exter-
nal manifestations, but no apparent recognition at all 
of its internal dimension.29)

Internal stigma consists not of fear of discrimination or 
hostile treatment at the hands of peers or colleagues, 
or dread of others’ reactions. It is something more 
opaque, and therefore difficult to confront. It is often 
stronger than a cognitive appreciation that friends, 
family and colleagues will offer love; it is stronger even 
than the knowledge that treatment is now readily ac-
cessible (even in many poor African countries). It ulti-
mately proves stronger than the capacity to make life-
affirming choices, because it paralyses them in favour 
of postponement, avoidance and death.

It is the most intractable part of stigma because it 
comes not from others, but springs from within. And it 
is more insidious, and more destructive, than external 
stigma, since it eludes the direct politically determined 
confrontation with which we fight discrimination.

The result of internal stigma is death, needless death, 
and its gross attendant human and social costs of suf-
fering, bereavement and loss.

INTERNAL STIGMA AND OBSTACLES TO 
TESTING - THE ROLE OF HUMAN RIGHTS 

PROTECTIONS

Recognising stigma’s internal dimension raises a new set 
of questions. These have been particularly hard for AIDS 
activists and human rights protagonists to confront.

If stigma stems not only from the hostile ‘other’, but 
partly from within those who themselves have HIV, we 
need new methods of understanding its origins and its 
effects. We need to understand with greater insight 
what we are combating.

Here I have made an inflammatory suggestion. It is that 
the very differentness attributed to AIDS, especially in 
the health care setting, is one of the principal causes of 
internal stigma, or at least powerfully underscores it.
The suggestion involves a provocative corollary: that 
the human rights protections, carefully and necessarily 

erected during the early stages of the epidemic to pro-
tect against discrimination, have themselves become a 
potent source of harm.30 

Particularly in HIV testing, human rights safeguards 
have become harmful because they emphasise the dif-
ferentness of AIDS. This reinforces internally those who 
are scared to test the exceptional, untoward, and dis-
tinctive features of AIDS.

Instead of people being diagnosed with mundane  
medical regularity, and steered towards treatment,  
diagnosis is hedged around with a fuss and palaver 
and hullabaloo that accentuates the feelings of self- 
disabling ignominy those at risk of HIV experience.

In the age of treatment - where AIDS can be  
medically managed, if only those suffering its effects 
can be reached timeously - this is a hideous cost.

We cannot without untruth deny or ignore the part that 
the protections erected against testing play in exacting 
this cost. Exceptionalism was a necessary response to 
the public ignorance, disdain, moralism and ostracism 
those with and at risk of HIV experienced; but it was 
also its logical counterpart. 

Exceptionalism, born in reaction to stigma, has itself 
helped spawn stigma.

A new and grim equation must be inscribed on the 
wall of AIDS remembrance, a footnote to the activ-
ists’ famously plangent equation in the 1980s that Si-
lence = Death: the new equation is that Differentness 
= Death.

These considerations have given rise to acrid debate 
between those urging radical expansion of testing in 
mass-prevalence areas where treatment is available, 
and those who resist it.

The debate echoes that about AIDS exceptionalism in 
the 1980s. And its logical and formal premises have 
hardly changed: its essence still concerns the extent 
to which ordinary medical precepts and procedures 
should be applied to the management of HIV.

The contesting protagonists have changed. No longer, 
as in the 1980s, are the protagonists of de-exception-
alising the disease AIDS-ignorant policy wonks insen-
sitive to its science and politics. They are experts who 
are themselves deeply versed in the clinical and human 
skills of AIDS treatment and prevention. 

But, more significantly even, the factual setting of 
the debate has changed. The increasing availability of 
treatment is now the most important social fact about 
AIDS.
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The test for AIDS policy is whether we can ensure that 
treatment effectively eclipses stigma, yet without sac-
rificing any single patient’s right to choice, or to con-
fidentiality.

And in this difficult quest, rigid policy positions are un-
efficacious and unhelpful.

On one side, those who support testing expansion point 
out that:  

n    ‘Unlike other infectious diseases (e.g. syphilis, 
hepatitis B), for which consent for testing is im-
plicitly assumed by virtue of medical consultation, 
and diagnosis is encouraged, the diagnosis of HIV 
infection has often been actively avoided. In many 
ways the approach to diagnosis of HIV infection 
has been more similar to that of an incurable ge-
netic disorder than to an infectious disease’.31 

n    As a matter of fact, this analysis is incontestably 
accurate. Yet it provoked intensely ireful reaction.

n    This was because of the same authors’ assertion 
that  ‘the emphasis on human rights in HIV/AIDS 
prevention has reduced the importance of public 
health and social justice, which offer a framework 
for prevention efforts in Africa that might be more 
relevant to people’s daily lives, and more likely to 
be effective’.32

On the other side, human rights advocates have re-
sisted the medical ‘normalisation’ of HIV diagnosis, 
principally on the premise that expanded HIV testing 
infringes patient autonomy, and that it exposes those 
subjected to it to violation of their rights.33 

Instead of radically and immediately increasing access 
to testing to diminish the deficit between treatment 
and death in Africa, we have been told that we must 
focus on the anxieties of ‘the disempowered and still 
fearful ... by demanding investment in dignified health 
systems and protection from harmful social and legal 
effects of their health status being known’.34

The argument of those favouring expansion, that death 
is the ultimate rights violation, and that testing inhibi-
tions collude with it, has not been acknowledged to 
have force against the motive forces of a ‘real world’ 
‘influenced by poverty-determined life choices, gen-
der based violence, [and] fears of discrimination and 
stigma’.35

In this setting, human rights advocates have treated 
with suspicion or resisted:

n    Rapid and more easily accessible forms of testing 
for HIV (including home-test kits) - currently, HIV 
tests are not available at the largest retail pharma-
cy chain in South Africa, Clicks Pharmacy, as well 

as Dis-chem Pharmacies, another large pharmacy 
chain. Yet home test kits are available for pregnan-
cy, ovulation, prostate cancer, cannabis, and alco-
hol (breathalyser): some of the arguments against 
rapid access to testing are feeble, but some should 
justly be denounced as bizarre.36 

n    Legislation that compels mothers who might risk 
passing HIV to their babies to test for HIV so as to 
be able to receive prophylaxis that would reduce 
the risk.37 

n    The implementation of opt-out testing in Botswana 
(a mass-prevalence country where patients pre-
senting for treatment at any public health facil-
ity have since 2002 been tested for HIV unless ex-
pressly refusing)38 - even though evidence indicates 
that ‘opt-in’ requirements (where the patient must 
expressly choose to be HIV tested) cause deaths.39

n    More recently, an article suggesting that univer-
sal ARV provision to everyone testing positive for 
HIV (using a mathematical model of HIV reduction 
in which everyone seroconverting to HIV is tested 
within a year) could be an important possible means 
of preventing and even eliminating endemic HIV dis-
semination,40 triggered vigorous criticism from those 
concerned at its overly medicalist approach. 

A group of respected human rights experts issued a 
statement complaining that the analysis did not ad-
dress ‘the issues of acceptability and safe applicability 
of universal testing and treatment in the face of wide-
spread stigma and discrimination’, and that it ‘threat-
ens to serve as justification for imposing mandatory 
HIV testing’.

This response seemed to me not only to miss the point 
of the mathematical model; it attributed an unconcern 
about rights protections to the authors which seems to 
me troublingly misplaced.41

It also failed to appreciate that the authors’ argument 
finally unseamed one of the great canards of the epi-
demic, namely the supposed disjunct between treat-
ment and prevention, by successfully telescoping the 
two into one overriding public health strategy.

In my view, we should immediately urge the Health 
Professions Council to adopt testing guidelines that 
permit for radically expanded testing.

In this regard, I commend the suggested minimum rea-
sonable approach to testing that Nathan Geffen pro-
pounds for a busy, resource-stretched, but functional 
public health facility.

He suggests that the counsellor follows the following 
standard procedure with all patients who s/he judges 
have some risk for HIV:
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‘Ms X, I would like to proceed to give you an HIV test. 
If you have HIV, we can help you to live a healthy life 
because there are safe and effective medicines to treat 
you.’

At this point Ms X either says No (which is unlikely) or 
permits the blood to be drawn.42

To propound radically expanded testing - in this or 
other forms, including opt-out testing that does not 
even mention HIV specifically when a patient presents 
for general medical treatment - is not to ignore stigma 
(or to sacrifice confidentiality). It is to seek to mitigate 
it by more directly effective interventions than have 
hitherto been applied - including the beneficent effect 
of more widespread testing and diagnosis - as well as 
bringing home the fact that testing is a necessary first 
step to life-restoring treatment.43

It is here where recognising the role of internal stigma 
is critical. To see that stigma is not exclusively external, 
and that anxiety about testing is not solely about dis-
crimination, is to open a vista of new, more flexible and 
supple policy positions, and more fruitful debate.44

Crucial to that is recognising the cost that human 
rights may now be exacting in fuelling stigma and in 
impeding access to testing and treatment. 

This is not to decry the vital role of human rights activ-
ists in the past - or in the present: it is to question the 
focus of their engagement. The current trend toward 
enacting harsh criminal statutes in Africa, that specifi-
cally target people with HIV, seems to me a much more 
pressing and important issue than resisting expansion 
of treatment. 

What is more, there has been a heavy shift of the weight 
of the argument in favour of expansion of treatment.45 
President Zuma, in a remarkable address to the Nation-
al Council of Provinces on 29 October 2009, urged ‘a 
massive mobilisation campaign’ for testing. The Presi-
dent stated:

‘Let me emphasise that although we have a compre-
hensive strategy to tackle HIV and AIDS that has been 
acknowledged internationally, and though we have the 
largest anti-retroviral programme in the world, we are 
not yet winning this battle. We must come to terms 
with this reality as South Africans. We must accept 
that we need to work harder, and with renewed focus, 
to implement the strategy that we have developed to-
gether. We need to do more, and we need to do better, 
together. We need to move with urgency and purpose 
to confront this enormous challenge. If we are to stop 
the progress of this disease through our society, we will 
need to pursue extraordinary measures. We will need 
to mobilise all South Africans to take responsibility for 

their health and well-being and that of their partners, 
their families and their communities. All South Africans 
must know that they are at risk and must take informed 
decisions to reduce their vulnerability to infection, or, if 
infected, to slow the advance of the disease.

‘Most importantly, all South Africans need to know 
their HIV status, and be informed of the treatment op-
tions available to them. Though it poses a grave threat 
to the well-being of our nation, HIV and AIDS should 
be treated like any other disease.

‘There should be no shame, no discrimination, no re-
criminations. We must break the stigma surrounding 
AIDS.’46 

Common ground between testing expansionists and 
human rights proponents exists. It lies in their joint 
commitment to lessening AIDS deaths and human 
suffering. But harnessing the joint energy in service 
of those worst affected by the epidemic will require 
greater flexibility than has until now been evident.

Instead, until now, responses from human rights pro-
tagonists have seemed to suggest an overly defensive 
posture, reacting with alarm to creative new models 
and suggestions, rather than engaging constructively 
with them, in the light of the central and luminous 
fact that testing is the indispensable prerequisite to 
treatment and care, and thus that it embodies the dif-
ference between life and death.47

The AIDS epidemic has made the world sadder and 
older and perhaps wiser. 

Some of what we have learnt from the epidemic is 
that due commitment to medical beneficence cannot 
always be assumed. We have also learned that technol-
ogy and science alone will not provide answers if they 
ignore complex human reactions that spring from the 
material conditions of people’s lives.

But suspicion about medical beneficence and reserve 
about technology’s role does not justify rigid, inflexible 
and unresponsive defence of human rights protections 
that may have become outdated and inapposite.

Ruben Sher would have regretted the inaccurate char-
acterisations and unproductive dichotomies that have 
resulted.

AIDS has been a heavy consciousness, burdening our 
beings and exacting, at least in Africa, a continuing 
daily price in grief and bereavement and mourning.

But in the end AIDS exacts its toll on human bodies. 
If all could see that more clearly - those at risk of HIV 
no less than human rights activists and the medical 
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specialists eager to expand testing and thus save lives 
- we may begin to assert the primacy of the material 
and the rational over the shadow of stigma and mis-
conception.
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