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+ PO S IT IV E IC ONS

“Without your crying and your very
targeted advocacy work, South
Africa would not praise itself as a
country that is providing treatment
to the biggest programme in the
world. And that is a result of your
work, your persistence and also of
the professional way in which you
research, you make sure that you
make sense for people in positions
of power to listen to your voice. So, I
just want to thank you. My presence
here is simply to show solidarity so
that in my very small way you can
know that I’m with you. “
GRAÇA MACHEL, Soweto Marathon
(Johannesburg, 2 November 2014)

“Let us give publicity to HIV/AIDS and
not hide it, because the only way to
make it appear like a normal illness
like tuberculosis, like cancer, is always
to come out and say somebody has
died because of HIV/AIDS, and people
will stop regarding it as something
extraordinary.”
NELSON MANDELA announces his son Makgatho Mandela
died of an AIDS-related illness (Johannesburg, 6 January 2005)
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“HIV/AIDS brought out the
worst and best in us. Political
paralysis caused delay and
confusion. Death blighted the
land. But citizen activism led by
the Treatment Action Campaign
in particular restored hope
and dignity. The actions of the
TAC were a vindication of our
wonderful constitution.”
ARCHBISHOP EMERITUS DESMOND
MPILO TUTU issues a global appeal
in support of the TAC (Cape Town,
4 November 2014)
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+THE
PEOPLE
A number of people have over the years played a
role in the development of the TAC and our battle for
antiretrovirals. There are too many to mention. In the
following pages a small group of people who played
a role in one way or another and represent various
constituencies, share their recollections of the past and
their dreams for the future.

Anele Yawa is General Secretary of the TAC. Before joining the National Office Anele was closely involved in
the TAC’s work in Uitenhage in the Eastern Cape. Anele is at his happiest leading a march or meeting with
communities in the most far-flung areas where the TAC has a presence.

LOOKING BACK
IN ANGER
Anele Yawa

Looking 10 years back, and beyond, I just feel that our country and those in authority
have allowed innocent lives to die unnecessary deaths. When I look back, I just see
‘political denialism’ and cheap politicking that have failed our country and its people.
When I look back on those years, all I can see are the family members, comrades, friends,
and fellow countrymen we have lost to HIV/AIDS; I see people who died without any
hope. All I see are the people who died angry and hating those in authority. When I look
back on those years I think about my brother who died in my hands and I remember his
last words to me: ‘Sizobathola asijiki’ – we will get them and we are not turning back. As
an activist I hate myself for allowing my brother to die without getting any help, when all
I could do was give him hope and encouragement to fight for his life. I feel I was not only
fooling him but myself, because our government did not want to provide any help to our
people who were dying due to HIV/AIDS.
As much as we managed to encourage people to get tested, to disclose their HIV status and fight denialism that
was caused by discrimination, the signs of a dying nation were evident in each household and each family. Each
day people were dying in large numbers and the gravesites were filling up. A funeral was no longer a taboo, it
was the daily bread in our communities. Infection rates were increasing rapidly, people were not getting proper
counselling from the primary healthcare facilities that were doing voluntary counselling and testing (VCT).
Support groups were formed and nothing was said about the treatment. Instead, people who were seriously
ill were encouraged to create memory boxes, which were not giving any hope to our brothers and sisters. Our
then president kept saying HIV does not cause AIDS, and he does not know anyone who has AIDS; poverty and
malnutrition were causing HIV.
Pharmaceutical companies, on the other hand, were selling lifesaving drugs that were too expensive for
developing countries such as South Africa to buy, leaving millions of people on death row of HIV/AIDS. The
then Minister of Health kept saying HIV/AIDS did not need ARV treatment, that it needed an African solution
(traditional medicines). She claimed ARVs were toxic, citing the side effects of ARVs, but did not mention the
efficacy of the ARV treatment in managing HIV. This caused confusion in our country, divided the nation, leaving
us unable to address the challenge at hand.
It took brave fellow countrymen who were bold enough to challenge the lies that were presented to our
country by our government. On 12 December 1998 we revolutionarised the struggle against HIV/AIDS. The birth
of the Treatment Action Campaign in South Africa brought back hope to millions, both the infected and the
affected, who stood up together to say ‘NO’.
The TAC provided South Africans with factual information about the science of HIV/AIDS, helping them to
identify the infections as opportunistic or sexually transmitted, and educating them about the treatment thereof.
This was the strategy; to conscientise. The birth of TAC not only inspired people in our country, it gave hope to
people throughout the whole world. +
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Vuyiseka Dubula is the former General Secretary of the TAC. This formidable woman continues to play an
active role in the governance of the TAC via her membership of the Board of Directors and is a passionate
representative of people living with HIV.

A TIME TO REFLECT,
TO CELEBRATE,
AND STILL, TO ACT
Vuyiseka Dubula

Ten years of antiretroviral treatment (ART) in South Africa means 10
years of a life that I almost could not live – a life that almost ended at
22 years. This anniversary represents time for me to reflect, to celebrate
that life that I almost didn’t have, to celebrate the life that I now have –
but also to remember the journey travelled to arrive at this destination
Many of us choose to celebrate the movement that made the impossible dream possible.
The movement that gave voice and allowed us the possibility to dream. The Treatment
Action Campaign made me feel human, taught me that I had rights and the power to
bring about change.
In June 2004 I started my treatment – AZT/3TC/NVP – and in three months had an
undetectable viral load. Since then, I’ve never turned back. ARVs in my life represent both
a personal and a political journey, filled with possibilities, challenges and hopes. Ten years
of taking ARVs has allowed me a life filled with the joy of being able to enjoy full rights like
any other human being – a life filled with the sounds of my two beautiful HIV-negative
children that I almost never heard. ARVs have become part of my life, as I take them every
day, religiously. They have allowed me to be more certain about the next day, month and
year.
There is no doubt South Africa has good HIV policies and political will at a national
level: The 2010 HCT (HIV counselling and testing) campaign that led to a national drive
to encourage people to test, linked to care and retention. In four years our treatment
guidelines have moved the initiation of ART from 200 to 350 and now 500. There has been
a reduction of HIV transmission through vertical transmission to less than five percent, and
there has been an increase in life expectancy.
The story of the 10 Years of ARVs will be incomplete if I do not mention that there were
challenges, and still are. I wish the story was just rosy, with no struggles for access and
no-one dying from an illness that can be treated. The past 10 years of ARVs have also been
a struggle for implementation and a quality of service for people living with HIV. Let me
remind you that the roll out began slowly in 2005 and 2006, with many lives lost during
this time. We struggled to establish a decent National Strategic Plan, but succeeded in the
end. But I cannot forget the Free State moratorium that led to at least 30 people losing
their lives everyday. I cannot forget that young women continue to bear the burden of
HIV. I cannot forget that South Africa has high levels of gender-based violence and no
comprehensive multisectoral strategic framework to deal with the problem.
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A TIME TO REFLECT, TO CELEBRATE, AND STILL, TO ACT continued

What have we learned from the past 10
years? Ten Years of ARVs is not just about
good national policies, it is also about
the quality of policy implementation at
local level, and good leadership that
puts the lives of people first. Ten years
have taught me that we need radical
change to reduce maternal mortality,
reduce social and structural drivers of
HIV infections in young women, and a
multisectoral strategic framework to end
gender-based violence. These cannot be
achieved without all of us, communities
and government, increasing our efforts to
create a better future for the current and
next generation.
Ten years have also been a struggle for survival for movements
like the TAC due to dwindling financial investments in social
movements, the struggle for quality healthcare provision, the
struggle to eradicate corruption in our society, the struggle
for freedom of expression, and freedom of access to public
information. The killings and death threats to activists indicate
that that we need to guard against undemocratic tactics to
silence people. All of these struggles set back all the gains of
liberation.
Remember, 10 Years of ARVs is a reminder that if the HIV
movement in South Africa did not fight AIDS denialism, this life
that I have witnessed and lived could have been a dream. Do
your part – save the movement that saved my live, SAVE TAC
www.tac.org.za/donate. +
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Hazel Tau’s powerful story of living with HIV and not being able to afford the lifesaving medication played a key role
in a groundbreaking complaint, which ultimately led to affordable medicines. A complaint around the excessive
pricing of antiretrovirals was lodged with the Competition Commission in 2002. The Competition Commission
investigated the complaint and found in 2003 that there was a case that had to be answered for. Before it could reach
the court, pharmaceutical companies negotiated with the TAC for the release of voluntary licenses for seven drugs,
paving the way for affordable generic alternatives.

LIFE-SAVING TREATMENT
Hazel Tau

Ten years of ARVs. I started many years ago when when HIV/AIDS was a taboo. You can’t
start to imagine how difficult it was to make a decision to start on treatment, which they
told you would be for life. Despite the support offered by counsellors, friends and family, I
still could not get my mind around taking this treatment.
Ultimately I made peace with it and I did take the medication and I can honestly say I do not regret the decision I
made. When I started on treatment, it was a challenge because I had to adjust my social life, drink carefully, stop
some social habits, but I did it so I can today enjoy my life.
Looking back I wonder where I would be now if I had opted to live carelessly?
It was not easy. The pill burden was huge and we had to take it three times a day. I had to sneak it in and hide
it from some colleagues at work for fear of being ridiculed and stigmatised.
But I thank God for those who have been working diligently to reduce the pill burden – this has had a huge
impact on our lives.
Today, taking ARVs is like taking daily food supplements. Wow! That is music to my ears.
So, for those who still think of ARVs as this huge elephant you have to tame, you can now relax knowing, its as
easy as taking food supplements, but needless to say, with steadfast commitment for life.
ARVs saved my life! +
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Founding member of the TAC and member of the National Council, Mark Heywood heads up
SECTION27, but is a passionate member and leader of the TAC.

SHINING A LIGHT
INTO A DARK
PLACE
Mark Heywood

Sometimes it’s hard to believe what a dark place AIDS once was, or how
we rose together to shine a light on HIV and bring it out of the shadows.
As I reflect back, I think most often of the people who didn’t make it. I think of Sarah
Hlalele. When I first met Sarah she was crying uncontrollably, crouching on the floor of
the house of a relative in Sharpeville, where she was made to eat food from a saucepan
because her relatives didn’t want her to eat from any of their plates. I think of what a proud
woman she became when she joined the famous TAC case to tell her story in an affidavit;
how she grew in bravery and confidence, able to stand outside court and speak to the
media, a voice for many thousands more women like herself.
I think of Charlene Wilson, who seemed indestructible but who I watched die, tears in
her eyes.
I think of how the energetic poet Edward Mabunda passed away in Charlotte Maxeke
Hospital, felled by a virus that should not have killed him, if he had access to treatment.
But as much as thinking back recalls sorrow and loss, it also conjures up bravery and
the best of the human spirit; brave nurses like Sister Sue Roberts, brave young women like
Vuyiseka Dubula and Hazel Tau, pioneering researchers like Glenda Gray and Quarraisha
Abdool Karim, the few brave political leaders like Nelson Mandela.
There are too many heroes in this struggle to name. It has been a hard battle but my
life has been enriched by the people I have fought alongside. It has brought me up close
to the best of human beings and shown that solidarity and sympathy, not selfishness and
greed, are at the core of humanity – if only we can set it free.
We need to think back on these 10 years to inspire leadership for the next 10 years,
until we have finally conquered not only HIV, but the inequalities and injustice that helped
its spread then, and continue to do so today. +
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Dr Brian Brink is Chief Medical Officer at Anglo American plc has been at the forefront of shaping this mining
company’s response to HIV. He believes in the work of the TAC and the role of civil society on the response to
the HIV epidemic. He also serves on the SECTION27 board.

DOING WHAT IS
RIGHT AT ALL LEVELS
Dr Brian Brink

First and foremost, I marvel at the way in which access to affordable and
effective treatment has transformed the AIDS epidemic. From a situation of
fear, stigma, discrimination and despair, we can now face the future with the
certain knowledge that HIV can be beaten. The scientific advances that have
made this possible, in a relatively short period of time, are nothing short
of miraculous. Whilst we don’t yet have a cure, I am optimistic that we are
getting closer to a long-term, sustainable solution.
Sadly, we have not made the same progress in protecting the human rights of those vulnerable
to HIV, including their right to health. I am amazed at how hard it is to defend human rights,
especially against institutional disregard and societal indifference. Fortunately there are civil
society organisations that have had the courage to stand up for what is right and to never let go.
SECTION27 and the Treatment Action Campaign (TAC) have been beacons of hope to countless
numbers of people affected by HIV. But, there is so much more to do, especially for vulnerable
and disadvantaged populations. I remain deeply concerned about the disproportionate burden
of HIV infection borne by young women and girls – something is seriously wrong with a society
that tolerates the gender based exploitation, abuse and violence that are the root cause of this
problem.
HIV disease predominantly affects people in the prime of their working lives. It has been
gratifying to see how most employers, particularly in the private sector, have responded to the
epidemic, by embracing the scientific advances and making the right investments to ensure
the health of their workforces and the communities associated with their operations. This is
something to celebrate. Those few employers that have lagged behind should be shown up for
their lack of insight and poor business practice.
Over the past 10 years it has become abundantly clear that a successful and sustained
response to both HIV and AIDS requires significant strengthening of the health systems in
developing countries. South Africa is no exception; there is a huge and intolerable inequality
between the public and private health systems. We have to find a way to ensure that all
citizens have access to decent healthcare facilities, well trained and conscientious healthcare
workers, a reliable supply chain for medicines and other healthcare commodities, as well
as good governance, financial management and modern health information systems. HIV
infection today is a chronic disease, like so many others that can be successfully managed in a
well-functioning healthcare system. The challenge is to make decent healthcare consistently
available to the entire population.
So our success over the past 10 years is not only about HIV and AIDS. The determination and
perseverance of our response to the epidemic has shown what seems impossible can actually be
done. That has been an enormous contribution to the health of our nation. We must go forward
with the resolve to build on our success and progressively realise the right to health for all. +
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Professor Ashraf Coovadia is a passionate paediatrician who does not shy away from activism and honouring the
Hippocratic oath to firstly protect the rights of his patients. He was a key witness in the TAC’s watershed PMTCT case.

THE CHALLENGES
SURMOUNTED, AND
THOSE STILL AHEAD
Professor Ashraf Coovadia

What does 10 years of antiretroviral therapy in South Africa mean to me and my
paediatric colleagues?
It is a sign of just how much has changed in 10 years when I have to explain to medical students what the
signs and symptoms of paediatric HIV are and how to spot these. Five years ago the students knew all the
complications and hardly required a lecture on this, and 10 years ago they were all virtually experts on this
disease as it was so rampant. Our paediatric wards in 2004 were more than half filled with HIV-infected and often
dying children, mostly infants. Today, the sight of an infant dying from HIV, while not a rarity, is quite uncommon
and certainly not the daily occurrence it was a decade ago. The wards are less crowded and HIV-infection
probably accounts for not more than 20 percent of our in-patients. There has been a dramatic decline in the
incidence of opportunistic infections, and our in-hospital mortality rate has plummeted.
When I go up to the Paediatric HIV clinic at the Rahima Moosa Mother and Child Hospital, called the
Empilweni Cinic, it dawns on me that this clinic is one that now caters for teenagers, and that age group is what
defines this population of survivors. Fewer younger children being seen and, now, surviving older kids remaining
in our care – many now reaching adulthood – means that this cohort of patients is ageing.
So, from the lens of a paediatrician in the public health sector, who has been fortunate enough to bear
witness to the changing and evolving pattern of paediatric disease in a country with the largest number of HIV
infections globally, the journey has been nothing short of spectacular.
The successes that we have achieved as a nation over this past decade have come on the back of much
advocacy and campaigning from a wide range of civil society players coupled with governmental action
supported by international partners, notably USAID through the PEPFAR initiative.
While the relationship between government and civil society is no longer adversarial, the need for strong
advocacy and civil society participation in the treatment and prevention programme is no less important today
than it was 10 years ago. My greatest fear is that complacency on our part will cause us to slide back into the dark
old days of this pandemic. We have an opportunity today to hold onto the gains and achieve even more if we
reflect on the key success factors that have brought us to this point. As a nation we have the expertise and the
means and, more than ever, we have the political leadership in health we so desperately lacked at the beginning
of this pandemic.
What are the paediatric problems that we now have to deal with in 2014?
• On-going mother-to-child transmissions despite our best efforts. This is a reality and we have to continue to be
vigilant in reducing transmissions to a minimum as well as detecting those that do become infected.
• Improving the pick-up rate of all HIV-infected infants early so as to get them into treatment as soon as
detected.
• An ageing paediatric population and, therefore, an increasing adolescent HIV population with its own
challenges and needs.
• Transitioning care from adolescence to adulthood.
• Increasing numbers of children and adolescents who require second- and even third-line therapy.
• Improving on the paediatric ART formulations and improved treatment regimens.
• A perception that paediatric HIV is no longer a problem. +
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Busi Maqungo was a key witness in the TAC’s PMTCT case. Despite her own pain of losing her baby she
continued to fight for the rights of pregnant mothers and their unborn babies.

MY CHILDREN
GAVE ME BACK
MY LIFE…
Busi Maqungo

I became involved with human rights advocacy after losing my child
to AIDS in 2000. My newly born baby was desperately ill with several
diseases and I agreed that the baby be tested for HIV. The test was
positive and I had to face the terrible reality that I infected my baby.
My baby died nine months later because there was no treatment available back then,
and the baby’s father, who had also tested HIV positive, committed suicide eight months
after my baby’s death. I had to deal with the guilt of infecting my baby, the sorrow of
my great loss, the fear of having been given the ‘death sentence’, as well as the fact that
I was a single mother to a then seven year-old son (not HIV positive) who needed me
more than ever.
I knew I wouldn’t be there for my son without the availability of ARVs. This was a
challenging and sad realisation, but it was during this time of conflicting emotions that
I discovered my purpose in life – to fight back and save as many babies as possible by
sharing my story with as many people as possible. But first I had to find healing for my
soul and gain inner strength before I could face life outside. I was able to find courage
and healing by attending a support group, sharing and motivating others, then moving
to the forefront in the war against HIV, demanding the rollout of ARVs.
As a member of the TAC, I became involved in rolling out HIV/AIDS Programme
Project Management and I provided a personalised testimony for maximum results.
(This testimony included how I also had to cope with disseminated TB, diagnosed in
2006.) I was immediately put on HAART to deal with the complications of starting ART,
but I survived them. My point is, it was white lies that people in Africa couldn’t comply
with taking ARVs, and that they were toxic; it was just side-effects, and I survived them.
I always say, my children gave me my life back. Look at it this way: had it not been for
my daughter who passed away, I wouldn’t have had the will to fight for justice; had it
not been for my son that needed me healthy, I wouldn’t have fought the good fight. In
December 2002, I gave birth to another healthy boy. He will be turning 12 at the end of
this year. By the way, my first son is now studying at UWC, doing psychology [smiling].
I remember being anxious and asking the doctor how long I had and he told me ‘two
years max’. That was in 1999, I was 27 years’ old. In five years’ time, I will be 47... Indeed
my children gave me back my life. +
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Judge Edwin Cameron is a Constitutional Court judge. He is hailed for openly declaring his HIV status and
using many platforms to debunk stigma. He was the founder of the AIDS Law Project which in turn played a
key role in the formation of the TAC.

A PERSONAL, POLITICAL
AND LEGAL TRIUMPH
Judge Edwin Cameron

For me, 10 Years of ARVs represents three different, but all joyful, things – personal,
political and legal.
Personally, 10 Years of ARVs has meant ten more years of life.
I fell severely ill towards the end of 1997. On median survival time, I would have been dead by mid2000. Instead, I’m alive, fit and vigorous. At first, I had unpleasant side effects but they soon abated and my virus
has been undetectable since 2000, when I had a brief viral load blip. I have turned 60 when I never thought I
would make 40. ARVs have made this possible. It is something for which I am profoundly grateful every day.
ARVs for me have meant life and health in the face of certain death, and the capacity to work, contribute,
enjoy friendship, love, fun and play.
Politically, 10 Years of ARVs signals one of democratic South Africa’s greatest achievements.
From a flailing and uncertain national response beset by the ghastly nightmare of denialism, we have
managed to create the largest publicly-provided ARV treatment programme anywhere in the world. ARVs are not
the full answer to AIDS. We have to intensify prevention efforts. Nor are they entirely easy: We need to expand
access to simpler one-tablet-per-day treatment, and we must lessen stigma – both external (discrimination) and,
perhaps even more importantly, its internalised dimension, for this may be stigma at its most dangerous. We
should treat HIV for what it is – a chronic, manageable condition. ARVs are the golden key to this. They are the
only successful treatment – and they do succeed.
One of the ways in which ARVs succeed is that they render those successfully taking them incapable of
infecting others. ARVs represent a coincident triumph of treatment, prevention and lessening stigma. When
I think of the ten-year national ARV programme, I think: If we South Africans can do this – if, in the face of
governmentally-led scepticism, public doubt, human frailty, resource scarcity and infrastructural debility, we
can provide a hugely successful treatment programme saving millions from a fatal disease – then we can do
anything.
Last, for me, as a lawyer and a judge, 10 Years of ARVs represents one of the greatest achievements of South
Africa’s Constitution and the rule of law it embodies.
Amidst the nightmare of presidential denialism, South Africans did not rest inert. They knew they had a
Constitution. With a Bill of Rights. Which enshrined the right to speak out, to organise, to march, to protest – and,
crucially, the right of access to health care. And most importantly, with the right to challenge government’s
response in the courts.
Presidential denialism, which made government refuse to start a mass treatment rollout, violated the right of
access to health care. The Treatment Action Campaign and its allies asked the courts to vindicate that right. And
the courts did. In the bravest, and possibly most important, judgment of its 20 years, the Constitutional Court
unanimously ordered President Mbeki’s government to start making ARV treatment publicly available.
10 Years of ARVs has been the culmination of a powerful surge of civic activism, personal vision and
dedication, popular protest and judicial courage in our democratic constitutional state.
10 Years of ARVs remind us, joyfully, how much we will need all of these, and more, in the next ten years. +
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Gail Johnson is the mother of Nkosi Johnson, an iconic activist who at a young age fought for the rights
of children and their mothers to access lifesaving treatment. He lost his own birth mother to HIV and
succumbed at the tender age of 12.

’A BLOODY
MIRACLE’
Gail Johnson

When former Gauteng Premier Mbhazima Shilowa announced on
1 April some 10 years ago that Gauteng was going to start rolling
out ARVs, my first thoughts were, ‘Finally, a bloody miracle and,
someone is taking the bull by the horns and not waiting for national
government to assemble all their accredited ARV clinics’. Then the date
struck me and my thoughts ran to, ‘God, I hope this is not a sick April
Fool’s Day joke.’ Thankfully it wasn’t. And so the miracles began with
life becoming the alternative to death.
Sadly, it was way, way too late for so many, including Nkosi, who I know would have
more than celebrated the good news. But I thought at the time that hopefully the
genocide was now over, with a semblance of normality returning to family life, and
hopefully devastating ‘losses’ would become the exception rather than the norm.
But how and what to do with a population of broken and parentless children who
seemed to have been ignored from day one of the onslaught of the HIV/AIDS pandemic;
how do we heal the wounds of either being infected from birth or suffering more losses
than is acceptable in the norm, ‘losing’ their entire family, by the age of eight or even
younger?
While many of us may feel relief looking back 10 years, relief is not an emotion felt
by those now in their mid-teens, who were infected from birth. Their anger and pain
and disappointment has not been addressed or adequately acknowledged. Defiance
and lethargy with regard to sticking to their treatment regimes has become the order of
the day. Their emotions – anger, fear, and embarrassment – are understandable, but are
sadly currently directing it at their own wellbeing and not the powers that denied and
delayed treatment for so many years. +
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Dr Graeme Meintjes is an infectious diseases specialist and has been at the coalface of treating people living
with HIV, even before ARVs became available. He quietly went about his job, helping thousands of people
despite huge challenges.

THAT MEMORABLE
MOMENT
Dr Graeme Meintjes

There are particular moments in one’s life when a memory stands out with clarity and
emotion against the background noise of accumulated memories: It’s 30 November 2003
and I’m looking with excitement into the pharmacy cupboard at GF Jooste Hospital with
colleagues Eula Mothibi and Mohammed Sonday. Neatly stacked there are hundreds of
ARV medication containers that had been delivered earlier in the day.
This was the first medication supply that would be provided to patients at an ARV clinic at the hospital,
supported by the Nelson Mandela Foundation and the South African Medical Association. The rollout would
be launched by former President Mandela the following day (a few months ahead of the National Department
of Health rollout). Prior to this, ARVs had been accessed by some patients in our communities through NGO
programmes in Khayelitsha and Gugulethu, and within research studies.
We knew the immense potency that lay in that cupboard – to save lives and restore health. These ARVs
offered a real chance of reversing the relentless march of the virus against the immune systems of our patients.
For the preceding few years we had watched, largely helplessly, as patients died in our medical wards, without
access to treatment.
In our ARV clinic over the next months we witnessed patients with advanced AIDS, some with single-digit
CD4 counts, being restored to life, their strength returned, their moods and hopes rejuvenated, smiles and
laughter reappearing, their bodies transformed from the skeletal frames they had when they started the ARVs.
Today, many of those people are completely healthy because of the ARVs that they have taken daily with near
perfect adherence – a daily ritual and observance that has been life sustaining.
Yet despite the widespread scale-up of free ARV treatment that now has fewer side effects and is easier to take
(one pill a day in first line), we still see people with advanced AIDS being admitted to our hospitals. Many have
started then stopped their ARVs or have not managed to take ARVs with the exacting adherence requirement
needed to prevent the emergence of resistant virus.
In truth, it is an extremely difficult task for someone to take medication every single day for the rest of their
lives, and not falter when their lives are disrupted by personal crises or social upheavals around them. This reality
is, perhaps, the saddest aspect of the HIV epidemic today: We have ARVs that do restore and sustain immune
function and can lead to a normal quality of life and life expectancy when taken with excellent adherence, yet
some people do not manage this, struggling with the need for regimentation and medicalisation of their lives.
Initiatives to take ARVs out of the clinic and integrate them within communities (such as ARV clubs) are an
important innovation, making it easier for people to stay on the medication with good adherence within a peersupported environment. But as a society we need to explore ways to better support people who need to take
ARVs for their rest of the lives, to make this a collective effort.
From the perspective of the healthcare system we need to innovate continually, and discover therapeutic
approaches that make it easier for people to take medication with good adherence, and that reduce the risk of
viral resistance emerging. We should aim for a point at which no one with HIV infection dies from AIDS; we are
still a long way from this. +
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Dr Helen Schneider provided an expert affidavit during the PMTCT case on the capacity of South Africa’s health
system to support this programme showing how there was in fact significant latent capacity to support the provision
of Nevirapine in eight out of nine of South Africa’s provinces.

ARV ROLLOUT: WHY
IT WORKED
Dr Helen Schneider

At the South African AIDS Conference in Durban in June 2013, I chaired a panel
of South Africans convened to answer the question: +2 million on treatment:
what enabled this in a troubled health system? The panel consisted of a Deputy
Director General in charge of the HIV programme in the national Department of
Health, a leading HIV clinician, a provincial MEC, and a TAC activist – all deeply
immersed in thinking about and acting on the promise of universal access to
ARVs.
Their considered responses identified the following factors:
• A shared collective vision and focused leadership by government, especially following the new
political term in 2009.
• An approach to the governance of the ARV programme that has enabled the participation of
clinicians, activists and researchers, and which has engaged communities and citizens.
• Nationally ring-fenced resources and funding.
• An existing infrastructure of primary healthcare clinics, healthcare workers, community based
programmes and a district health system through which access could be ensured.
• A programme culture embracing innovation, information, and new scientific evidence and
technologies.
• The drive to efficiency through measures such as task shifting and intelligent procurement of antiretrovirals.
• Supportive implementation processes that engaged directly with frontline providers.
Together these factors represent a bringing together of bottom-up innovation and mobilisation
with good stewardship from the top. This did not happen by accident: Access to ARVs was forged
out of bitter conflicts, suffering and loss in which South Africans ultimately declared that things had
to change. The ARV programme grew out of this as a truly home-grown effort and has shown that
under the right conditions our much maligned public health system is capable of producing public
value at scale.
However, there are worrying signs: Weak and corrupt provincial administrations are making
it difficult to sustain the supply chain, delivery systems and provider motivation, which are key
to access, civil society organisations are under threat, and external consultants are increasingly
being brought in to ‘fix’ what are ultimately failures of governance and accountability within social
institutions. The programme of universal access to ARVs has been a demonstration of the meaning
of a progressive realisation of social and economic rights. To defend access to ARVs is to defend the
core values enshrined in our constitution. +
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Kerry Cullinan has been a journalist and later Managing Editor of Health-e News Service since 1999.
Health-e has been at the forefront of reporting on the HIV epidemic in South Africa.

VISITING THE
VALLEY OF DEATH
Kerry Cullinan

We stood at the edge of a u-shaped valley in Dududu, south of Durban,
and the hospice nurse pointed to the homes where her patients lived.
She indicated to every third or fourth hut.
Although government had announced the ARV rollout two years previously, it had been
too little, too late for many people whose immune systems were so damaged that they
could not bounce back, even with the medication.
Sister Vicky Sikhosana and I plunged down a rough track into the valley to visit the
hospice patients.
First, we saw Sizakhele Mhlongo (33) who had been dumped at her mother’s home
by her boyfriend a week before. She lay on a thin mattress covered in blue plastic on the
floor of her mother’s hut, sobbing and gasping. Her lips were dark with dry blood, her
eyes large and fearful. Small smears of diarrhoea marked the wall alongside her. Sizakhele
had thrush, which made breathing painful as sores coated her mouth and throat. She also
had tuberculosis. And of course, she was dying because her immune system had been
destroyed. Some time later, her mother, Themba – semi-blind and stiff from a recent fall –
returned from fetching water to wash the diarrhoea-soaked bedclothes.
We moved on, but, the weekly hospice visit was too late for Vuyani Msindisi. The
63-year-old had died a few days previously and his black-clad relatives were gathered
under a tree to mourn him.
Philile Ndlovu, only 18 months old, had inherited HIV from her dead mother. Her
22-year-old aunt, Sindiswa, had quit her piece-work to care for the querulous child, way
too tiny for her age.
The valley was decimated.
Sizakhele died shortly afterwards. But perhaps Philile survived, and today is a
parentless teen, cohabiting with a virus.
I have not seen a skeletal AIDS patient in years – except when I close my eyes and see
all those that I reported on during the bitter struggle for ARVs. +
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Noloyiso Ntamenthlo is the Eastern Cape TAC Co-ordinator and was a key member of the TAC and
Médecins Sans Frontières (MSF) project in Lusikisiki that had been set up to debunk the widely-held
belief at the time that antiretrovirals could not be administered in a rural setting.

10 YEARS OF ARVS
IN A SMALL TOWN
CALLED LUSIKISIKI
Noloyiso Ntamenthlo

In Lusikisiki, in the deep rural Eastern Cape, the TAC and Médecins Sans
Frontières (MSF) developed and tested a successful model for HIV service
delivery for poor rural communities. When the programme began, only 22
clinics had electricity and only one had running water or a phone. There
was a shortage of doctors, only 40 percent of nursing posts were filled, and
staff morale was very low. VCT (voluntary counselling and testing) was only
available at St Elisabeth Hospital and there were frequent drug stock-outs.
Through the MSF programme, VCT and ARVs were provided at primary
healthcare level (clinics). By 2005 about 46 000 people had been tested and
95 percent of patients were receiving ART.
Task-shifting was the key to success. Doctors supervised clinics rather than dealing
with individual patients. Nurses were trained to prescribe, initiate and manage ART and
opportunistic infection (OIs) – normally “doctor’s work”. Pharmacy assistants dispensed
medicines, checked and ordered stock – normally “pharmacists’ work”. Adherence counsellors
linked to clinics took on “nurses’ work”. They were recruited from among community health
workers and people with HIV/AIDS and trained through workshops and on-the-job mentoring.
The counsellors provided VCT, took bloods for CD4 counts, prepared patients and treatment
assistants on how to take ARVs, facilitated support groups, mentored community caregivers,
and collected statistics for VCT, pre-ART, ART, TB and PMTCT. A very low rate of loss-to-followup in clinics was observed (two percent) and this was largely championed by the adherence
counsellors. It was difficult for the clients who was co-infected with HIV and TB or other OIs to
adhere, but still the success rate was high.
In 2006 there was a celebration in Lusikisiki of people who were on ARVs with a viral load
that was undetectable; thousands of service users were adhering to treatment. There was
also a high rate of disclosure, which leads to an increase of VCT in the facilities, and adherence
improved even further.
It is very significant that the community managed to adhere to their ARV treatment even
though they are illiterate. They were well-educated about their treatment and side-effects,
and the dangers of defaulting on the treatment. Through being educated about HIV/AIDS they
managed to meet the clinical criteria to be followed before starting ARVs.
Ten years after the rollout of ARVs, a number of factors have become easier or more efficient:
compliance as a result of the FDC (fixed dose combination) and the initiation on ART through
the nurse-driven system used at PHC level. I look forward to the next 10 years! +
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Quarraisha Abdool Karim is the associate scientific director at the Centre for the AIDS Programme of Research in South Africa
(CAPRISA), University of KwaZulu-Natal. She has been awarded the Order of Mapungubwe, South Africa’s highest honour.
Kogieleum Naidoo is the head of the Treatment Research Programme at CAPRISA.

FROM
COMMUNITIES
OF DEATH TO
COMMUNITIES OF
HOPE
Quarraisha Abdool Karim and Kogieleum Naidoo

Communities in South Africa, once surrounded by death, especially of
the most economically and socially productive members, have been
transformed to communities of hope as a result of ARV treatment.
In 2002, CAPRISA (Centre for the AIDS Programme of Research in South Africa) established
a research clinic in a heavily burdened rural community in the KwaZulu-Natal Midlands, by
invitation from the traditional leadership. The high prevalence of HIV-positive people in the
area made it untenable to only undertake prevention research. We knew about triple therapy
but it was inaccessible and unaffordable, and none of the clinical staff had experience in
providing treatment as it was not in the curriculum of nurses or doctors. I recall each week,
driving down to the clinic with great trepidation, wondering how many new tombstones
were erected at the homesteads I went past, or how many tents would be dotting the
hillsides marking the deaths awaiting burial.
The entire village was under a sombre cloud as the death toll rose. Grandmothers raising
infant children whose parents had succumbed to the epidemic, were commonplace. Faithbased healers and clinical staff had the toughest jobs, officiating over funerals or attending to
sick patients with little to offer to patients or their families.
And then in 2003, after another dark day of illness and death, we got a call from a
colleague at the National Institutes for Health in the USA informing us that the President’s
Emergency Fund for AIDS Relief had been established and asking if we would be interested
in providing ARV treatment to the communities that we were undertaking research in. We
accepted without hesitation. This funding enabled us to provide ARV treatment to patients
with AIDS in this rural community.
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FROM COMMUNITIES OF DEATH TO COMMUNITIES OF HOPE continued

As word got out, we were inundated with hundreds of
very sick patients every day. A few were transported
on wheelbarrows, others had epileptic seizures in
the waiting room. Staff worked up to 12 hours a day,
unwilling to turn away a single patient, and within a short
space of time patients, families, community and staff
celebrated the joys of return to good health – nothing
short of a miracle.
We knew right away, given the demand for care, that a clinician-driven service was
not going to be sustainable to meet the immense needs; at the outset, we developed
a nurse-driven model of care provision. Ordinarily this community would have had to
wait for many years before new health programmes reached them, yet we were able to
bridge an important gap by taking treatment immediately to a rural community. This
approach paved the way for other technological advances to be rapidly introduced into
this community.
However, there is still much to do: health systems must be strengthened to sustain
the gains, address stigma and discrimination, ensure retention in care, and continue high
therapeutic success rates. Thus far the integration of TB and HIV services is insufficient to
offset the high mortality rates from undiagnosed and untreated TB in HIV-TB-co-infected
patients.
Gender-based violence, preventing HIV infection in adolescents, high maternal
mortality rates, real or perceived stigma and discrimination, corrective rape of lesbians,
and a myriad of other human rights challenges remain ongoing obstacles in the fight
against AIDS in much of Africa.
There is a growing movement towards the test-and-treat approach against the
backdrop of a plateau in donor funding, a crumbling and ageing health infrastructure,
overwhelmed health services and sub-optimal ART retention, but it has sobering
implications for programme sustainability and success.
In the last decade we have witnessed South Africa:
• Implement a continuum of AIDS care to a scale unprecedented in magnitude.
• Re-appraise policies and the scope of practice of healthcare workers, resulting in task
shifting of healthcare responsibilities.
• Invest in the largest global rollout of GeneXpert technology in response to the high
morbidity and mortality from HIV-associated tuberculosis.
Now, the advocacy efforts that resulted in victory in the struggle for access to ART
treatment need to be shifted toward leveraging opportunities aimed at strengthening
our health system for sustainable success. While civil society, the judiciary and donor
funding were critical to enhancing ART access, we believe it is the establishment of
decentralised, community-based chronic disease management systems (carefully and
appropriately capacitating PHC services), and education aimed at enhancing ownership,
autonomy and responsibility of patients and communities, that will be key in sustaining
our AIDS response. These are just a few of the issues that still need to be addressed
before we can say that we have turned the tide on AIDS. +
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Sipho Mthethwa was one of the first people to challenge the SA National Defence Force’s rules that
exclude People living with HIV from entering active service. Despite several court ruling affirming the
rights of people living with HIV to serve, the SANDF continues to appeal the judgements. SECTION27’s
Advocate Adila Hassim (pictured in the centre above) has done most of the TAC’s legal representation
since 2004.

WINNING THE
WAR ON HIV
Sipho Mthethwa

At first, when I was diagnosed positive, it was the end of the world for me because in the
army I could not be deployed externally and [could not be] promoted, and I did not know
anything about the virus. I started to drink and I had a lot of stress.
Then I started to get information and it helped me a lot. I met Mark Heywood during the SASFU (South African
Security Forces Union) conference and he introduced me to Nonkosi Khumalo and other members of the
Treatment Action Campaign. They organised to give us information and from that I learned what it is that I am
dealing with.
Then we started with the court case and we won. I was the first soldier to be deployed externally – in Sudan; it
was very hot and I survived. I came back and I was deployed to DRC and I survived again.
I am healthy and fit. When I started the ARVs, I never thought that I would make it. I am I happy to be alive –
they made my life easy. My CD4 count is 1 400. +

Ten years of ARVs in South Africa – NSP Review Special Report – 2014

35

Dr Eric Goemaere is the medical coordinator of Médecins Sans Frontières in South Africa. This activist doctor
has been a key ally of the TAC since his arrival in 1999. He serves on the TAC Board of Directors.

SOME VICTORIES, BUT
NOT THE END
Dr Eric Goemaere

Looking back, I realise I was naïve when I landed at Johannesburg Airport from Brussels
in August 1999, convinced Médecins Sans Frontières would trigger a Prevention of
Mother-to-Child Transmission (PMTCT) breakthrough, at the time considered to be the
first step of a large-scale public HIV treatment programme. It was to be a quick reality
check for me. There was to be no soft landing: The then health minister Dr Nkosazana
Zuma had forbidden AZT use and nurses in Khayelitsha went out of their way to
prevent us from starting as this would “attract lots of HIV infected people”. Denial was
everywhere, fuelled by non-scientific propaganda, while science and human dignity
“bodyguards” from the Treatment Action Campaign to the University of Cape Town,
from The Aids coalition to the Congress of South African Trade Unions, rallied to form a
human shield between criminal policies and activists doctors. Dissidents were on both
sides of the fence. We found allies in government via for example then Western Cape
government official Dr Fareed Abdullah and even Madiba himself who came to our
rescue in late 2002 while denial and repression was rife.
Our early candidates (patients) all presented in what health workers term the terminal clinical stage, with a
median baseline CD4 count of 40 (people with health immune systems have a CD4 count of between 500 and
1 500). The candidates with these low CD4 measures required urgent treatment, however we could at the time
really only offer treatment to one out of three people we saw as we had severely restricted resources. It was an
unbearable ethical dilemma for doctors desperate to save lives.
In today’s era where antiretrovirals are freely available for all eligible candidates with some of the best
regimens including fixed dose combinations on offer and accessible in most public primary health care clinics
across the country, this can be called “a dream come true”.
What would have sounded like total Utopia at the end of the 90s is now the norm rather than the exception
in most sub-Saharan countries.
Looking back we have no doubt scored a victory, but let us not forget the struggle lessons we can learn
from a very dark time in our history: The best of science joined forces with the best of civil society, a grassroots
struggle involving people fighting for their rights and dignity and ultimately for their lives.
Despite major progress, the end of the epidemic is unfortunately not yet in sight – keeping people initiated
on antiretrovirals, on long term treatment is not easy. We still face unacceptable incidence (new infection) rates
in adolescent and young adult women, another epidemic within an epidemic.
Can we treat ourselves out of the epidemic? I think we are one third of the way, but we simply do not have
available funding, including international funding, for the remaining two-thirds.
We urgently need new bio-medical tools to cut on HIV incidence as much as we need massive community
support to keep the people on treatment alive and fighting. Ten years is worth remembering, but the struggle
goes on! +
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Mandla Majola is an early leader leader of the TAC. He has been a witness to the good, the bad and the ugly in
the TAC’s battle for not only access to lifesaving treatment, but health services that are able to serve people who
have nowhere else to turn to. He works from his headquarters in Khayelitsha, Cape Town.

IN IT FOR THE LONG
HAUL
Mandla Majola

The early days during 1999 when I joined the TAC were very tough. Those of us who were
in the struggle to save people’s lives experienced many pro-longed periods of adversity.
However, despite what at times felt like insurmountable hurdles, my community never
waivered in their passion and commitment to making a positive, sustainable and long-lasting
difference in the lives of our members. We all wanted to make a positive difference and a
change for the better.
I vividly recall a time before there were ARVs. Many people were dying, and many were sick. Many had lost hope
that treatment could ever be a possibility. The time before ARVs were tragic times – communities were becoming
separated instead of remaining unified. Also, there was fighting and conflict within government. This, in addition
to the adversities in communities proved to be extremely taxing on my community – emotionally, physically and
psychologically. Funerals became the order of the day.
Looking back I have spent a great 15 years of my life in social movements organising and campaign for social justice
in communities around Cape Town. I believe that in the last 16 years, the TAC has played an enormous, important and
significant role on so many levels. It has helped to organise, delegate and mobilise communities into pursuing the
common goal of ensuring universal access to HIV treatment. It has also taken health education, consciousness and
awareness onto a macro level, to community level, into homes. I believe that there is still much work to be done. Just
because we have had 10 years of ARVs, it does not mean we can take a step back and relax. I believe we need to carry
on educating communities, removing the stigma of HIV/AIDS and continue our solid work on preventing diseases from
spreading in communities. More importantly, we need to keep on mobilising communities, to keep them hungry in
their pursuit of collective action.
The reason I still have the drive to work at TAC is simply because it provides a platform for people. It acts as a voice
for the voiceless; and helps the people who feel helpless. Furthermore TAC holds government accountable in ensuring
access to lifesaving drugs.

I feel heartache and sadness for the families who could not get ARV access
in the early days. They have had to experience the adverse reality of not
having family members amongst them anymore. For this reason we need
the TAC – the TAC needs to ensure that their work is in honour of the families
who have lost loved ones.
The TAC has evolved throughout the years. It has not just been about addressing health issues, but it also addresses
other issues. It has assisted other organisations devoted to the struggle not only in health, but other social issues such
as education. Without the involvement and initiative of the TAC our democracy (of South Africa) is otherwise destroyed
or undermined. For me, the TAC is crucial: communities have placed full confidence and trust in the TAC.
They see the TAC as a body that combats social challenges, holds government accountable and highlights
institutional corruption. We are in this for the long haul. I am in it for the long haul. +
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Nathan Geffen was for several years the head of the TAC’s Policy, Communication and Research department
as well as Treasurer. He has been at the forefront of exposing the work of charlatans who prey on the sick to
sell their quack remedies – the most high-profile case the victory over charlatan Matthias Rath.

HIV, THE
ENLIGHTENMENT AND
OUR POOR MEMORIES
Nathan Geffen

Writing about TAC and my own involvement in the history of AIDS is a battle with
memory, one that with the passing of time becomes harder.
To my mind, the battle for medicines for people with HIV during the 2000s was a battle for the enlightenment.
It brought to the fore the role of science and human rights in society. For the last several hundred years the
development of the scientific method has spawned innovations that have benefited nearly all of humankind.
Today on average most of us live longer and more comfortably than we did in, say, 1687, the year Isaac Newton
published his seminal work on physics.
Not coincidentally, over the same period, the idea that all people are entitled to the same fundamental rights
has become a truism accepted in much of the world. That slavery should be abolished, that everyone should be
educated, have decent health-care, freedom of movement, expression and belief is barely disputed. Without the
ascendancy of ideologies based on human rights, the benefits of science would have reached far fewer people.
Tomes have been written on the enlightenment. Philosophers, far more capable than me, have sought to
explain it. But to my mind, the enlightenment is characterised by the rise of science and human rights, including
the duty upon states to ensure the welfare of people.
AIDS has been a clarion call to fight for science and human rights across sub-Saharan Africa, and especially
in South Africa where probably more people have lived with, and died from, HIV than anywhere else. In contrast
to the rest of the world, life-expectancy began to drop in sub-Saharan Africa, because of the rise of the HIV
epidemic. The response of former president Thabo Mbeki and his cabinet was to deny access to antiretroviral
treatment. This remains one of the most grotesque denials of science and human rights in my lifetime. And the
consequences were awful: hundreds of thousands of people, mostly black and poor, died young, needlessly and
after much suffering. For this Mbeki, and several of his ministers, should have been prosecuted.
Against this madness, and for the enlightenment, for science and human rights, stood the Treatment Action
Campaign, the AIDS Law Project, Médecins Sans Frontières (MSF), and thousands of doctors, nurses and patients.
It was a struggle I was privileged to be part of. My years in TAC were the most important, hardest, worst and
best of my life. In TAC I learned politics and came to understand properly the privilege my class, race and sex
bestowed upon me. All of this might seem trite, but it is assuredly true.
Given that the years 2000 to 2008 were the high point of my existence, it is strange to me what events my
brain recalls above others, but these are those memories right now (perhaps tomorrow, or ten years from now, a
different set of memories from this time will be more salient):
• In 2003, I stood with TAC members at Parliament waiting for Health Minister Manto Tshabalala-Msimang to
emerge, after --if my memory is correct-- presenting the treatment plan we had fought so hard for. Despite our
history with this person who had caused so much pain, we warmly cheered as she exited Parliament. Perhaps
she saw this as her enemies gloating over her forced capitulation, and so she scowled at us.
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HIV, THE ENLIGHTENMENT AND OUR POOR MEMORIES continued
• In 2008, I remember the elation in court as Judge Dumisani Zondi ruled that Tshabalala-Msimang’s
most dangerous charlatan, Matthias Rath, had unlawfully run a clinical trial on people with HIV. To
me, his judgment was a vindication of science and ethics, and all that we had been campaigning for.
• Ronald Louw, my beloved friend and head of the UKZN law faculty, lay gaunt and ill in front of me
in hospital. Not long before I had seen him healthy and vibrant. It was he who told me some years
earlier, as we walked on a Durban beach and joked about his uniquely Durban sexual adventures,
that he was confident the government would soon cave in to TAC’s demands and provide
antiretrovirals. I was in a disheartened state and sceptical. But within a year Ronald was proven
right. Now in hospital he told me that when he recovered he was going to criss-cross the country
giving talks imploring people to get tested and find out their HIV status. Despite numerous warning
signs which he (and I) had missed, Ronald left it until too late to find out his status. Unfortunately his
prediction to become an evangelist for HIV testing did not come true. He phoned me from hospital
one night to thank me for having flown to visit him. Within a few days of that he was dead. Despite
being aware of the science of HIV, and knowing that he was at risk of infection, Ronald was a victim
of self-stigma, the fear of finding out that he might have this dreaded disease. Nine years later, I
still miss and think often of him. Perhaps he might have lived. It seems his doctor had mistakenly
assumed that Ronald’s opportunistic infection was PCP and not TB, perhaps because he was a white
man and his doctor didn’t think it plausible that white people get TB. He consequently started TB
treatment far too late.
• I had to help organise TAC’s first large march which took place on 9 July 2000, the one where Winnie
Mandela shouted to huge applause, “Viva Thabo Mbeki. HIV causes AIDS.” Several of us worked
together intensely for a few weeks. One of my fellow volunteers was distinguished by being much
softer and gentler than the rest of us. He was always friendly and smiling. He also seemed healthy.
For weeks we saw each other daily. Then one day, out of the blue, he was admitted to King Edward
hospital in Durban with cryptococcal meningitis, one of the deadliest AIDS-defining illnesses. I went
to visit him and I recall the stench of piss, and the filth of the place. A few weeks later he died of
cryptococcal meningitis. What bothers me today, and fills me with shame, is that I don’t remember
his name.

Perhaps the receding horror of the AIDS epidemic in our
memories, the forgetting of the names and lives of all those who
died but didn’t need to, especially those who were poor and
black, is normal.
Perhaps in my own forgetfulness, I can better understand how donors and governments have
forgotten the HIV epidemic, and moved on to the next fashionable thing. Perhaps this explains
why there is almost a complete absence of HIV information on radio and television. In the end, the
standard view goes, TAC appears to have won: the state was forced to deliver a treatment plan, and
millions of lives have been saved. Life-expectancy has risen again in South Africa. To a large extent the
standard view is true.
But it is not quite this simple: our health system is creaking and breaking, and drug-resistant TB
is on the rise. Thousands continue to die of AIDS, untested and never treated, or fallen through the
health system’s wide gaps. The enlightenment is not something that is won. It is not some board game
with a final result; it has to be struggled for everyday. If TAC is allowed to disappear, merely to become
a set of imperfect and ever-worsening memories, an important part of the never-ending struggle for
science and human rights will be gone. +
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Portia Serote is the Women’s Sector representative on the TAC National Council. She is a passionate
leader who speaks on stages around the world – especially on issues of cervical cancer, gender based
violence and Tuberculosis. She is often seen leading TAC protestors in song.

DOOMED IN SO
MANY WAYS
Portia Serote

Thabo Mbeki and Dr Manto Tshabalala-Msimang. Just typing their names
evokes so many memories and emotions for me. They were our leaders.
But they turned on us. They did not want to provide antiretrovirals, pills we
needed to stop us from dying. However, they believed that the drugs were
toxic and that patients would not take their pills. I wonder if they will ever
realise how much damage their political statements made?
Until today I wonder how they could keep turning their backs on us while people were dying like
cockroaches, doomed in so many ways. Children were born with HIV and still nothing was done.
What angers me is it was not even their own money they had to use to save people, it was
taxpayers money, our money.
The Treatment Action Campaign. We challenged them. It was not easy. We were called names,
barred from clinics to give health education, not invited to participate in any government-driven
civil society activities and so on. They treated us as if we were a political party.
When Barbara Hogan and Dr Aaron Motsoaledi stepped into the minister’s shoes they found
there were very few people on treatment. They both pushed very hard to change this picture with
the help of civil society.
Despite all these challenges and resistance the TAC continued our work. We did not turn back,
we did not stop, we continued.
However, our work is not done. Yes, we can look back on 10 years of ARVs and feel proud, but
the hard work still lies ahead.

Many people are still dying or stopping their treatment for
many, many reasons. We need to stop this. We need to now
stop focusing on the numbers game and turn our focus to the
people behind the numbers. We need to stop chasing global
targets and chase local targets.
Once we reduce our morbidity and mortality numbers we can start moving our focus to other
targets.
AIDS is not over, the battle is not over. Onwards to the next 10 years of even better ARVs. +
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Former Constitutional Court Judge Johann Kriegler was on the bench in 2002 for the watershed Prevention
of Mother-to-Child Transmission case. The ruling in favour of the TAC ended the legal contest against
government – one year and approximately 100 000 infant HIV infections after the start of the case.

AN UNPARALLELED
CAUSE
Justice Johann Kriegler

Friday morning, 5 July 2002, the Constitutional Court upheld the TAC’s constitutional
challenge to the government’s dogged refusal to implement Nevirapine treatment to
combat mother-to-child transmission of HIV/Aids. It had been a long, legally complex,
politically fraught and emotionally draining case. For the TAC, one of our young
democracy’s signal successes, it had been a much more daunting experience. Were it not
for its remarkable efforts the happy outcome for many thousands of mothers and their
babies might well have been different and many more could have been condemned to a
painful and lingering death by mindless government policy.
The manner of the TAC’s victory over the forces of obstruction was an example for human-rights activists
everywhere. The genius lay in the two-pronged strategy of combining dignified and disciplined public
demonstration with skilled and sharply focused constitutional litigation: thousands of marchers proudly
proclaimed their HIV status (or sympathy) while their human rights were being forcefully asserted in court.

Consequently, when the legal challenge to the government’s stubborn
denialism was upheld, public opinion had already brought sufficient
pressure to bear on policy-makers, and rapid implementation of the
sensible measures TAC had advocated could follow.
For me the TAC case will always hold a particular poignancy. My wife had been nagging me for weeks to get to
Gideon Mendel’s A Broken Landscape exhibition at the MuseuMAfricA before it closed, but we simply hadn’t
had time. That Friday afternoon we had a breathing space. Mendel’s photographs combined starkly with words
to depict the ravages of HIV/Aids and the human tragedy visited on millions of defenceless people. In tears
we followed the particular story of a young couple in the Western Cape’s pilot Nevirapine programme whose
newborn had received the potentially life-saving treatment, and I realised that had I given in to marital nagging
earlier I’d have had to recuse myself from the TAC case – such is the power of art to move.
The TAC’s ability to harness the talents and skills of so many citizens – even art – in its cause is unparalleled.
And its policy of critical yet constructive engagement with officialdom has saved innumerable lives. Its demise
would be a national disaster. +
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Professor Francois Venter is one of the foremost HIV research scientists in South Africa and hails from the Wits
Reproductive Health and HIV Institute and Department of Internal Medicine, Faculty of Health Sciences, University
of the Witwatersrand. Francois has always been a good friend of the TAC and has led the way in showing how
to be an outspoken activist without sacrificing your independence as a scientist and researcher. This article is
reproduced with permission from the Southern African Journal of HIV Medicine (March 2014, Vol 15, No 1).

WHAT HAVE WE LEARNT
FROM THE LAST TEN
YEARS OF ART?
Professor Francois Venter

The state programme giving free antiretrovirals (ARVs) started on 1 April 2004 in several
large centres across South Africa. For many of us, it seemed unimaginable, after years
of running HIV battles with President Thabo Mbeki and his odious Minister of Health,
‘Manto’ Tshabalala-Msimang, on everything from the cause of HIV to the efficacy of ARVs.
A decade later, the state programme is the biggest in the world, with millions of lives
saved and families returned back to normal life. I was involved in the initial design of the
programme, and have since been heavily involved in the implementation in rural and
urban environments. I like to think about what I’ve learnt about HIV, and all the things I
got wrong. Interestingly, seeing where we are in 2014, much of what has happened in the
last decade was as unimaginable as the heady days of starting all those sick, desperate
people on ARVs in 2004.

Be ambitious
I remember Mark Heywood, the human rights crusader for SECTION27, insisting that we put ‘80% antiretroviral
coverage’ when we wrote the 2nd National Strategic Plan, released at the end of 2006. The fractious
paediatricians also insisted on ambitious prevention of mother-to-child transmission (PMTCT) targets. At
the time, there were few places with >30% ARV coverage, and reports of poor antenatal PMTCT coverage
were everywhere. I thought that they were being silly. By 2010, ARV coverage was close to 80%, and PMTCT
transmission rates had fallen below 2%. Even when we designed the programme, in 2002 in dark rooms in the
Birchwood Hotel, we continually asked whether drugs were affordable. Before we knew it, we had a pretty good
first and second line, which were refined in 2010. Now we sit with a world-class fixed-dose combination and
third-line drugs not even available in many developed countries, thanks to the decrease in cost. The Minister’s
crazy rush of blood to the head, where he wanted to test 20 million South Africans for HIV in one year in 2010,
maybe took a few months longer than he had anticipated, but it got there – even though I thought it was
impossible – and we’re probably now the most tested nation on earth.
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We’ve taught chronic diseases a thing or two
about adherence
I come from the typical physician world of diabetes, hypertension and asthma, where we hug patients who get
>70% adherence. The 90%-plus adherence demanded by ARVs seemed fanciful, until we tried it. Thanks to Médecins
Sans Frontières (MSF) and the Treatment Action Campaign (TAC) and their adherence programmes, I’ve realised that
meaningfully involving people in their care and making them understand their disease and how their drugs work,
magically transforms them into prize adherence patients. I heard Prof. Steve Reid, a rural advocate, once say that he
was amazed at how HIV patients could describe the lifecycle of the virus and evolution of resistance, while diabetic
and hypertension patients, when asked what was wrong, would shrug and say: ‘I have the high-high’.

We may have saved the world from TB
If it wasn’t for the HIV world seizing the tuberculosis (TB) research and policy agenda, we’d still be stuck with the
gross lack of ambition that has left us with third-rate TB drugs and tenth-rate TB diagnostics for decades, couched
in one of the most offensive and patronising public health programmes of all – ‘DOTS’ – while staring down the
barrel of a growing multidrug resistance (MDR) nightmare. It staggered me that my patients in Hillbrow could
permanently take ARVs 90% of the time, but the same patients had a <50% completion rate of six months of
TB therapy at the TB clinic across the road. The story of how they came to the recommended dose of rifampicin
(essentially ‘what dose can we afford’), and my realisation that, far from what I was taught at med school, MDR
was the fault of the programme (bad doses, poor support, poor understanding of the epidemiology), speaks
volumes about the kind of history that TB has. It’s become better. I still think the programme lacks some creativity
and certainly resources, but at least we have a fighting chance, thanks to the increasing focus by clinicians and
activists and their demand for integrated therapy and better drugs and diagnostics.

We may have saved the world from old-fashioned public
health specialists
Speaking of a lack of ambition, some of the most dispiriting conversations I have had have been with
conventional public health specialists, saying that we were diverting resources from their sanitation/food/
whatever programmes, with our ‘non-sustainable’ HIV programmes. Initially, I was defensive, until I realised how
they had failed our continent on so many levels for decades – whether health promotion or disease prevention.
HIV is common, serious, preventable and treatable, yet many did not seem to think it mattered. ARVs alone have
increased life expectancy in South Africa by a decade, in just a few years, making it one of the most powerful
public health interventions ever, right up there with good sanitation and vaccines. HIV care has driven energy
and creativity into health delivery, and the focus on an evidence base has, at least somewhat, allowed us to
question some of the holy cows of public health – from the design of healthcare delivery, the evidence for cancer
screening, to obesity definitions and food recommendations – and this has meant a new and critical generation
of people who can claim to have public health expertise. Now we routinely demand attention to evidence bases,
human rights and patient demands from public health programmes, not always successfully it must be said, but a
far cry from the kind of largely irrelevant public health I grew up studying.

Health system inertia may be our biggest challenge
We sit with a health delivery system largely designed by European colonisers. They’ve moved on, but we have
clung to a clinic-hospital, nurse-doctor model that was out of date 50 years ago. It is especially poor in dealing
with an enlightened, google-empowered population asking hard questions of ill-prepared clinical services.
Drug-delivery systems and training of health professionals seem constantly to be hamstrung by laws and rules
generated by opaque bureaucracies within structures like the Health Professions Council of South Africa (HPCSA)
and the Nursing Council – where it is very difficult to see which interest these structures serve. It seems we need
massive re-engineering of the health system that goes well beyond what even the idealised National Health
Insurance (NHI) looks like.
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Attend many meetings and be patient
One of my epiphanies of the last 15 years of working with the Department of Health (DoH) (it’s true also in
academia) is s/he who goes to the most meetings, wins. This is frustrating, but attention to process and keeping a
beady eye on policy and choices, in an excitable field like HIV where there are many strident and powerful voices,
is imperative. You can’t rely on minutes and proxies; you’ve just got to make sure that you get on that Gautrain to
Civicus Building with a fully charged iPad and lots of coffee.

We need a strong civil society more than ever
For a while, we were all big buddies in the Zuma era. Government embraced activists and clinician groups.
Post Manto, it was a breath of fresh air to be told how important we were. But we need to be careful – the
defensiveness from prominent DoH members that followed the release of the drug stock-outs reported in
December, including death threats and thuggish behaviour by security forces focused on the TAC members in
the Free State where the stock-outs were the worst, remind us of how prickly and unaccountable politicians and
civil servants can be. We still do not have adequate explanation or closure on the bizarre Tara clamp issue, where
a harmful device was used in the circumcision programmes in KwaZulu-Natal (KZN). Neliswa ‘Peggy’ Nkonyeni,
ex-health minister for KZN, instrumental in several superb KZN healthcare workers losing their jobs when she
was Manto’s quack foot soldier, is making a political comeback, and there are many people from Mbeki’s cabinet
who still seem to be successful, despite sitting quietly in his AIDS-denialist circle (c’mon Trevor, what really
happened?). At a provincial level, patient advocates and concerned clinicians are routinely treated as optional
extras or have their jobs threatened if they rock the boat in local AIDS councils. ‘Protection’ agencies such as
the HPCSA continue to let Wouter Basson earn a handsome living while his victims’ families live in poverty,
while slapping down non-governmental organisations (NGOs) who support whistle-blowing with spurious
appeals to privacy; the HPCSA and Nursing Council seem to think that it’s better to let rural people die for want
of healthcare, than license foreigners willing to work in places desperate for their skills. Civil society needs your
money and your support, for all our future, to take on powerful vested interests.

The private sector, unions, churches and educational
institutions have had a largely easy ride
The excesses of the Mbeki era have allowed for many of these sectors to coast quietly on World AIDS Day platitudes
and occasional HIV testing campaigns. I’m struck at Dr Jan Pienaar’s aggressive nononsense HIV programme
tackling new infections, stigma and fear at Anglo-American’s Thermal Coal, and at the empty public statements
from banks, shopping chains, universities, unions, major churches (in fairness, I’ve seen some amazing courage,
especially from some Catholic groups), large NGOs, and opposition political parties. We need tangible commitments
to testing and treating people, not the candle-lighting hand-wringing we all dread every 1 December. I visited a
very rural hospital in the Eastern Cape in late December – simply tarring the disastrous dirt road, now promised for
years, would make ambulances accessible, health staff happier and prepared to stay, and allow for better support.
The staff accommodation is appalling, and the hospital perennially grapples with understaffing. Not a single South
African doctor works there. I was angry at how a middle-income country could let its citizens be neglected in this
way. But the senior doctor working there spoke approvingly of the new district manager and how he was trying to
get things going, about how she had got cooperation from the nurses by improving their living conditions, how the
doctors were happier, and how successful the ARV programme was. We picked up a rural woman looking for a lift
en route to the hospital, who spoke loudly and confidently about how she loved ‘our hospital’ (it was embarrassing
that the doctor, who is from Europe, had to translate for me). A week later, back in civilisation, I bumped into a
newly appointed senior member of the DoH who I’ve known and respected for years, who knew all the details of
the hospital and the district manager, and rattled off ambitious plans for the next six months, expressing deep
dismay at the previous maladministration. There is cause for hope. We all have a stake in our DoH being as strong
as it can be. There is a lot to be angry and concerned about, but it can’t stop there. We have to continue to work
constructively and critically, even if we are told we are not welcome at times. We need the protective institutions to
be challenged, and we need to continue to strengthen civil society, even if it is just giving them much-needed cash.
We need to keep re-imagining a better healthcare system. And we need to attend those long meetings. +
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+ T HE
P R OV I NCES
The provinces are the heartbeat of the TAC. People are the heartbeat of the TAC. This
is where we get our hands dirty. This is where the real work happens. TAC would
be nothing without our more than 8 000 members. We proudly share some of their
reflections on the TAC and 10 years of ARVs.

E A STER N
C APE

TAC MEMBERS
& VOLUNTEERS

10 years of ARVs helped my brother’s wife, she started treatment in
2004 she is now healthy as ever. We used to bury people often we
don’t anymore because now when you know you’re HIV positive we
can encourage each other to go for treatment. Viva ARVs Viva!!!!!! –
Ncediswa Joyi
*Please note that the quotes are not necessarily placed next to the image of the individual being quoted.

We now have options
that were previously
thought impossible,
we now need to
implement. – Dr
Madeleine Muller

ARVs have enabled our
people to live longer
and more productive
lives. – Nomsinga
Nketyana

Our friends lives have
improved a lot thanks
to ARVs. People who
use them live longer
lives. – Thandeka
Pasiya

We are grateful to
the TAC for the ARVs.
– Nompumelelo
Mambinja

The celebrations of
the 10 years of ARVs
is a milestone in our
history. We have come
a long way. Thanks to
the TAC. – Dr Trudy
Thomas
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People used to be so
sick they couldn’t even
eat or walk and spent a
lot of time bed-ridden
now they live thanks
to ARVs. – Nomfundo
Bontso
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F R EE
STATE

TAC MEMBERS
& VOLUNTEERS

I have been taking ARVs since 2008. It feels good to see people getting
access to treatment. TAC fought for people to have access and so there
were changes in our community. So far it has gone okay for me on the
medicines. I know we have to keep fighting so that more things change
for the better. – David Pule

LIMPO PO

TAC MEMBERS
& VOLUNTEERS

It means a lot that as the TAC we won this battle but they say “a battle
won means a battle born”, we fought for ARV treatment access now
we have to fight that people adhere to treatment.
Moses Makhomisani

*Please note that the quotes are not necessarily placed next to the image of the individual being quoted.

I have been on
treatment for 5 years
now and I am living
a happy and healthy
life. – Mothopi Jacob
Mbena

People are living
longer now
because ARVs are
accessible and
for free. – Lerato
Chawane

We are living without
the fear of dying soon.
We can even have
healthy babies now
without worrying. –
Keikantseng Motaung

We used to see many
people being buried
because of HIV and
then we saw that
people were not dying
when they could get
treatment. – Daniel
Seseane

It means a lot because
of the access to
treatment. People are
no longer afraid to test
because treatment is
there. – Hleliwe Katu

We have lost a lot of
loved ones because they
had no access to ARVs.
Now people freely go
to the clinics and get
help. – Nontuthuzelo
Jacobs

People are not
dying like before
because the ARVs
are really helping.
– Puseleso
Mapetla

They helped me a lot
because I couldn’t
afford to buy my own
ARVs. – Matshidiso
Nyapotse
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My wish is for us
to enjoy another
10 years of
ARVs – Mavis
Mangena
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People are living
more freely than
before without being
stigmatised. HIV is now
like any normal chronic
illness. – Thomas
Dlamini

I am happy because
even people like
me can live happy
and healthy lives
due to ARVs. – Sello
Daniel Seseani

I believe that HIV is
not a death sentence
because people can
get treatment. –
Semakaleng Pule

15 people were dying
every day. This has
changed thanks to
ARVs. But we need to be
smarter about getting
the drugs to people. –
Doreen Ramaselele

I feel like one of the
luckiest people in
the world being
able to get ARVs. I
trust it. It works. I
wish for a cure. –
Nivea Mathebula

TAC saved a lot of lives
by fighting for access to
ARVs. Without medical
aids we used to die.
Now we give birth to
HIV negative children. –
Francina Chauke

I really wish
for us to find
a cure in the
next 10 years
– Tskakani
Masabana

More and more
people are
testing now and
are no longer in
denial. – Nolo
Malope

There has been a
dramatic decrease
in deaths, but I want
to see zero deaths.
People must not see
themselves as sick. –
Regina Seoka

TAC has been at the
forefront of preventing
AIDS-related death and
we need to keep going.
– Florence Mlangeni

A lot of lives have been
saved thanks to the
TAC, but we still have
a way to go. – Esther
Heliza

More and more people
are joining the support
groups and are not
afraid to disclose. –
Nobengazi Witbooi
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G AUTEN G

TAC MEMBERS
& VOLUNTEERS

If it wasn’t for the TAC, I do not think people would have access
to treatment. There is still lack of tracking of children who were
born with HIV before ARVs were available. – Simphiwe Dlamini
*Please note that the quotes are not necessarily placed next to the image of the individual being quoted.

We fought every day
and we did not sleep.
It was a great victory.
I do not see myself
leaving TAC because I
am part of its history. –
Nobesuthu Mazibuko

As someone who takes
ARVs, I have become a
positive role model in
my community because
of the healthy life I live.
– Anastasia Nelly Zulu

Nowadays people die
of AIDS by not taking
the treatment that is
available to them. The
funeral business has
gone down and we are
walking tall knowing
that we are covered.
Boni Madikoe

Without ARVs I
wouldn’t be here
and I wouldn’t
be able to see
my child grow.
– Sibongile
‘Bongie’ Xaba

A lot of lives have been
saved This was not
only a TAC victory but
a victory for the whole
country. – Luckyboy
Mkhondwane

Life expectancy
has increased
due to access to
ARVs. – Thandi
Ngubeni
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I am happy that people
have access to ARVs. It
is a great achievement.
People are no longer
dying like before. –
Solomon Mabena

Now we have to
focus on teaching
people about the
treatment because
some still fear that
their bodies will
deform from it. –
Edwin Sello
It means a lot because
even the poor that
couldn’t afford
treatment before can
now access treatment
for free. – Oupa Nkosi

TAC has played a very
important role in
helping people gain
access to treatment and
that has saved a lot of
lives. – Senzo Zwane

People have
a tendency
of stopping
treatment when
their CD4 counts
have increased.
– Themba
Nkosi

Many lives have been
saved. Without ARVs
a lot of strong leaders
and people we look up
to would not be alive
today. – Nthabiseng
Maretlane

The mortality rate has
decreased. Mother to
child transmission rates
have also declined
since the introduction
of ARVs. – Christopher
Ramashiya
People are living
longer and
healthier lives now
and it is easier for
them to disclose
unlike before. –
Jabu Mahlangu

Adherence
is slowly
increasing after
the introduction
of the fixed dose
combination. –
Maria Mokhesi

ARVs have side effects
but people need to
engage with our
programmes (TAC) for
them to learn more
about them. – Lungile
Thamela

To me it means
elongated lives
of people and the
undertakers losing
business. – John
Ntsoseng

People’s lives were
saved including mine
and my daughter’s,
when ARVs became
publicly available. –
Phindile Madonsela

I am very grateful; it
shows that today people
die voluntarily because
they do not want to
adhere to treatment. –
Jabu Manana
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People are living
longer; they only
default because
they want to. –
Jeremiah Maseko

A lot of lives have
been saved but
now we are left
with the challenge
of making
people adhere
to treatment. –
Bangani Ngidi

Although we lost
some of the comrades
winning this battle
meant a lot. I have had
the privilege of seeing
my children growing up
– S’bongile Mlotshwa

I was one of the first
people to get ARVs in
2004. ARVs woke me up
from my death bed. I am
still living strong because
of them. – Michael
Mhlanga

People couldn’t disclose
their status due to
stigma. ARVs have
improved people’s lives
drastically. – Tsomadi
Nthoba
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KWAZU LU N ATAL

TAC MEMBERS
& VOLUNTEERS

TAC really did save my life. Without them fighting for my rights, I
wouldn’t have access to treatment and would have passed away long
time. Amandla! I can’t put into words my appreciation. –
Fikelephi Sithole
*Please note that the quotes are not necessarily placed next to the image of the individual being quoted.

TAC and access to ARVs
allowed our humanity
to expand amongst the
people of South Africa.
– Bongumusa Luthuli

TAC gave me back my
life in 2003 through a
treatment project pilot.
– Khulekani Gwala

TAC is actually
everything to me. It is
my home. – Zodumo
Mthembu

TAC gave me spirit
and the power to live a
long and healthy life. –
Busisiwe Mnyandu
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TAC really
opened my eyes
in knowing
my own status
and becoming
treatment literate.
– Thembela
Khumalo

Forward with the
spirit of living! TAC
showed us to know
our statuses and help
teach those who are
ignorant of HIV. –
Sphelele Biyela

TAC let me live,
love and fight for
life. – Thandeka
Hlongwane

TAC is the voice of the
voiceless. So many
lives have been saved
through our activism
and our use of the
Constitution. TAC really
is the last hope of the
hopeless. – Sandile
Khumalo

TAC has shown that
nothing is impossible
through the struggle. –
Richard Shandu

TAC has made
things possible for
us. Together we
can ensure that
everyone has access
to the healthcare and
treatment they need. –
Nonjabulo Hlengwa

Being part of TAC has
meant being part of the
solution in a country
affected so greatly by
the AIDS epidemic. –
Sthembiso Khuluse

TAC brought lifesaving treatment to
all in South Africa. No
one should have died
from AIDS, but now
people are living long
lives thanks to TAC. –
Nozipho Mabanga

TAC is a great
organisation
working on
treatment
literacy, raising
awareness of HIV
and treatment. –
Dumisani Mkhize
TAC is a huge
support to me and
my comrades. It
means everything
– Foto Mbhele
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WESTER N
CAPE

TAC MEMBERS
& VOLUNTEERS

TAC has helped people
who do not work and
could not afford ARVs
to get proper medical
help and education. –
Pamela Mala

ARVs have helped me
live, without them I
would have been gone
by now. – Nothemba
Fekiso

I have seen how ARVs has helped the community since
people are no longer scared, but we do need better leaders in
South Africa.
– Welcome Makele
*Please note that the quotes are not necessarily placed next to the image of the individual being quoted.

ARVs have helped me
regain my strength
and health and I now
live a healthy life. –
Nontembiso Sentiwe

ARVs have prolonged
my life and have helped
me to live a normal
healthy life. – Norute
Nobola

TAC has educated
me and helped me to
understand treatment
better. I have had no
side effects and I have
been able to live a
positive, normal and
healthy life. – Lumkile
Sizila

I feel strong and
healthy and I
am hopeful for
the future. –
Nokwanda Pani

I have been living a
healthy and happy life
ever since joining the
TAC in 2013. We must
teach children about
HIV to make SA a better
place. – Nomthandazo
Ncanywa

SA needs better
healthcare for
everyone. –
Nomabhaso
Bhulana
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Take HIV seriously. I
believe that in the next
few years we will have
an HIV free generation
because of ARVs. –
Fanelwa Gwashu
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When I was diagnosed
in 1997 I thought HIV
positive status meant
the end of my life, but
ARVs have allowed me
to live a healthy and
active life. – Thobani
Ncapai

ARVs have
allowed me to
do everything
that I did before
I was diagnosed
HIV positive.
– Noncedo
Bhulani

HIV not a death
sentence, take
ARVs and
live a normal
life. – Ndileka
Magaya

It is important for
everyone to know
their status and not be
ashamed about being
HIV positive. – Hlumisa
Dyasi

TAC has allowed me to
help other people who
have been diagnosed
HIV positive and who
need information. –
Ncebakazi Qupa

I can now live a
normal life and hold
my grand children,
all thanks to TAC and
ARV treatment. –
Mavis Masheba

People who are
diagnosed must start
ARV treatment as soon
as possible, especially
men, and must not
ignore a positive status
like I did. – Mongezi
Nonyusa

ARVs have saved my
life and the lives of
others and I am very
thankful for that. –
Ntomboxolo Giyose

We need better
and more
education in SA
about ARVs and
HIV. – Miseka
Mahala

I wish to see a SA
where there is better
healthcare for
everyone and more
clinics available. –
Ayakha Masiba

To me 10 years of ARVs
means that more lives
have been saved and
that those people are
able to live normal and
healthy lives. – Vuyani
Mngqete

10 years of ARVs
means many
people can
now live freely
and openly.
– Thandeka
Mantshi

Before taking the ARVs
I was very weak and
unhealthy, but the
ARVs have given me the
strength to live a happy
life. – Yoliswa Tywaku

Since taking the ARVs
I have never been sick
and I have been able
to live a normal life. –
Noncedo Nofemele

People who are starting
ARVs must know that
the treatment is good
for you and that you
can live a healthy and
normal life if you are
HIV positive. – Neliswa
Nkwali

ARVs give you the
chance to life a
normal life. TAC
allowed me to be
positive about
my life. – Mike
Hamnca

ARVs have helped
me a lot. I have had
no side effects and
no opportunistic
infections. – Bulelwa
Lindiso

I hope for a SA where
people accept HIV and
are no longer ignorant
about ARVs or HIV. –
Nokuzola Sogiba
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M PUM ALA NGA

TAC MEMBERS
& VOLUNTEERS

It makes happy knowing that we now have treatment
available and as a TAC member it makes me even happier
doing treatment literacy. – Nomsa Mabuza

There has been so
much progress and we
are still going to go far.
– Lebogang Mogkale

People now live longer
and this is why the TAC
needs to exist. – Maria
Mabuza

People now save
money and they live
longer since we got
treatment. – Thobile
Nkosi

The government
are taking note
of us, but there is
still a lot of work
to be done. –
Maria Shongwe

INVEST IN TAC,
SAVE LIVES
Today the future of the Treatment Action Campaign (TAC) is under threat. Donor
priorities have changed and funding for AIDS is rapidly diminishing. However, the
challenges have not gone away. Denialism may be dead but HIV and TB face a new
set of complex challenges. The TAC continues to receive reports of and engage with
challenges of medicine stockouts, weakening health systems, growing evidence of
poor adherence, and the spread of multi drug resistant-TB.

You need TAC now more
than ever!
With its 8 000 volunteers located across
the country, often in the poorest and
most disadvantaged areas, the TAC is
the eyes and ears of the response to
HIV and the health system as a whole.
Through its unblemished national and
international reputation it is the only
organisation with a voice loud enough
to keep the AIDS programme on track.
If the TAC is forced to close or further
scale back its operations then before
long the response to HIV in South
Africa will return to the unacceptable
level of many other responses to
diseases of the poor. Do we want
that?
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Since it was founded on
Day in December 1998, Human Rights
the TAC has:

• Helped drive down th
e price of
antiretroviral drugs to
affordable levels;
• Won a Constitutional
Court case
that opened the door to
a nationwide
programme to prevent
mother-to-childtransmission of HIV; MT
CT is now at less
than 3%.
• Broken the resistance
of official AIDS
denialism and brokered
the first serious
national strategic plan
on HIV and TB;
• Mobilised communitie
s continually to
promote take-up of an
tiretroviral treatment
and monitored the roll-o
ut meticulously,
pointing out every prob
lem, stock-out and
shortage;
• Helped to set up orga
nisations like the
Joint Civil Society Monit
oring Forum, the
Budget and Expenditu
re Monitoring Forum,
and now the Stop Stoc
kouts Project; and
• Campaigned to draw
attention to the
collapse of provincial
health systems in the
Eastern Cape and Free
State and created
pressure to fix them.

Please help us to keep
these
campaigns alive. TAC
gives you lives
for money. Donate to th
e
TAC today.
Ten years of ARVs in South Africa – NSP Review Special Report – 2014
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+ TA C
LE A D E R S
The TAC has been fighting the good fight since 1998. Leaders
come and go and hand over the baton to a new generation. TAC’s
current leaders have been working hard to stay true to our roots,
but have been leading the organisation on playing a meaningful
role in stemming the collapse of health systems in our provinces,
making sure the organisation is in tune with the needs of our
communities on the ground. Meet some of our leaders.

+ TA C L EAD ER S

“People living with HIV have
been the voice of change when
it comes to the South African
health system. This has been key
in previously disadvantaged
communities where we still have
to end health apartheid. The TAC
and People living with HIV sector
have demonstrated enormous
courage through advocacy and
leading us towards reaching the
10 years of ARVs milestone.”

“ARVS gave hope where
there was none. People living
with HIV can now live a long
and healthy life that was not
possible before. Irrespective
of HIV status I can live a
normal life. If ARVs had not
become available so many
people would have died.”

SIBUSISO MASITENG
MPUMALANGA PROVINCIAL
CHAIRPERSON

SINDI BLOSE
DEPUTY GENERAL SECRETARY

“When I got diagnosed in
2000 I was very sick, without
treatment. It was hell! In 2006
I accessed treatment thanks
to the TAC fighting against an
AIDS denialist government. If
it wasn’t for the TAC I wouldn’t
be alive today”

SIBONGILE
TSHABALALA
GAUTENG PROVINCIAL
CHAIRPERSON

“I joined the TAC in 2005 to
change my strict Christian
family’s perception about
people with HIV/AIDS. My
parents would chase any family
member with HIV away because
they saw it as a disgrace.
After I told them everything I
learnt from TAC they stopped
discriminating against HIV
positive people. TAC really
helped me change my family
and bring them back together.”

GABISILE MBUYANE
MPUMALANGA DISTRICT ORGANISER
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+ TA C L EAD ER S

ANDREW MOSANE

“The roll out of ARVs was a
disaster for the undertakers
and funeral businesses!
So many lives were saved.
Although I haven’t started
treatment yet, the roll out
of ARVs gave me so much
hope. Hope that I will be
there for my children in the
future.”

PEOPLE LIVING WITH HIV/AIDS
REPRESENTATIVE

NKHENSANI MAVASA

“10 Years of ARVs in my life
means a lots and it is thanks
to the TAC. If the TAC had not
been there, I would not be
here and I need to thank them
for saving my life. We need to
keep doing what we doing,
there are lives to save”

“For me 10 years of ARVs mean
a second chance at life. I didn’t
understand HIV/AIDS and I
was very ignorant towards
ARVs I thought they made
you worse. It was only after I
joined the TAC back in 2011 that
I got enlightened I now know
enough and teach others about
the benefits of ARVs. “

NELISIWE MALINGA
NATIONAL DEPUTY CHAIRPERSON
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NATIONAL CHAIRPERSON

“The TAC is about more than
HIV and ARVs. ARVs are about
more than the TAC. We are
talking about our country, our
democracy, our people, our
communities. The TAC is part of
this country’s heart, take us away
and the country loses part of its
heart.”

ANELE YAWA
GENERAL SECRETARY
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+ TA C L EAD ER S

“Post 2004, we, people with
HIV, can live again thanks to
ARVs. I can live a normal life
like any HIV negative person.
There’s no longer a time-limit
to my life. I can dream again
and work towards those
dreams like normal people.
I can raise my children in the
same way that I was raised
without being sick or being
afraid that I will die soon.”

“During the days of Manto
I worked for a governmentfunded organisation. We told
people that ARVs were toxic.
We didn’t know better. My friend
introduced me to the TAC, but I
was wary because people said
they were anti-government, but
I also wasn’t convinced by what
Manto was saying. I haven’t left
the TAC since.”

STEPHEN NGCOBO

LOYISO MAHOMBA

GAUTENG PROVINCIAL COORDINATOR

“Ten years after the rollout
of ARVs, a number of factors
have become easier or more
efficient: compliance as a
result of the FDC (fixed dose
combination) and the initiation
on ART through the nursedriven system used at PHC
level. I look forward to the
next 10 years!”

NOLOYISO
NTAMENTHLO
EASTERN CAPE CO-ORDINATOR

72

Ten years of ARVs in South Africa – NSP Review Special Report – 2014

WESTERN CAPE PROVINCIAL OFFICER

“My relative was very sick and
while I’m not infected I am
affected. My sister was bed
ridden and we couldn’t even
recognise her. Today, thanks to
ARVs she’s healthy and living
her life. I trust ARVs. The TAC is
my second home and it means
everything to me! Their constant
concern about people’s health
and lives has made me fall in
love with them.”

SELLINAH HLABAHLABA
FREE STATE PROVINCIAL OFFICER
Ten years of ARVs in South Africa – NSP Review Special Report – 2014
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+ TA C L EAD ER S

“Back in 2004 when I was
diagnosed I knew nothing about
HIV/AIDS, I felt very depressed
and constantly thought I was
going to die. When I stumbled
upon the TAC in 2010 I learnt
so much about the treatment
literacy and the lifecycle of HIV,
I then got empowered and
with the information I have I
now empower others in my
community.”

“My CD4 count was at 34
when I joined the TAC,
today it is 780 thanks to the
workshops and classes I’ve
attended through the TAC.
My story was featured in
Real magazine last year
and in City Press this year
empowering people that
one can have a productive
life being HIV positive.”

FIKILE MTSWENI

TSHEPO MABOE

GAUTENG BRANCH ORGANISER

GAUTENG BRANCH ORGANISER

“Before I had access to
treatment I was very ill. I
had no hope that I would
live. But in 2005 I was
initiated onto ARVs. It was
life changing. For the first
time I looked beyond my
HIV status.”

MACHOBANE
MORAKE
FREE STATE PROVINCIAL
COORDINATOR

“Before I joined the TAC, people
in my family were dying left right
and centre from HIV and AIDS,
I joined the TAC in 2000 and
learnt so much about HIV/AIDS
which encouraged me to find
out about my own status. In 2001
I tested positive but that didn’t
scare me. Today I have a healthy
boy and I’m still not on treatment
with a CD4 count of 660. I’m
healthy and loving life.”

PROMISE MAKHANYA
KZN DISTRICT ORGANISER
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+ TA C L EAD ER S

“My boy was born HIV
negative thanks to ARVs. He
is nine years old today and
wants to be a doctor. He
wants to save lives, he says.
He already pretends to be my
doctor, you know, asking me
every day “Mummy have you
taken your pills today?” Me
and my boy will have a long
life together thanks to ARVs
and the TAC. “

“ARVs completely
changed my life. They
gave longeivity. I am only
alive because of them. I
feel like a better and a true
person now. I’m no longer
downgraded because of
my status.”

FIKILE BOYCE
EASTERN CAPE PROVINCIAL
CHAIR

NELISWA NKWALI
WESTERN CAPE PREVENTION
TREATMENT LITERACY PRACTITIONER

LUZUKO MELAPI

“In the early days I lost five
family members to AIDS. We
saw so much death. But the
TAC managed to bring life
and treatment, it brought
understanding and literacy.
It is because of the TAC that
I grasped the importance
of ARVs. Today I have an
undetectable viral load. I can’t
go back to those dark days and
see more people die.”

WESTERN CAPE PREVENTION TREATMENT
LITERACY PRACTITIONER

PATRICK MDLETSHE

“I used to know nothing about
HIV/AIDS. I would come across
people who were very sick and
didn’t know what was wrong
with them. It was only after I
joined the TAC that I was able
to educate communities about
positive living. I have fallen in
love with the TAC and I wear my
HIV positive t-shirt with pride!”
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KZN PROVINCIAL CHAIRPERSON
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+ TA C L EAD ER S

“Some comrades who fought
with us for access to treatment
have passed away without
having a taste of ARVs. Ten years
of ARVs in South Africa means
hope even though we have
constant shortages of ARVs. It
gives me a reason to look into
the future. But AIDS is not yet
over, the struggle continues.”

“Without the TAC my voice
would be silent. That is why
the TAC is so close to the
community. The community
understands and trusts the
TAC because they do not
compromise, they call a
spade a spade and we
shout until we are heard.”

BONGINKOSI
MTHEMBU

VICTOR MALULEKE
LIMPOPO MEN’S SECTOR
REPRESENTATIVE

“10 years of ARVs marks the
defeat of political denialism
and the end of health
apartheid. But the TAC must
remain the guardian of this
programme. AIDS is most
definitely not over and it still
needs an exceptional effort
to control it.”

MZAMOWENKOSI
ZONDI
KZN PROVINCIAL COORDINATOR
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NATIONAL SKILLS DEVELOPMENT
OFFICER

“Before ARVs countless lives
were lost, everyone knew
someone. If ARVs had come
sooner I wouldn’t have lost
my close aunt. But a strong
civil society voice led by the
TAC means now we do have
access. We have given life to
people living with HIV.”

AMUKELANI
MALULEKE
LIMPOPO PROVINCIAL
COORDINATOR
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+ TA C L EAD ER S

“When I joined the TAC I
very quickly realised that this
was more than a job, this is
a place where I can help my
community. I have learnt through
this organisation how to raise
challenges in the community and
how to mobilise people. On a
daily basis I speak to people in
the community and help them
fight for their rights, for services
that we have a right to according
to our constitution.”

“My life would have meant
nothing without the TAC and
ARVs. When you get infected
and you know that there is
no treatment your life will
mean nothing anymore. With
treatment I can now still do
what I’m supposed to do.
If there was no treatment I
would not have the family I
have now. I have them thanks
to ARVs.”

SOLANGA MILAMBO

BOSTER CHAUKE

LIMPOPO PROVINCIAL CHAIRPERSON

“The TAC came at the right time,
offering real hope to those who
had lost it. It was not easy as we
had to face many challenges
from government, but the TAC
managed to stand up and save
the lives of the people. Without
the TAC more than 2.6-million
people could have died due
to no ARVs in the public health
sector. COMETH THE HOUR,
COMETH THE TAC.”

TANTASWA NDLELANA
NATIONAL ADMINISTRATOR
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LIMPOPO PROVINCIAL SECRETARY

“The ARV programme has
proved to HIV denialists that
ARV drugs work. More than
2.5-million lives have been
saved. However, we are not
there yet. We need to work
together to ensure that there
really is equal access, that stocks
are available and that patents
laws don’t inhibit the access to
treatment.”

HELEN CHORLTON
ACTING NATIONAL MANAGER
AND COO
Ten years of ARVs in South Africa – NSP Review Special Report – 2014
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Children have been last in line to receive what literally is the difference between life and death. The courts
had to force government to provide drugs that prevent the transmission of HIV to babies. Today, children still
don’t have optimal treatment. While adults now have ARVs, those children whose parents were not so lucky
continue their own battles as orphans or trying to survive in child-headed households.

AIDS: THOSE LEFT
BEHIND...
Anso Thom

Catholic nun Sister Sally Duigan served rural Limpopo’s people in the
dark days as HIV/AIDS first ravaged its villages. Years later, Duigan and
her Sisters – The Daughters of our Lady of the Sacred Heart – still do,
now caring for more than 75 children in needs of a haven, still deeply
affected by the disease.
“In the early days our efforts necessarily focused on offering comfort, basic essentials
such as food and water and simply caring for those physically dying. Lifesaving
treatment was hopelessly expensive and not available to the general public relying on
state facilities. Families were wiped out. Parents died. Some left children and babies
behind, themselves having to often endure the terrible suffering of the untreated
disease.”
“After the treatment became accessible and affordable on a wider scale the mindless
deaths were somewhat stalled and many are living with HIV/AIDS now, rather than
simply dying.”
Some of the children orphaned in those early years are now part of the group living at
Holy Family Care Centre, a non-denominational oasis outside Tzaneen – established and
supported by Sister Sally’s Religious Congregation in the Diocese of Tzaneen. Many of
the children at the Care Centre arrive ill, destitute, traumatised or all of it.
As the sun starts to set the children spill out of the smoking diesel bus having enjoyed
a day of swimming at a public resort. The day in the water has reddened their eyes. They
are tired and amble over to dinner. The nurturing food is gobbled up and one-by-one
they head to a small building. It is the in-house clinic where Australian volunteer nurse
Carmel Lawry administers “treatment”. The “treatment” is routinely dished out before
shower and bedtime. For one child it is antiretrovirals and TB medication, for another it is
pure joghurt or a plaster on a simple scratch as not to make a distinction between those
who are HIV positive and those who are not.
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Most of the children are orphaned, almost in most cases the parents
succumbed to HIV/AIDS.
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Rural Limpopo has been Sister Sally’s “home” and work place for the last 25 years where
she heads up Holy Family Care Centre.
“Before 2004 it was pure hell. There was such suffering and denialism around HIV/
AIDS and the stigma associated with it played a devastating role. We were literally forced
to make impossibly tough decisions about who would live and who would die. Those
who received the little medication we had thanks to private funders survived. It was a
lonely fight with little support structures and many frustrating obstacles. “
Sister Sally says today children are more supported. Treatment for medical,
psychological and other issues are now more easily available. Medication is provided for
all via the local hospital and the children know that a positive status no longer equals
death. Stock-outs are deeply problematic when they occur and the quality of care in the
system still affects the children deeply.
“While much has changed and for the better, it does not mean we have no more
problems. The general situation is still dire and often devastating …poverty still ravages
the villages causing a cycle of suffering that is hard to witness.
“The focus on HIV/AIDS must continue. There is still devastating need and terrible
suffering. Stigma still plays a role. Poverty is still the silent bedfellow of HIV/AIDS and
children still die when they could have lived.”
The story of Joshua (name changed) is but one example of the challenges. When
Joshua started school as a six year old he began to display anti-social behaviour. He
went around collecting children’s school bags and throwing them into the pit toilets.
The fed-up principal followed him home to try to understand the boy’s behaviour. At
the house he found four children including a very sick baby – living in squalor with
two very ill parents both with HIV/AIDS and both mentally unstable. The children were
surviving by going around the village begging and going through garbage bins. The
baby was HIV positive and had received no treatment since birth and was very ill. All four
children are now being cared for at Holy Family.
The first two including Joshua are attending school and doing well. The two young
ones are in the centre’s creche and the baby is doing well on treatment.

The children’s stories are endless. Ten-year-old Saul (name changed)
has not attended school all year because he has been caring for his
three siblings – all under five. One of the three-year-olds is his cousin –
her mother died from an AIDS-related illness and her aunt took her in.
Saul’s mother abandoned the children and left them in a collapsing shack. Saul survived
by begging and stealing – and he managed to keep the children fed.
He survived by being a bully and fighting his way through life with the
neighbourhood children. The children are now at the centre and Saul is learning to read
and write with one of the Sisters.
He is gradually learning that he doesn’t have to fight to get what he wants. He is
learning to interact with the other children. The three little ones are doing well and have
all had medical problems checked and received treatment for their various conditions.
Many of the girls are also rape survivors – with the perpetrators often fathers, uncles
and grandfathers.
“So, yes, we celebrate 10 years of ARVs. We could be so much worse off. But the
challenges and sadness is far from over,” says Sister Sally. +
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1 DECEMBER 2014

SCIENTISTS’ AND RESEARCHERS’ APPEAL
TO GLOBAL DONORS

Dear Global
Donors
Fulfilling the right to health depends on common purpose between
researchers, clinicians and activists
On the eve of World AIDS day 2014 we write this letter as globally recognised researchers,
scientists and academics who are concerned about reports of the possible closure of the
Treatment Action Campaign (TAC) in South Africa as a consequence of serious funding
difficulties.
We believe that health and access to health services is a human right. But we want to
state unequivocally that as much as fulfillment of the right to health requires investment
into new scientific breakthroughs and sound research discoveries it also requires investment
and support of strong, independent, organised and relevant civil society movements.
Civil society, particularly people living with HIV, have played a pivotal role throughout the
response to HIV/AIDS. In the 1980s it was the activists’ demands for treatment that increased
funding for HIV research and created a sense of urgency in the medical community; in the
1990s and 2000s the loud global voice of activists helped create political commitment for
the response to HIV which in turn released funds for research into many of the scientific
breakthroughs we can since claim. Activists have also ensured that new science, such as
that on both treatment and prevention, has been turned rapidly into delivery of care and
services, and they have maintained oversight of the health systems needed to deliver this.

As a result, in the arena of HIV we have witnessed something unique
– global social justice in the response to one disease. We believe the
lessons of HIV need to be expanded upon: a similar alliance of activism
and scientific inquiry is needed for TB, Ebola, Malaria, Cancer and the
myriad of other health challenges that confront the globe.
Many activist organisations have contributed to this change but undoubtedly one of the
most excellent health and human rights movements has been the TAC in South Africa.
Through its campaigns for anti-retroviral treatment the TAC helped to change the
response to the HIV epidemic in South Africa- the epicenter of the global epidemic- from
one that was mired in political denialism to one that wins praise for South Africa all over the
world. We also salute the role that the TAC played and continues to play in treatment literacy,
educating communities about HIV, their treatment and the importance of adherence.
Consequently, two and a half million people are now on ARV treatment in South Africa.
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At the end of November 2014 a group of the world’s top
researchers, doctors and scientists in the field of health and more
specifically HIV – including a Nobel Prize laureate (member of the
group of scientists who first isolated HIV) – signed a historic letter
of appeal to global donors in support of the TAC. They place
emphasis on the critical role of civil society and also pay tribute
to the important role civil society plays in creating an enabling
environment where they can do their lifesaving work.

However, this is no cause for complacency or for the dismantling and
demobilisation of civil society. New challenges have replaced old ones;
new science requires new activism and vice versa. Sustaining and
expanding this intervention to all six million HIV infected people in
South Africa requires that the TAC now focuses its activism on TB, on
exercising oversight over the quality of public health services, ensuring
accountability and a continued sense of urgency.
This is why it is alarming to hear that the TAC is facing closure apparently due to the
mistaken belief that many donors and governments believe either we are nearing the
end of AIDS or because they view South Africa as a middle-income country, not in need of
donor support. Nothing could be further from the truth.
Allowing the TAC (and others like it in other countries of the world) to die for lack of
funding will have very grave consequences. Without activist monitoring the South African
AIDS response could go into reverse. Precious gains could be lost. Poor adherence, loss to
follow up and medicine stock outs could go unreported. If this happens, there will be little to
celebrate by the time the 21st International AIDS Conference returns to Durban in 2016- the
city in which the TAC first organised a global march for access to treatment.
Outside of the scientific community many leaders we admire and respect have added
their voices to save the TAC. These powerful voices include Archbishop Emeritus Desmond
Mpilo Tutu, Madame Graça Machel and Stephen Lewis.
We are now adding our voices to their appeal. Please- let us in 10 years time look
towards this moment as one of inspiration and renewal, not of failure.
In 2014, let us mark 10 years of anti-retrovirals in South Africa as a moment where we
were reinvigorated and as a moment where we give civil society the support they need and
deserve.
We close our appeal by remembering words used by Nelson Mandela 10 years ago,
specifically in relation to HIV:

“The more we lack the courage and the will to act, the more we condemn
to death our brothers and sisters, our children and our grandchildren.
When the history of our times is written, will we be remembered as the
generation that turned our backs in a moment of a global crisis or will it
be recorded that we did the right thing?”

Signatories
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YOURS IN HEALTH
Professor Peter Piot, Director of the
London School of Hygiene & Tropical
Medicine, Professor of Global Health,
Founding Executive Director, UNAIDS
Professor Françoise BarréSinoussi, Nobel Prize laureate

Professor Francesca Conradie,
President, Southern African HIV
Clinicians Society

Professor Lawrence O Gostin,
Founding O’Neill Chair in Global
Health Law. Faculty Director, O’Neill
Institute for National and Global
Health Law, Georgetown University

Professor Quarraisha Abdool Karim,
Associate Scientific Director: Centre
for the AIDS Programme of Research
in South Africa (CAPRISA), Professor of
Epidemiology: Columbia University

Professor Ashraf Coovadia, Adjunct
Professor of Paediatrics, Head of
Department – Paediatrics and Child
Health Rahima Moosa Mother and Child
Hospital, University of the Witwatersand

Professor Glenda Gray, MBBCH
FCPaed (SA) DSc (honoris causa),
Professor of Paediatrics, Faculty of
Health Sciences, University of the
Witwatersrand

Professor Salim S Abdool Karim,
Director: CAPRISA – Centre for the
AIDS Programme of Research in
South Africa

Professor Hoosen (Jerry) Coovadia,
Emeritus Professor, University of
KwaZulu-Natal & Director Maternal
Adolescent and Child Health,
University of the Witwatersrand

Professor Martin Peter Grobusch,
Center of Tropical Medicine and Travel
Medicine, Department of Infectious
Diseases, Academic Medical Center,
University of Amsterdam

Professor Roel A Coutinho, MD PhD,
Professor of epidemiology and control
of infectious diseases, University of
Utrecht, the Netherlands

Professor Diane Havlir, Professor
of medicine at the University of
California, San Francisco, and the
chief of the HIV/AIDS Division at San
Francisco General Hospital.

Professor Michel Alary, Centre
de recherche du CHU de Quebec,
Quebec, Canada; Departement de
Medecine Sociale et Préventive,
Universite Laval, Quebec, Canada
Dr John Ashmore, PhD, Deputy
Head of Mission, Médecins Sans
Frontières South Africa & Lesotho

Jean-François Delfraissy, MD, PhD,
Director, National Agency for Aids
Research, France

Dr Manica Balasegaram, Executive
Director Access Campaign, Médecins
Sans Frontières

Dr Robert N Davidson, Department
of Infectious Diseases & Tropical
Medicine, Northwick Park Hospital,
United Kingdom, Honorary Senior
Lecturer, University of Cape Town

Professor Stefan Baral, MD MPH
MBA CCFP FRCPC. Director, Key
Populations Program, Center for
Public Health and Human Rights,
Department of Epidemiology Johns
Hopkins School of Public Health
Professor Linda-Gail Bekker,
MDPhD, Deputy Director, The
Desmond Tutu HIV Centre, University
of Cape Town
Dr Chris Beyrer, President
International AIDS Society
Professor Tihana Bicanic, Senior
Lecturer and Consultant in Infectious
Diseases, St George’s University of
London
Professor Marie-Claude Boily,
MSc, PhD, Department of Infectious
Diseases Epidemiology, School
of Public Health, Imperial College
London
Dr Brian Brink, Chief Medical
Officer, Anglo American plc
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Dr Pedro Cahn, MD; PhD, Director,
Fundación Huesped, Buenos Aires,
Argentina

Dr Tom Ellman, Director of Southern
Africa Medical Unit, Médecins Sans
Frontières South Africa
Professor Sarah J Fidler, Reader
and consultant physician in HIV,
Department of Medicine, Imperial
College London
Professor Gerald Friedland,
Departments of Medicine and
Epidemiology and Public Health, Yale
School of Medicine
Professor Rajesh Gandhi, MD,
Director, HIV Clinical Services and
Education, Massachusetts General
Hospital, Boston
Dr Eric Goemaere, MD, DTMH, MSc,
Senior Regional HIV/TB support
coordinator, Médecins Sans Frontières
South Africa; Centre for Infectious
Disease Epidemiology and Research,
Honoris Causa Doctor, University of
Cape Town
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Professor Mina Hosseinipour,
University of North Carolina at Chapel
Hill School of Medicine and UNC
Project, Lilongwe Malawi
Professor Bavesh Kana, (PhD),
Early Career Scientist of the Howard
Hughes Medical Institute, Head
of Research Unit DST/NRF Centre
of Excellence for Biomedical
TB Research, University of the
Witwatersrand
Professor Alan Karstaedt, Chris
Hani Baragwanath Hospital and
University of the Witwatersrand
Dr N Kumarasamy, Chief Medical
Officer, YRGCARE Medical Centre,
Voluntary Health Services, Chennai,
India
Professor Andrew ML Lever, FRCP
FRCPath FMedSci FLSW, Professor
of Infectious Diseases, Honorary
Consultant Physician, University of
Cambridge Department of Medicine
Professor Leslie London, Head,
Public Health Medicine, Head of the
Health and Human Rights Division
in the School of Public Health and
Family Medicine, University of Cape
Town

Professor Gary Maartens,
Division of Clinical Pharmacology,
Department of Medicine, University
of Cape Town
Professor Vincent C Marconi,
MD. Division of Infectious Diseases,
Emory University School of Medicine,
Department of Global Health, Rollins
School of Public Health, Emory
University
Professor James McIntyre, Anova
Health Institute, Johannesburg &
School of Public Heath & Family
Health, University of Cape Town
Professor Graeme Meintjes,
Institute of Infectious Disease and
Molecular Medicine, Faculty of Health
Sciences, University of Cape Town
Professor Marc Mendelson,
Division of Infectious Diseases
and HIV Medicine, Department of
Medicine, University of Cape Town
Andrew Mews, Médecins Sans
Frontières Head of Mission South
Africa & Lesotho
Professor Valerie Mizrahi, PhD,
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+ N O BOD Y EVER SAID AIDS

THABO’S TONGUE
JJ Eli, 2004

Once, a few days ago, time gave birth to a mighty King. It is reported that the
sun turned amber as the cleft to infinite continuance closed in the ultimate
moments of his birth and he was cast, finally, entirely, into this world.
The people had waited several generations for this endorsement, signaling the start of the new
time. Those witnessing the birth passed the bloody infant from one to another, marveling at the
swollen Emperor’s mark, so clearly visible on the body of the new child.
As he grew the King came to treasure the plains around his powerful home. He adored the
mountains, the rugged edges of land dipping into grey-blue seas. He was raised among people who
worshipped the land. He committed to his land and his people, in full. He governed well and wisely.
And raindrops, fat with promise, rolled from the leaves in his life, splashing into the rich clay of the
blessed earth. His people cherished him.
Then time delivered tales of terrible magnitude, spreading North, East, West, South. Like a hardy
desert weed the tales blossomed, tentacles of uncertainty and discomfort stretching, on and on just
below the soil’s surface.
The King noticed his people stalling, weakened by fear. Soon potently poisonous tiny flower
buds were visible as it started popping from the soil, here…there. The entire land became infected
with the substance in the weeds’ veins as the tiny sprouts stole from the busy plazas the chime of
happy living. The people spoke among themselves, feeding off one another, sharing their tears.
He could hardly ignore this state of affairs. He was frightened and anxious to stop the worrying
rumors. The tales were of a beast so violent, an animal so vigorous that no one was safe.

People from far and wide were brought before the King and bore tortured
testimony to their interactions with the Beast. Some were ordered in front of
the royal entourage, the deep scars inflicted by the beast visible in the display
of their naked bodies.
In the final instance the King and his Council agreed that everything should be done to beat the
Beast. So the King and his advisors worked day and night to educate the people. He travelled,
performed, trained and argued… and his message became a familiar tune, heard above the songs
of sadness and grief that had gripped the land.
He taught them not to fear – as no animal, no beast could exist who had more power than the
King himself. And whenever there were rumors of another death, another horrifying attack, he
hushed his people and said: Be quiet, there is no such thing. We have important matters. No more
talk of this. No one can be stronger than the King. The power lies with me.
Sufferers and mourners became shy. Stories about deaths at the hands of the Beast were kept
quiet. Many cried silently for their land, dead children, lost parents and each prayed to their God to
end the suffering.
Grief, regrets and memories became a quiet room. Pain became private. And eventually, they
forgave themselves their soul-denial by rejecting everything related to the rumored Beast. And the
plazas lit up, lived again, as people loved, fornicated and invested in the future.
The collective denial boiled … slowly, bubbly, like a potent witch’s brew with all the quiet
promise of a moist seedling. As their bodies were carried to the holy places to be buried, the fury
grew; firm and strong like eager trees.
And the broth of the people’s pain frothed over the side and dripped into the hot fire, a strong
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brew of revenge and deep injury. Their collective consciousness hungered for justice in return for their deprived pain.
Then one morning the King felt a tingling at the back of his throat, making speech somewhat difficult. As the day
progressed his taste buds felt enlarged and his tongue seemed heavy, hanging to the left of his mouth.
Slowly, surely, as the days passed, he became weak as he could not eat anything. He was mumbling like a fool. Until
all had to admit the horrible truth, the King’s tongue was rotting in his mouth.
And in his last ever interaction, before, well, before the end finally came, the news gatherers recorded the King
sitting in a pathetic position, tears in his widened eyes, wringing his shivering hands.
He was later left mostly on his own as the smell became intolerable. Behind his desk the skew head almost touched
his tense shoulders and this big pink swollen, stinking tongue hanging from his mouth. One particular morning, as
the sun lit the African sky, in desperation and panic, the King ran, alone, into the dense thicket around his fortress.
News of his disappearance sent the people into turmoil. The wise consulted and preached. Others searched, but to
no avail. And as they sent the King’s entire army into the forest to look for him, the castle saw the entire Council kneel
in prayer.
One morning a few men found the body of the King in the sand and bushes where he had had fought for his life
the previous night. The Beast had taken particular pride in proving to the King that he was real, punishing him for
denying his superior power and strength.
It was a terrible sight. The once powerful man must have endured enormous pain. His body was ravished and his
hands extended into the air in a fearful sight.
But the worst was his tongue. It had swollen to the size of his arm, green and slimy. It forced his head back in a
macabre position, making it impossible for him to even see the Beast coming as it perpetually attacked.
And not a hundred steps from the place where he had died, just behind the lush bushes that surrounded him as
life was painfully pulled from his body, lay the troops of the King. Eager to serve, awaiting a sign to defend their King
and their people.
Later, it was rumoured that in the final moments of his long fight, the King overcame his fear of the Beast.
And in that moment from his belly came an enormous cry – so loud that it shook his frame as it burst from his
lungs.
It is whispered that the King screamed for hours in acknowledgement of the Beast. Admitting. But the soldiers
waiting close-by heard nothing, for his swollen tongue – thick and fat – unused for days, plugged his cries.
It is said that after finding him they raced away from the horrible place. They set the bush alight in their flight,
burning the land. They scorched the earth for a long way in the hope that the orange flames would burn away the
images of what they had seen.
They decided that a new leader would come from among them. They hurried away, agreeing that it would be
better to tell no one what they had seen. +

From: Nobody every said AIDS. Stories and poems from Southern Africa (Kwela Books, 2004).
Thabo’s Tongue was the winner in a creative writing competition run by the editors of the
book to generate new writing responding to HIV/AIDS.
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This is not the
plague of yester year
The Black Death, the
‘bring out your dead’,
the sulphur, the pox
By imagination
we live and by
imagination you deny
Extinguish names,
hopes, millions and
more
In word plays, make
an epidemic into an
imaginary
Because you won’t
+ DAWN AT KAL K BAY

VIII

Once I was a father
Death and birth came in the same instant
A life in waiting
Gone before it could find a path
A person of possibilities and could-have-been beauty
Is now a shadow who walks beside my elder son
I know despair’s depth, the agony
The mind’s incomprehension
That life can be so fragile, the ice so thin.
Because I know death I know life
Because I know love I know its loss
Because I have lost I know your loss
Motherloversisterbrotherchild of mine
You are not just another
Not an electronic projection on a TV screen
Howling in the rubble of life
Switched on and off on and off on and off.

Sarah, I fought for you because I felt for you
Our first meeting found you shriveled, cornered
But I knew that poor as you were
You felt maternal ambition and hope
Knew love and the springs that feed desire
Feared life quenched by a virus
HIV, HIV, HIV
Loves me, loves me not

Ronald, on the days that I find wings and fly
Tread in ancient walkways
Run on beaches as the day breaks to the waves’ endless symphonies
I know what you have lost
Charlene, I saw you die, imagined I saw a tear
Thought it was recognition
Slip across your eye. Half an hour later I told your friends
And watched them cry.

This is not the plague of yester year
The Black Death, the ‘bring out your dead’, the sulphur, the pox
By imagination we live and by imagination you deny
Extinguish names, hopes, millions and more
In word plays, make an epidemic into an imaginary
Because you won’t count its victims.

But I know our heroes, they are ordinary people
Not the giants that walk in children’s history books
But people with blood and sweat, shit and semen, contradiction, uncertainty and torture.
Heroism gets sanitized in history
Made black and white, turned into ants on a page
Rubbed clean like a teacher’s blackboard
In history our heroes lose their vitality
Life its romance, mystery, uncertainties
In death they become
Plastic toy soldiers in other people’s wars
Unable to answer back.

From Dawn at Kalk Bay, an auto and biographical poem (2007) by Mark Heywood

