DURBAN
2000-2016

Peter Piot + Mark Heywood + Edwin Cameron
+ Salim Abdool Karim + Hoosen Coovadia + Linda-Gail Bekker +
Robin Wood + Françoise Barré-Sinoussi + Glenda Gray
+ Quarraisha Abdool Karim + James McIntyre + Tolu Oni +
Francois Venter + Lynn Morris + Carolyn Williamson
+ Kathy Mngadi + Aaron Motsoaledi + Vuyiseka Dubula +
Fareed Abdullah + Sharonann Lynch + Anele Yawa
+ Chris Beyrer + Leigh Johnson + Polly Clayden + Simon Collins +
Sharon Lewin + Kerry Cullinan + Kanya Ndaki

on the state of health in South Africa
incorporating the NSP Review
Edition #15 – July 2016

AIDS

Editorial

Editors’ note . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 3

Commentary: AIDS 2000 – AIDS 2016

In this issue

ANELE YAWA

Our house is still burning: We need your help. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 6
MARK HEYWOOD

Activism and Civil Society: what it is and what it’s not. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 8
PROFESSOR FRANCOIS VENTER

“The end of AIDS” tune is premature and dangerous. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 11
PROFESSOR SALIM S. ABDOOL KARIM & PROFESSOR QUARRAISHA ABDOOL KARIM

REALITY CHECK

ROYAL MESS

DEATH AND DYING

Durban: From AIDS 2000 to AIDS 2016. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  19

Editors: Marcus Low & Anso Thom

PROFESSOR GLENDA GRAY & PROFESSOR JAMES A. MCINTYRE

Journalists: Ufrieda Ho, Ntiski Mpulo,
Nomatter Ndebele, Bill Corcoran

DR TOLU ONI

HIV and non-communicable diseases: a dangerous partnership . . . . . . . . . . . . . . . . . . . . . . . . . 26
VUYISEKA DUBULA

So many have forgotten. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 28
ANSO THOM

Dear Nkosi. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 30
PROFESSOR HOOSEN COOVADIA

How the dark age of HIV/AIDS changed our democracy – a personal view . . . . . . . . . . . . . . . . 33
PROFESSOR PETER PIOT

Time to take a cold, hard look. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 35
DR FAREED ABDULLAH & KANYA NDAKI

So many successes, but too many new HIV-infections . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 36
KERRY CULLINAN

spotlight

the state of health in South Africa
incorporating the NSP Review
Edition #15 – July 2016

A time of dying in Durban. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 38

The province of KwaZuluNatal is often lauded as
an example of how to deal
with the HIV epidemic. This
feature scratches below
the surface and finds that
all is not well.
Page 50

Free State: A collapsing
health system overseen
by an MEC who is facing a
slew of corruption charges.
We continue our focus on
this beleaguered province
and the Community Health
Worker Crisis.
Page 64

WON THE BATTLE,
LOST THE WAR

ARE WE MEETING
NSP TARGETS?

WHAT THE
MODELS SAY

While the struggle for
affordable HIV medicines
has largely been won,
the same is not true for
medicines to treat hepatitis
C, diabetes, drug-resistant
tuberculosis and various
forms of cancer.
Page 97

The National Strategic
Plan for HIV, STIs and TB
set a number of targets to
be met by 2016. We track
South Africa’s progress in
the latest edition of our
popular indicator table.
Page 120

Leading epidemiologist
Dr Leigh Johnson assesses
what mathematical
models are telling us about
the prospects for HIV
elimination and reaching
the 90-90-90 targets.
Page 105

Published jointly by the
Treatment Action Campaign
and SECTION27

PROFESSOR LINDA-GAIL BEKKER & PROFESSOR ROBIN WOOD

South Africa on the front foot and moving forwards. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 22
How HIV shaped us. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 24

Long-time HIV clinician
and scientist Professor
Francois Venter gives a
comprehensive and frank
assessment of the epidemic
– Read this for your one stop
shop before you enter the
Durban 2016 maze.
Page 11

www.spotlightnsp.co.za
@SpotlightNSP
Spotlight nsp

PROFESSOR CHRIS BEYRER, PROFESSOR LINDA-GAIL BEKKER & PROFESSOR FRANÇOISE BARRÉ-SINOUSSI

It’s too soon to speak of the end of AIDS. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 39
JUSTICE EDWIN CAMERON

How the law helps – or hinders – the fight against the AIDS epidemic. . . . . . . . . . . . . . . . . . . . 43

Spotlight South Africa: Exclusive Interview

Motsoaledi and the devil’s alternative . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 47
Fighting for the right to care . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 49

Spotlight: KwaZulu-Natal Health

The next International AIDS Conference needs to be “an earthquake”. . . . . . . . . . . . . . . . . . . .  51
The barefoot soldiers of a public health care system that doesn’t seem to care. . . . . . . . . . . . 53
Axing of lay counsellors backfires in KwaZulu-Natal. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 56
“Bring your pubic hair” – healers and quacks continue to thrive in KwaZulu-Natal. . . . . . . . . . 58
Fewer children are dying of severe malnutrition, but ignorance continues to kill babies. . . . . 60

Spotlight: Free State Health

The good, the bad and the ugly . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 64
A timeline of collapse. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 66
MEC Malakoane: What the Treatment Action Campaign is charging him with . . . . . . . . . . . . . 72
The long wait . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 75
Feeling like a beggar for medicine. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 76
Trying to nurse ethically in a broken system . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  77
Who will help the sick and needy? . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 79
Health workers still face prosecution . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 80
Election-year clinic upgrades are welcome, but will they be enough? . . . . . . . . . . . . . . . . . . . . 85
Cold water and cold attitudes at JS Moroka hospital . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 86
No water in QwaQwa – how do hospitals keep working? . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 87
Buthelezi EMS remains a problem and a mystery. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 89
Robbed of their hospital in an National Health Insurance pilot district . . . . . . . . . . . . . . . . . . .  91
When a good idea becomes good news: adherence clubs in the Free State. . . . . . . . . . . . . . . . 93
Welcome to the twilight zone: fear and abandonment in the Free State’s health system . . . . 94

Spotlight Access: Intellectual property

Photographers: Thom Pierce, Ufrieda
Ho, David Harrison
Contributors: Peter Piot, Mark
Heywood, Edwin Cameron, Salim Abdool
Karim, Hoosen Coovadia, Linda-Gail
Bekker, Robin Wood, Françoise BarréSinoussi, Quarraisha Abdool Karim,
Glenda Gray, James McIntyre, Tolu Oni,
Francois Venter, Lynn Morris, Carolyn
Williamson, Kathy Mngadi,Vuyiseka
Dubula, Fareed Abdullah, Sharonann
Lynch, Anele Yawa, Chris Beyrer, Leigh
Johnson, Polly Clayden, Simon Collins,
Sharon Lewin, Thomas Rasmussen, Kerry
Cullinan, Kanya Ndaki.
Design: the earth is round
Copy editor: Karin Schimke
Thanks to Mark Heywood and Gerda Kruger
and Kristana Peris for the input and editing.
Cover image: treated photograph by Gideon
Mendel taken at a protest march at the
International AIDS conference in Durban, 2000.

Spotlight is produced with the
support of the South African
Development Fund.

The Treatment Action Campaign
(TAC) advocates for increased access
to treatment, care and support
services for people living with HIV,
and campaigns to reduce new HIV
infections. Learn more about the
TAC’s work at www.tac.org.za.

@TAC

Won the battle, lost the war . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 97

Spotlight Science

A cure for HIV: Are we getting any closer? . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  103
Is HIV elimination a pipe dream?. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  105
Pre-exposure prophylaxis in context. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 108
The future of antiretroviral treatment . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 113
The era of viral load is here . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 116
Clinical trials and scientific discoveries give renewed hope for an HIV vaccine. . . . . . . . . . . . . . 118

NSP indicators

Are we meeting the NSP targets?. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  120

Spotlight Durban 2016

Activists guide to Durban. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .  128

SECTION27 is a public interest law
centre that seeks to influence,
develop and use the law to protect,
promote and advance human rights,
particularly the right to health.
Learn more about SECTION27’s
work at www.section27.org.za.

@SECTION27news

EDITORIAL

Despite huge progress since the end of AIDS denialism,
only about half of the people who should be on
antiretroviral treatment in South Africa are receiving
treatment in 2016. HIV incidence remains stubbornly high
(over 300 000 new infections per year) and TB continues
to kill tens of thousands per year (estimates vary quite
widely). HIV and TB is clearly still a crisis.
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Based on the articles in this edition of Spotlight and on the recent work of the
Treatment Action Campaign and SECTION27 we have compiled a list of the top ten
priorities for the HIV and TB response in South Africa. While not everyone will agree
with everything, we have tried to make a list most people would agree with.
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1.

All provincial MECs (ministers) for Health, heads of provincial health departments, and others
holding key posts in the public healthcare system, who are implicated in corruption, lack
relevant qualifications, or lack commitment to public service must be dismissed immediately.

2.

Before World AIDS Day 2016 government must publish a comprehensive
and fully budgeted-for plan to provide all people living with HIV in South
Africa with a reliable supply of quality antiretroviral treatment.

3.

The Department of Health must launch an ambitious new HIV Counselling
and Testing campaign before the end of 2016 to ensure that everyone knows
their HIV status. Steps must be taken to prevent coerced testing.

4.

The Department of Health must ensure that every person living with HIV receives at
least one viral load test per year. Viral load coverage and viral suppression rates must be
reported regularly – broken down by province, by district, and by healthcare facility.

5.

Government must ensure that all schools provide comprehensive HIV and sex education and easy
access to condoms from the beginning of the 2017 school year. Whether or not government delivers
on this will be a key test of its commitment to reducing the rate of HIV infections in young women.

6.

South Africa must triple its investment in TB R&D and pressure other high TB burden countries
to do the same – especially other BRICS countries. South Africa must also take the lead in
advocating for an R&D treaty or agreement at the World Health Organisation and must play
a leading role in UN processes reassessing the way in which society pays for medical R&D.

7.
8.

South Africa must urgently amend its patent laws so that we can utilize
public health safeguards available to us under international law.
Government (not just the Department of Health) must conduct a survey of TB infection control
in all public facilities – including clinics, home affairs offices, police stations, and correctional
facilities. This must be followed by an ambitious national TB infection control campaign.

Department of Health must ensure that a single patient identifier is fully
9. The
implemented in the healthcare system in all provinces before the end of 2017.
must ring-fence at least 2% of all funds flowing into South Africa for supporting
10. Donors
independent civil society. Without civil society to hold government to account and to
build treatment literacy in communities South Africa’s AIDS response will falter.

Welcome to the first edition of Spotlight. Spotlight is the new identity of
the NSP Review. You can follow Spotlight on twitter at @SpotlightNSP,
Facebook at Spotlight NSP or sign up for our electronic newsletter at
www.SpotlightNSP.co.za.
Like the NSP Review, Spotlight is
published by SECTION27 and the
Treatment Action Campaign. Spotlight
will continue the tradition of asking
the tough questions about the HIV and
TB response in South Africa, but also
look more widely to the health system
and other related issues. As you’ll see
in this issue, we will include views from
a wide variety of people. Ultimately
though, the focus will remain on the
lived realities of users of the public
healthcare system, measurements of
key HIV and TB indicators (see pages
120-125), and on scientific evidence.
Reading through this first issue
of Spotlight it is hard to avoid the
conclusion that neither the South African
nor the international AIDS response
is ambitious enough nor is it backed
up by sufficient human and financial
resources. How to respond to this lull
in the AIDS response is likely the most
important question facing attendees of
the 2016 International AIDS Conference
in Durban (see Peter Piot’s article on
the challenges ahead on page 35).
While rhetoric about the ‘end of
AIDS’ has become pervasive – such
rhetoric is premature. Indeed, this
point is made in an article by foremost
AIDS scientists Chris Beyrer, Linda-Gail
Bekker and Françoise Barré-Sinoussi
(page 39) and also in an article by
Francois Venter (page 11). As pointed
out by Leigh Johnson (see page 105),
the currently available modelling
suggests that HIV elimination is unlikely
and that only the first of the three
90s will be reached in South Africa.
Lots of food for thought amid the
hot air coming from some quarters!
The key facts are clear. 17-million
people are on treatment, but another

20-million should also be offered
treatment. Around a million people still
die of HIV-related causes every year. If
you read our KwaZulu-Natal (page 51)
and Free State special reports (page
72), you will see that the healthcare
systems where these battles are being
fought are often severely dysfunctional.
These are the realities that Spotlight
will engage with. Yes, we will listen
to plans to “end AIDS” – but we will
interrogate those plans. Yes, we agree
with the consensus that everyone
living with HIV should be offered
treatment – but we will ask to see
the plans for making treatment for
all a reality. Yes, we will acknowledge
what political leaders say about
employing community healthcare
workers or supporting independent
civil society – but we will also check
to see whether these leaders put their
money where their mouths are. And
even though we are linked to activist
movements, we will not hesitate to ask
the tough questions from civil society.
As argued by Anele Yawa (page
6), we need to get serious about the
AIDS response. Of course, most of the

healthcare workers, patients, activists,
researchers and government officials
are already serious about HIV – but
somehow this seriousness gets lost in
the corridors at UNAIDS, at the G20,
or at the various treasuries around
the world. We shouldn’t allow this.
This then is our objective – through
collecting and summarising evidence,
through serious analysis and reflection,
through quality journalism, and
by investigating and reporting on
what is happening at the coalface
of healthcare delivery – we intend
to provide the information that will
help fuel a more active and ambitious
political response to HIV and TB.
These are lofty goals. Our very small
team here at Spotlight will not achieve
them alone. We need the help of people
who are also serious and committed
to our struggle against HIV. We thank
everyone who has so generously
contributed articles to this issue.
We want to hear from you. If
you want to write for Spotlight or
send a letter to the editor, you can
mail us on SpotlightNSP@gmail.
com. Let’s get to work!

This then is our objective – through collecting
and summarising evidence, through serious
analysis and reflection, through quality
journalism, and by investigating and reporting
on what is happening at the coalface of
healthcare delivery – we intend to provide the
information that will help fuel a more active and
ambitious political response to HIV and TB.
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HIV and TB in South Africa

Editors’ note
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COMMENTARY: AIDS 2000 – AIDS 2016

A collection of HIV activists, scientists,
researchers, bureaucrats, academics and
global leaders reflect on 16 years of an
epidemic. Some have opted to make it
personal and some angry while others have
kept it clinical. We invite readers to join us on
a journey which started in Durban in 2000,
paused in Toronto in 2006 and has returned
to the coal face of the epidemic.
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COMMENTARY: AIDS 2000 – AIDS 2016

Our house is still burning:
We need your help
Anele Yawa
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we can end AIDS without dealing
with the widespread dysfunction in
our healthcare systems. Thirdly, we
have to get serious about how we
are going to produce and pay for the
medicines needed to treat an extra
20 million people. Lastly, we need
detailed, fully funded plans that will
make treatment for all a reality.
Getting serious also means an
unwavering commitment to the
evidence in all aspects of our AIDS
response. It means being guided by
the scientific evidence rather than by
what sounds good or by what “sells
on the hill”. It means never again
wasting money in the way money was
wasted on, for example, abstinenceonly programmes. It means standing
up to the moral Mother Grundys and
providing young people with proper
sex education and access to condoms.
It means asking “Why are we so
quick to stigmatise ‘sugar daddies’?
but so slow to ensure young people
have easy access to condoms?”
Getting serious means addressing
the political obstacles to fixing our
healthcare systems. It means dealing
with corruption, mismanagement
and patronage in our healthcare
systems. It means not turning a blind
eye when healthcare systems are
wrecked by people who are politically
well-connected – as is happening in
the Free State province here in South
Africa. It also means acknowledging
that while PEPFAR giveth, the United
States Trade Representative taketh

away – the latter by bullying poor
countries into trade deals that
compromise access to medicines.
Getting serious also means not
tiptoeing around cruel and inhumane
legislation such as the anti-gay
laws in place in many countries. At
a conference like the International
AIDS Conference IAC, we must
say loudly and clearly that what
countries like Nigeria and Uganda
are doing is unacceptable and an
affront to our common humanity.
Getting serious means an end to
empty rhetoric and spin. It means
that UNAIDS must stop talking
about an end to AIDS while there
are 20 million people who still
need treatment. We cannot spread
complacency just because we want
to tell a positive story. Our lives
are not an advertising campaign.
At this point in the AIDS response,
complacency is our greatest enemy.
Even though a staggering 20 million
people still need treatment, we have
allowed the spotlight to shift. We
have allowed the world to think AIDS
is no longer a crisis. To the extent
that we have allowed this to happen,
we have betrayed the 20 million
people needing treatment today.
We have no choice. We are morally
obliged to change this in Durban.
Getting an extra 20 million people
on treatment will not be easy. If we
are serious about things like 90-90-90
then we are going to have to rock the
boat. I know that most of us want to be

TAC protest in the Free State, March 2014.

polite and not offend anyone. But our
moral obligation is not to ourselves, or
our own comfort, but to the 20 million
people who still need treatment. We
have to say to the governments of
high burden countries: “You have to
invest more. You have to do better.”
We have to say to rich countries that
they have a moral responsibility to the
people still dying of AIDS and their
families. And if governments don’t do
their part we must name and shame
them and stop the quiet diplomacy.
We don’t have to go hat-in-hand to
Geneva or New York. We don’t have to
accept ‘no’ for an answer. If a house
is burning with people inside, then we
help. That is what it means to be human.
If we are truly serious about things
like 90-90-90, then we have to once
again turn our crisis into a crisis for
our political leaders. Together we

We don’t have to go hat-in-hand to
Geneva or New York. We don’t have to
accept ‘no’ for an answer. If a house is
burning with people inside, then we help.
That is what it means to be human.
must demand that HIV and TB is on
the top of the agenda when the G7
or G20 meet. We must demand that
more money is invested in TB research.
We must say ‘no’ to a world where
the United States government spends
US$600-billion a year on its military, but
the entire world can only find US$700million per year for TB research.
We have the moral authority

to demand a second wave in
the AIDS response. We have
no choice but to use it.
Welcome to Durban 2016, let’s roll
up our sleeves and get serious. We have
20 million more people to treat.

ANELE YAWA is the General Secretary
of the Treatment Action Campaign.
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Around 17 million people living with
HIV are receiving antiretroviral therapy,
20 million are not. We now know that
20 million people are at increased
risk of developing tuberculosis and
cancers – even if some of them still
have high CD4 counts. We also know
that providing those 20 million
people with treatment will help
prevent many new HIV infections.
It is clear what we need to
do – we need to make sure an
additional 20 million people have
access to treatment. On this score
most of the researchers, doctors,
diplomats, policy-makers and
activists gathering in Durban will
agree. We have all the slogans and
all the right rhetoric. We all agree
that 90-90-90 is the way to go.
But 20 million? Twenty million when
all we’ve achieved so far is 17 million –
and that 17 million only through years
of struggle, sweat and tears, with years
of donor assistance, and unprecedented
political will. Is it not madness to think
we can get another 20 million on
treatment? Is a reality check overdue?
If we are ever to get near an
additional 20 million, then Durban
has to be a turning point. It has to
be the moment where we once again
get serious about the HIV epidemic.
What should we be getting
serious about? Firstly, we must get
serious about where we will find the
healthcare workers to support an
extra 20 million people on treatment.
Secondly, we have to stop pretending

spotlight
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What is the state of play as the world returns to Durban 16 years after the
historic 2000 AIDS conference? It is simple: less than half of people who
need HIV treatment have access to it.
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Mark Heywood
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2016 is a year of AIDS anniversaries.
• It is the 20th anniversary of the
International AIDS conference in
Vancouver where the successful
use of combination antiretroviral
therapy for the treatment of
HIV was first announced.
• It is the sixteenth anniversary of
the landmark International AIDS
Conference in Durban where Nelson
Mandela defied Thabo Mbeki noting
that “in the face of the grave threat
posed by HIV/ AIDS, we have to rise
above our differences and combine
our efforts to save our people” and
calling for “large-scale actions to
prevent mother-to-child transmission”.
• It is the tenth anniversary of the
Conference in Toronto which saw
Stephen Lewis, then the UN Special
Envoy on AIDS in Africa, denounce
the South African governments
deadly and denialist response to
AIDS as “more worthy of a lunatic
fringe than of a concerned and
compassionate state” and as “wrong,
immoral [and] indefensible”.
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At each of these conferences civil
society’s loud, unapologetic truth talking
activism was crucial in breaking the logjam, as it has been through the epidemic.
In the 1990s activists in the United
States had organised angry and effective
demonstrations to speed up research
into treatment. They started the
tradition of exposing pharmaceutical
company profiteering from AIDS.
When the treatment breakthrough
was announced they refused to be
pacified, immediately turning attention
to the prohibitive cost of treatment
for people with HIV in developing
countries. One activist famously
warned that “if AIDS treatment was

a glass of clean water, 90% of people
in developing countries who needed
it would still not be able to access
it.” On the back of this unpalatable
truth AIDS activism went global.
Ten years later, in Toronto TAC activists
trashed South Africa’s country exhibition
to protest that our then Minister of
Health, Manto Tshabalala-Msimang, had
displayed beetroot and garlic cloves
as treatments for people with HIV.
We protested the death of a prisoner
with AIDS and called on the world to
show its rejection of AIDS denialism.
A few weeks later, back home in South
Africa, talks began between TAC and the
Presidency that led to the restructuring
of the SA National AIDS Council
(SANAC) and the 2007-2012 National
Strategic Plan on HIV, TB and STIs that
set a target of two and a half million
people on ARV treatment by 2012.
These were examples of the
uncompromising activism that has been
the engine of the AIDS response for 30
years. Its importance is acknowledged
in the UNAIDS-Lancet Commission
report Defeating AIDS – Advancing
Global Health * where it is stated:
“Activism constitutes a global
public good, deserving investment
commensurate with the role it plays
in improving health outcomes.
The independent, sometimes
confrontational, legacy of activism
should be revitalized and nurtured

because it provides political incentives
for attention and support to AIDS
and health.” (my emphasis)
The report also recognises that:
“A global health movement can
transform a lofty set of global goals
into community realization. Civil
society actors will need to find new
ways to organise activism, while
governments and international
organisations must create conditions
for activism – including direct
investments, a free and open media,
protection of rights to speech, and
assembly to raise inconvenient truths –
be they related to emerging pandemics
or environmental health issues.”
But what is activism? And what is
independent? In fact, what is this
mysterious creature called civil society
that everyone talks about? These
questions need honest answers. They are
also crucial in the context of a growing
recognition by some donors, PEPFAR
included, that activism must be funded.
They need honest answers because in
recent years the smell of dollars and per
diems has drawn a range of charlatans
under the broad umbrella of civil society.
Frequently these are people whose
actions and motives cause division and
confusion within communities as well
as amongst governments and donors.
They are also a waste of money.

But what is activism? And what is
independent? In fact what is this
mysterious creature called civil
society that everyone talks about?

Put simply: Independent civil society
activism is vital to the success of ending
AIDS. It’s crucial to 90-90-90. Let’s
put it another way: the world will not
end AIDS or TB without activism.
In juxtaposition to activism there
is slacktivism. Slacktivism is the
opposite of almost all of these.
In South Africa and elsewhere
slacktivism has smuggled its way
into the AIDS response by wearing
camouflage. From my observations
these are some of its features:

Put simply: Independent civil society
activism is vital to the success of ending
AIDS. It’s crucial to 90-90-90. Let’s
put it another way: the world will not
end AIDS or TB without activism.
• It likes proximity to political
power. It seeks public stages
and photo opportunities, mainly
so it can advance its own self
or organizational interests.
• It creates organisations with rights
sounding names, it talks about
“our people”, and likes to claim
to be the sole representative
of people living with HIV.
• But it is neither transparent
or accountable to any
community or constituency.
• It loves to travel – by business
class whenever possible. One
South African ‘leader’ made 18
international trips in one year.
• Finally, when it is challenged it
claims that divisions are about
territory or jealousy, giving the
impression that petty-division is
inherent to civil society organization.
It is not. Genuine activism doesn’t
need to fight over territory – the
territory of need and human rights
violations is bigger than us all.
As we consider the challenges that face
the next phase of the AIDS epidemic we
have to be honest with ourselves. Frank
talk about these issues is not about
causing division. It is about ensuring
the legitimacy of NGOs and social

movements, of Country Co-ordinating
Mechanisms (CCMs) and civil society
delegates to the important institutions
that have been created to advance the
response to AIDS and TB, in the eyes of
the ordinary people. It is about ensuring
that AIDS money is spent on AIDS.
Civil society must accept and
embrace the same standards that
we demand of others, particularly
transparency and accountability. We
call for an activist Code of Conduct,
developed by ourselves, that donors
can use as a basis of assessment.
TAC believes we have done our
best for the last 17 years to hold
ourselves to these standards. We are
not without fault and we have not
avoided mistakes. But when we have
encountered corruption in our ranks we
have expelled it. We have maintained
openness. Our books have been audited
every year. Our leaders remain elected
and accountable to our members. Our
organization is open for inspection. We
call on all civil society organisations
to embrace this standard.
MARK HEYWOOD is a co-founder
TAC, Director SECTION27
*Lancet, Vol 386: 9989, July
11-17, 2o15, 171-218
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Activism and Civil society:
what it is and what it’s not

So how to distinguish independent
activism from its pretenders?
I would argue that it has five
intrinsic characteristics:
1. It is connected to impoverished
and marginalized communities
– the people still most at risk of
HIV and AIDS. It does not usurp
the voice of these communities
but empowers and amplifies it.
Activists come from and constantly
return to their communities. They
should be seen to be accountable,
mandated and to share what they
learn (and what they earn).
2. Activists are self-sacrificing rather
than self-advancing. They do
not use their positions to solicit
jobs or cosy-up to power.
3. Activism is not a job. But it must
be professional. Activists are thirsty
for knowledge that can advance
our cause, we follow evidence
and base advocacy on facts.
4. Independence means not being
beholden to or afraid of any
power, public or private. It means
independence from private
companies and from governments,
the willingness to speak out without
fear or favour. Activists are not antigovernment. In fact we try our best to
build effective governments because
governments have the power and the
duty to save our lives and ensure our
dignity. But democracy is our oxygen
and we will protect or fight for it.
5. Activism is based on the continuous
promotion of human rights, equality
and social justice. This is not only
something it does externally, but it
must live its practice. It can’t tolerate
racism, sexism or homophobia.

spotlight
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“The end of AIDS” tune is
premature and dangerous
Professor Francois Venter

10

AIDS mural in Soweto, 2011.

officials who stood up during the
denialist Mbeki administration
period, who fought hard for a
scientific approach, where cabinet
did little to challenge their irrational
President and his obdurate Minister of
Health. Many of these same officials
stayed on, and have supported the
Zuma administration and current
Health Minister Aaron Motsoeledi
in giving us the world’s largest ARV
programme. There are many unsung
heroes in the struggle against
AIDS denialism, and hopefully one
day their story will be told.
However, to quote an old
revolutionary: “Tell no lies…. Claim no
easy victories”. We face huge challenges
with sustaining the HIV response in
South Africa, and we should not kid
ourselves that the road to getting on
top of the epidemic is even half-done.
The rhetoric of agencies, suggesting
the end of AIDS is around the corner, is
grossly premature and very dangerous.
Two critical and vastly different
factors have played a part in making

our HIV response so effective:
• Unprecedented community and civil
society mobilisation. Led by the
TAC, and quietly supported by many
in government, the clashes with
the state and the pharmaceutical
industry kept the fight for better
treatment front and centre of the
AIDS response since 2000. Aided
by researchers, clinicians, donors
and a critical media, apathy on the
part of the public was transformed
into outrage at government’s
initial denialism and subsequent
anaemic support under Mbeki. Less
acknowledged was the huge amount
of community treatment literacy
that was undertaken by civil society
that prepared patients at a local and
clinic level for taking treatment.
• Resilience of ARVs. The spectre
of mass ARV resistance and poor
adherence never materialised.
While ARV resistance is devastating
at an individual level, and there
may be a signal that certain drug
classes now may have slightly

We face huge challenges with
sustaining the HIV response in
South Africa, and we should not kid
ourselves that the road to getting on
top of the epidemic is even half-done.

#15 – J uly 2016

The success of the programme has been
beyond some of our wildest dreams. A
situation, where almost half a million
people were dying every year, has been
transformed. Over three million people
are on safe treatment, life expectancy is
up across the country (life expectancy
is normal for people starting ARVs
with CD4 counts above 350), and
mother-to-child transmission has
plummeted. The steps to accomplish
this have been astounding, when
you think about it – rolling out HIV
testing, getting people ‘’staged’’ with
CD4 counts, transitioning them to
adherence interventions to get them
started on ARVs, and keeping them in
care, while reliably supplying the drugs
and laboratory monitoring services.
The government has received
much applause, both locally and
internationally, for sustained political
and financial support to the HIV
programme since 2008, making it
one of the few non-donor dependent
programmes in Africa. The UNAIDS
90-90-90 targets have been embraced
by the Department of Health as
aspirational targets, and seem
tantalisingly close. Data from the
Africa Centre shows clear correlation
with ARV coverage, and a decrease in
new HIV infections. For the first time
in decades, we have seen a decrease
in TB numbers, almost certainly due
to increased coverage of ARVs. All
this, in a health system that can
charitably be called less than optimal.
There are brave government

spotlight
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It is strange to think of the progress we have made as a country since
2004, when the South African antiretroviral (ARV) programme rollout
was started.

11

These two factors allow us to look
to the signals of where the HIV
programme has challenges, and how we
may start addressing these practically.
The UNAIDS 90-90-90 targets (ensure
that 90% know their HIV status,
90% get ARVs and 90% are virally
suppressed) provide a useful way to
view these challenges. Here are a few
of the major issues we need to address
and some potential solutions, in no
particular order, which may need to be
tested by the current and next NSP.

spotlight
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HIV testing
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While HIV testing is reaching a substantial
number of people, the 90% knowing
they are positive target is the biggest
gap in the UNAIDS targets, and the NSP
target of testing everyone annually
will never be a reality with current
testing models. Testing remains stuck
in overloaded state facilities or in
bureaucratic systems in the private sector.
New testing strategies have not been
evident since the dawn of rapid testing
over a decade ago, other than the
Minister’s major push to test 15 million
in 2010. There are lessons in this push,
which got huge numbers of people tested
and contributed to a surge of people
accessing treatment (and a welcome
rise in the average CD4 count at ARV
initiation). The surge was largely driven
by civil society, commercial pharmacies
and donor programmes, often supported
with the Department of Health (DoH)
test kits; facility testing in traditional
DoH clinics did not rise substantially.
It is probably not realistic to
expect much more at traditional
health facilities. Short of a major
restructure and improved management

of health staff, coupled with more
resources, the burden of testing on
these facilities will be significant.

Get everyone else
involved in testing

The target setting in 2010 focused many
minds outside of traditional facilities. It
seems possible to set the first 90 as a
target outside of clinics and hospitals – a
similar campaign, but one that does not
focus on the DoH clinics, but rather on
workplaces, churches, schools, unions,
sports clubs and others. There is nothing
stopping the Minister from issuing this
challenge, and insisting that the country’s
sectors cooperate. How each sector gets
people tested (in a way that respects
human rights and legal requirements),
and links them to care, could rest with
the respective sector. A good start
would be directing this challenge at
the country’s biggest employer, the
government. The Minister, as well as
his officials have long and justifiably
complained that other departments and
parliament mouth rhetoric around HIV
with no substance, leaving it a DoH issue.
Imagine the Departments of Basic and
Higher Education having to ensure all
their teachers and students are tested, or
the Department of Labour working with
unions to get their members through
the HIV pre and post-test counselling
process, with DoH providing test kits.

Expand community
and self-testing

There are some innovative testing models
out there to be tried. Initial enthusiasm
has been for community home testing,
and this has been effective in finding
undiagnosed HIV. However, subsequent

waves of home testing by MSF in Africa,
have demonstrated very low subsequent
case finding, suggesting that these
interventions are probably worth
doing as a once off, but subsequent
waves can be delayed. Self-testing is
an innovative approach that has been
shown to be safe and acceptable in
several environments, including in
a large study in Malawi. The World
Health Organisation (WHO) is currently
developing guidelines on self-testing,
with several products on their way to
commercial market. This may assist a
lot in getting routine testing away from
facilities, allowing pressured healthcare
staff to play a role in confirming the
diagnosis and starting ART, rather
than testing healthy negatives.

Fix HIV testing quality
assurance problems

Finally, an unpleasant elephant in the
room is what WHO terms ‘’misdiagnosis’’,
where incorrect HIV results are given to
patients, undermining both testing and
treatment programmes. While some highprofile cases have been due to the tests
themselves, it is clear that most problems
are seen with the health workers
performing the test. The full extent of
the problem is not known, although a
simple enzyme-linked immunosorbent
assay (ELISA) screening of new CD4
counts received by the National Health
Laboratory Systems (NHLS) would
solve the problem in a flash. Quality
assurance programmes are needed at a
facility level, to identify problem staff
practices, with training and monitoring
interventions triggered as needed. Again,
this could be delegated to the NHLS as
the monitor, if resourced adequately.

...an unpleasant elephant in the room
is what WHO terms ‘’misdiagnosis’’,
where incorrect HIV results are given
to patients, undermining both testing
and treatment programmes.

Get new drugs to decrease costs
Thankfully, new drugs that are safer,
cheaper, and more robust are in the
offing, and will hopefully substantially
reduce the drug bill, while limiting
transition to second and subsequent
line therapy. With the right studies,
these may be available by 2019 in
the South African state sector.

But don’t forget the kids...

These new drugs are being tested on
children, and harmonisation with adult
regimens guards them from stock
outs. The paediatricians need to ask
what evidence will ensure maximum
harmonisation with adult regimens,
and what research needs to be done
to give firm recommendations.

Missing in action 1: Men

If the treatment programme is
disaggregated by 90-90-90 gender data,
South African women are pretty much
there, due partly to high testing rates
in PMTCT programmes, and familiarity
with clinics through contraception and
childcare. Men, however, are undertested and access ART far less than
women. UNAIDS released data showing
that South Africa has the worst gender
imbalance in terms of access to ART
in the world. Men present later and
at a lower CD4 count, with poorer
outcomes, and have poorer adherence
in some studies. The rhetoric around
young women’s vulnerability to HIV
(which is real) obscures the fact that
male lifetime risk of HIV approximates
women’s – it just occurs over a longer

UNAIDS released data showing that South
Africa has the worst gender imbalance
in terms of access to ART in the world.
life period. Unfortunately, precious
little creative thought is apparent
around improving male access to care.

Get to the workplace
and get creative

Some quick wins seem possible – as
male representation in the workplace
far exceeds women’s, this is an easy
place to start, perhaps with the HIV
testing programmes discussed above.
In addition, expanding clinic times to
accommodate working people seems
sensible. However, this does not reach
unemployed men, a huge number of
people. Self-testing has been shown
to be very acceptable to men, but
finding acceptable and validated tests
will probably only occur next year,
and may take time to enter the state
sector. New and creative ways to
access men are desperately needed,
if any of the 90s are to be attained.

Linkage to care

The previous NSP called for the
implementation of a single-patient
identifier (SPI) for health databases, a
concept ratified by the national DoH
using the national ID number, but
very poorly implemented so far. The
previous call was on the back of multiple
concerns about poor monitoring and
evaluation of the programme, and
the unknown number of people ‘’lost’’
to the programme (either through
default, death or simply getting their
treatment elsewhere). Interpretation
of data is therefore almost completely
speculative – terms like ‘’lost-to-followup”, which often come with implicit
stigmatising judgements on patients in
systems, are probably more accurately
titled ‘’lost from our (very poor) systems
of monitoring”. Commonly cited
numbers like 30% lost at two years
from programmes, seem implausible
looking at the remarkable increase in

life expectancy. While some patients
indeed may fall off the system and
die, it seems more likely that most
simply migrate between clinics that
have non-existent referral systems.

Decree the SPI

As a single, decisive implementation
priority, it is hard to see one with more
profound implications than the singlepatient identifier. It already exists in
the private sector through pharmacies,
where medical aid information is
pooled. Some provinces have resisted
the call for a single identifier, citing
confidentiality issues or the fact
that a small number of people don’t
have ID books. While these concerns
are real, they are easily remedied
with international standards around
accessing relatively confidential data,
and ensuring a ‘’plan B’’ is available for
people without ID numbers that allows
testing. There is huge loss in terms
of programme monitoring, as well as
individual patient harm where referral
is not done and health care workers
have to guess at optimal treatments,
harms patients every day. Starting
with the NHLS, a national directive
that all laboratory tests have to have
to be submitted with the ID number
should be implemented, with a national
programme telling facility health
staff that a date has been set, and
specimens will be discarded without
the number. This is already done for
some facilities, for other information
like health worker contact details,
so there is precedent. Facilities then
should transfer their file numbering
system to one using the single patient
identifier, with future promise that
some of these records will make their
way to an electronic centralised system
that is centrally accessible. Until this
is done, arguing about the extent of
linkage to care problems and possible
solutions seems pointless.
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reduced efficacy, the doomsayers
have been proved wrong. Even the
older regimens, associated with
substantial irreversible toxicity, had
people taking their treatment for
years, a testament to the power
of the medication and community
support. Twelve years in, only a
small percentage of people are on
second and third line regimens.

The budget for the HIV response is
huge in absolute terms. While certainly
appropriate considering the burden of
disease, and the effectiveness of ARVs,
the fact that the National Treasury
largely finances the programme makes
it vulnerable to economic downturns,
currency fluctuations and political
distractions, means that trying to
find cost savings is important. The
national ARV bill will be over R10
billion by 2018; removing CD4 counts
as an initiation criteria and testing
everyone will drive it higher.

spotlight
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SMS (or WhatsApp) the nation

Innovative cell-phone based approaches
also look promising in linking patients
to care, but implementation at a mass
scale has yet to be implemented. In
other fields, such as Home Affairs,
there is constant information fed
to the public after applications for
documents like passports or ID books.
Everyone is reminded about their
dentist, their car service, or their unpaid
Metro bills and traffic fines, and there
seems no reason this couldn’t be
extended to the public health system
to alert patients to appointments, drug
shortages, or changing clinic times.

spotlight

#15 – J uly 2016

Community engagement
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Treatment Action Campaign (TAC) march Pretoria, 2014.

It is hard not to be cynical about
support to community organisations.
Governments, donors and agencies
trumpet at almost every opportunity
about how important civil society and
community organisations. However, when
expenditure is analysed, precious little
trickles down to these organisations.
As an example, the TAC almost had to
close its doors, due to lack of funding,
and still battles to find adequate
financial support. Communities are
tasked with all manner of support to
HIV programmes, from education on
adherence to palliative care, almost all of
it unpaid. Reports of government funding
‘’sweetheart’’ organisations that do not
rock the boat or who are unaccountable,
abound. Donors who have supported
programmes that publicly criticise or
embarrass government, often with
good cause, have been berated at
times by politicians and officials.

Governments, donors and agencies
trumpet at almost every opportunity
about how important civil society and
community organisations. However, when
expenditure is analysed, precious little
trickles down to these organisations.
Set targets for budget
allocations

Treatment literacy and community
support are acknowledged to be
important. In the same way as many
budgets have ‘’X percent’’ allocated
to issues such as HIV prevention, a
percentage should be allocated for
civil society and community support,
and monitored as a performance
indicator. Those funded should be held
to reporting standards seen with other
organisations, to ensure accountability.

Novel models of care

MSF have revolutionised delivery
of drugs, with their (inadvertently
misleadingly-titled) ‘’adherence
clubs’’, centralised dispensing points
for chronic medications with a strong
focus on HIV. However, scale-up of
this model has remained challenging,
and provincial level buy-in is very
variable. In addition, the national
DoH have been experimenting with
home delivery of chronic medications,
although uptake is apparently slow.
In Gauteng, vending machines are
available on a pilot basis in a limited
number of facilities, through a donor
programme. The DoH has signalled
the urgent need for ‘’decanting’’ of
patients out of busy facilities.

Get innovative chronic
disease dispensing to scale

It is heartening to see these new
approaches, that both try to
decongest facilities, as well as make
access more convenient to patients.
However, they need to go to scale,
as only a small minority of the
population currently enjoy access
to these new models of care.

Don’t discount
verticalised services

These are loathed by many health
managers, who prefer the simplicity
one-size-fits-all model of primary
care. Unfortunately, it seems that for
certain marginalised or smaller groups,
this may be the most effective way
to address health needs, especially
HIV care. Experience with groups like
MSM, sex workers and adolescents,
as well as pregnant women, suggest
that tailored approaches work, and
future priority groups like transgender
populations are likely to need them too.

Drug stock-outs

Civil society, in partnership with
government, has been conducting
a regular drug stock-out survey, in
conjunction with a problem solving
aspect, where reports of stock-outs are
rapidly escalated and resolved, often
within hours. Despite a rocky start to
the relationship, the programme has
yielded much information and fruitful
collaboration, and two critical lessons:

1. Fixed-dose combination
tablets very rarely stock out

This was seen across the country, where
stock-outs of adult first-line ARVs and TB
treatment, both fixed-dose combination,
were almost non-existent. Other drugs
regularly stocked out, and despite (often
heroic) problem solving by health care
staff to get these medications, stockouts of ARVs in alternative regimens
and for children were common. This
needs careful consideration by guideline
committees, when considering regimens,
especially for children, where alignment
with the adult FDC would protect
them from individual stock-outs.
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South Africans may not appreciate
what a huge resource a National Health
Laboratory Service is (there are few of
them anywhere in the world), and how
it may assist us in understanding health
issues way beyond just HIV. However, the
poor support, especially from provinces,
that the NHLS has had over the last
few years, has severely undermined it.
Brave people still work there, and we
need it to function efficiently and cost
effectively, to get HIV and broader health
programmes the lab support they need.

spotlight

Photo: Treatment Action Campaign

Support the NHLS
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Having a call centre that knows who
to look up with information, and
rapidly resolve issues, is feasible on
a tight budget and a small number
of staff. The ability of staff to resolve
facility-level stock-outs (national DoH
has made substantial progress with
depot-level shortages) is remarkable. It
does suggest that perhaps testing this
with other facility headaches – staffing,
waiting times, other stock problems – is
an interesting and constructive model
for improving staff and patient lives.
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Tuberculosis
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It’s difficult to overstate the catastrophe
that remains South Africa’s biggest killer.
Despite some evidence of decreased new
cases, the numbers remain staggering,
with an additional burden of multi-drug
resistant TB (MDR-TB), and nowhere
near the resources to control either.
MDR-TB has a higher mortality than
Ebola, but the amount of programmatic
and political attention pales against a
disease not seen in South Africa since
1995, but which commands resources
and focus across the country. In the
diagnosis and treatment of TB, South
Africa leads the world in many aspects.
The introduction of the new diagnostic,
the GeneXpert in 2012 was an ambitious
undertaking but its early trials showed
that the GeneXpert did not result in a
reduction of mortality from TB. This
suggests health-systems weaknesses.
While South Africa is leading the world
in the implementation of new drugs
for the treatment of MDR-TB, including
bedaquiline, the implementation of
decentralised care with adequate M&E
for MDR-TB is patchy in many areas. The
solution lies somewhere between using
the latest advances in technology with
improvement in the basic principles
of TB control: find, test and cure.

Give TB more budget
and proper support

While there is evidence of some
movement in the TB world, partly on
the back of the Minister’s own “TB
90-90-90”, the TB department needs

the sort of energy, creativity and,
most importantly, budget that HIV
world has enjoyed for over a decade.

Deal with facility infection control

Worrying studies recently have shown
health care workers at very high risk
of TB, as well as data suggesting many
MDR infections happen in hospitals and
clinics. The lack of South African Medical
Association (SAMA) and nursing union
outrage at what is clearly an occupational
disaster, is disturbing. Facility rebuilding
is expensive, but needs to be adequately
planned for. In the meantime, the various
interventions around administrative
and personal protections around
TB really need more priority.

Get us better drugs
and diagnostics

We are seeing the first hint of this,
and the research community needs
to get fully behind these studies,
while demanding the resources
to execute them quickly.

Missing in action 2:
Young women, men
who have sex with men
(MSM) and sex workers

Politicians don’t like talking about
sex. It’s a vote killer, especially in a
conservative country such as South
Africa. Unfortunately, young women
remain at catastrophic risk of HIV, for
reasons we don’t understand, but are
likely to be a complex intersection of
behaviour, social ills like gender-based

violence, and biology. Interventions that
work (condoms, proper sex education
that includes access to contraception,
and pre-exposure prophylaxis) are
not available at schools, despite
objective evidence that this is when
the vast majority become sexually
active, and where substantial HIV and
other sexually transmitted disease
occurs. Brave moves by the DoH to
start extending PrEP services to sex
workers and perhaps to MSM, as an HIVprevention plan, are to be applauded,
but the same bravery is needed for
a much larger segment of society.

DBE needs courage

The Department of Basic Education
needs to change its policy, and
immediately allow meaningful
reproductive education, contraception
and condoms into schools. Parent,
teacher and politician sensitivities
need to be seen in the context of
incidence rates of up to 8% at some
of the KwaZulu-Natal sites.

Politicians need to change laws

In tandem, the excellent progress made
by a partnership of the DoH and a
wide slew of civil society organisations
to address the health needs of sex
workers in the new plan, which
includes a focus on HIV prevention
with immediate treatment and PrEP,
is undermined by the continued
criminalisation of sex work, with
harassment by the police a daily reality.
Again, it will take brave leadership
to address this, but it is necessary.

Well-meaning but evidence-free
interventions, ranging from meaningless
nutritional and exercise advice to mobile
mammogram screening, have been
adopted by various programme managers,
and advocated by senior DoH staff.

The Mbeki era controversy distracted us,
and let a huge portion of our society
off the hook on the AIDS response.
Beyond a few public statements by
leaders from the churches, unions
and within business, precious little
of substance has come from these
groups (with the exception of some
home-based church groups, and some
work-based treatment programmes).

Set them a challenge

Challenges need to be issued across
all these groups, to support the
HIV response. Again, a national
HIV testing programme would
be a tangible expression of this,
linked to accountable targets.

Distractions

It’s important to focus on what is
important within the HIV programme.
Much airtime has been given to the socalled ‘’non-communicable disease’’, both
within the general health system and
within HIV programmes. These conditions
are often based on observational data
from developed country populations, with
increasingly questioned interventions.
Well-meaning but evidence-free
interventions, ranging from meaningless
nutritional and exercise advice to
mobile mammogram screening, have
been adopted by various programme
managers, and advocated by senior DoH
staff. This despite the fact that TB remains
the number one killer in the country,
followed by other diseases of poverty.

Carefully evaluate
screening programmes

It is remarkable to reflect on a statistic
released in the last few years – that
poorer Americans have witnessed a
reduction in life expectancy in the last
30 years, and that this correlates clearly
with increasing poverty. South Africans
continue to die from under-nutrition
and other diseases of poverty. Expensive
screening programmes that use up the
precious time healthcare staff need
careful thought before being applied.
In addition, health workers and the
DoH need to understand that poverty

reduction is probably going to make a
far greater impact on health, especially
when screening tests involve convoluted
referral steps, invasive confirmation
and relatively untested treatments.
In addition, existing, evidence-based
screening for TB is poorly done, and
adding further layers of complexity to
this seems a poor choice. Public health
experts need to be better cheerleaders
in this regard, and temper the diseasespecific advocacy that has arisen within
medicine. A basic income grant for
poor people is likely to have a much
greater impact on their health than
a cholesterol screen or BMI check.

“Hide nothing from the
masses of our people.
Tell no lies. Expose lies
whenever they are told.
Mask no difficulties,
mistakes, failures. Claim
no easy victories...”
– Amílcar Cabral
Conclusions

Support vaccine development

Amílcar Cabral was a Guinea-Bissauan
and Cape Verdean agricultural
engineer, writer, and a nationalist
thinker and political leader. He was
also one of Africa’s foremost anticolonial leaders (Wikipedia).
The full revolutionary quote by Cabral
I referred to earlier in this article is: “Hide
nothing from the masses of our people.
Tell no lies. Expose lies whenever they
are told. Mask no difficulties, mistakes,
failures. Claim no easy victories...”
We can’t get complacent, with the
empty promise from agencies of an
‘’AIDS-free generation” when our victories
(in some cases) have been relatively easy,
and many mistakes were dismissed.
Many of these problems (and solutions)
are not specific to HIV. But HIV has
allowed the whole area of health to be
ambitious again, reconnecting with the
energy that briefly arose after the Alma
Alta Declaration on primary health care,
but perhaps with more critical reflection
(and resources to support it). It is an
exciting time to be in the health field,
especially in HIV, and people in South
Africa rely on us to get it right.

Stop getting distracted

PROFESSOR FRANCOIS VENTER is the
Deputy Executive at Wits Reproductive
Health & HIV Institute, Professor in
the Department of Medicine at the
University of the Witwatersrand.

Prevention

Finally, but just as importantly – despite
evidence of a downturn in infections
in some surveys – HIV new infections
continue to be around 1 000 a day. As
mentioned above, some brave choices
are needed in schools to address
the epidemic among young women,
and legal challenges to sex worker
legislation are required. However,
other interventions would help.

Support PrEP

Pre-exposure prophylaxis is complex, but
it works. The current push is appropriate,
but the group who most needs it,
young women, will almost certainly not
receive it using current models of care.
Integrating PrEP into contraceptive,
HIV testing and other programmes
will require drive and creativity.

This is a long-term solution,
but is looking more promising
than a few years ago.

Politicians are obsessed with people’s
sex lives, disregarding home-grown
evidence and insisting on supporting
poorly thought-through programmes
around concurrency and sugar
daddies. We need focus on better
relationships, gender violence and
attention to condom provision and
reproductive health, not billboards
trumpeting often meaningless
messages about who we have sex with.

CONFLICT OF INTEREST DECLARATION
Prof Venter receives support to both his
salary and programmes from a large number
of donors, as well as from the pharmaceutical
industry (including drug donations to
research projects) and managed care
organisations. He currently runs a large sex
worker health programme, an HIV-self testing
programme, and is working on research
studies on the new drugs detailed above,
as well as a programme looking at noncommunicable diseases. The views expressed
here are not necessarily of his organisation.
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Call centres work

Missing in action 3: Civil
society and business
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Durban: From AIDS
2000 to AIDS 2016
Professor Salim S. Abdool Karim & Professor Quarraisha Abdool Karim
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Winning the bid to host
AIDS 2000 in Durban

Following the establishment of
democracy in South Africa in 1994,
Quarraisha Abdool Karim was appointed

as the Head of the country’s AIDS control
programme. At the time, she was also
a member of the International AIDS
Society’s (IAS) governing council and
proposed Durban as a venue for the AIDS
Conference in 2000. To create a group to
work on the bid, she called a meeting in
Pretoria at which Hoosen (Jerry) Coovadia
was appointed to lead the conference
with Salim Abdool Karim as its Scientific
Chair and Gustaaf Wolvaardt as its lead
organiser. The team quickly prepared
the bid documents and Quarraisha
obtained the $1million guarantee from
government just in time to lodge the bid.
There was one small snag – Durban did
not have a functioning conference centre
yet – it was still under construction on
the site of the old Durban central prison.
There were many naysayers who were
concerned that the conference had never
been held outside the developed world
and that a developing country would
not cope with the demands for such a
big meeting. There were also those who
raised their concerns about the safety
of delegates, in response to information
doing the rounds about crime in Durban
and political turmoil in some parts of
South Africa. The most cutting of these
criticisms was that the “big name”
laboratory scientists would not attend
a meeting held in South Africa. Well,
none of these criticisms turned out to
be warranted, as we now know and,
thankfully, several of the senior leaders
in the IAS, including Stefano Vella, Mark

Wainberg, and IAS Secretary-General,
Lars Kallings strongly supported the bid.
Once the bid made it to the final
stages, Lars Kallings undertook the site
visit. The shortcomings in the bid could
no longer be kept out-of-sight; they were
now glaring! For example, Quarraisha
walked Lars around the Durban
International Conference Centre (ICC)
building site in hard hats, imploring Lars
to use his imagination to ‘see’ that the
Conference Centre would be able to cope.
A bigger snag then emerged, Durban
did not have the required number of
five- and four-star hotel rooms – it took
Gustaaf’s stroke of genius to solve this
problem with his proposal to have two
large luxury liners docked in Durban
harbour – just 10 minutes from the
Conference Centre – for the week of
the conference. For every shortcoming
and problem that emerged, yet more
imaginative solutions were found.
Eventually, we got the good news from
Lars that the bid had been successful.

Then the hard work
of organising the
conference starts

Gustaaf was tasked with creating the
organisational infrastructure (offices,
staff, telephones, vehicles etc) and
thus the non-profit company Dira
Singwe Conferences was born with the
members of the South African conference
committee as Directors. Right from
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As a result, there are plays, movies, music
concerts, art exhibitions, marches, poster
protests, stump talks in the community
village and other events in the midst
of presentations on, for instance, the
conformational structure of gp41 on
the outer envelope of the virus.
The International AIDS Conference in
Durban in 2000 was all this plus a lot
more. It created a unique belief that
we could collectively change the world
and created a common purpose to do
just that by doing whatever it took
to bring AIDS treatment to all those
who needed it. Critically, scientists and
clinicians walked alongside activists,
artists, drug company executives, policy
makers, front line health care workers,
political leaders, clergy, judges and just
ordinary people to say altogether that
the global inequity in AIDS treatment
can no longer be tolerated and that
it must change. Each person chipped
away at the edifice of inequality and
collectively achieved the goal of bringing
down the wall of inequity as the prices
of the drugs were brought down and
international solidarity led to funding
becoming available to provide treatment
to all those who could not afford it.

spotlight
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AIDS Conferences are unique in being a cross between a scientific meeting
and a community engagement forum. People from all walks of life attend
these meetings and they are a far cry from the usual rigid structure in
scientific conferences in order to cater for the range of interests.
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Mbeki and AIDS denialism
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Mbeki had proved himself to be a
powerful orator and intellectual in his “I
am an African” speech at the adoption
of the Constitution by South Africa’s
Parliament. However, shortly after his
election as President, a Jekyll-like side
emerged – one characterised by an
obsession with AIDS denial. Not only did
he see AIDS as a racist concept, where
blacks were being labelled as sexual
predators and promiscuous people,
he also felt that he was sufficiently
qualified with his post-graduate training

in economics to decipher complex
biology and medicine to interpret
internet-trolled information to come
to the conclusion that “a virus cannot
cause a syndrome” and by implication
that HIV cannot cause AIDS.
It was particularly striking to note
how strongly he held these views and
how the sycophants in his cabinet,
parliament and more broadly in the
ANC, defended Mbeki, seeing an attack
on Mbeki as an attack on the ANC.
Minister of Health, Manto TshabalalaMsimang, was his defender-in-chief and
saw to it that antiretrovirals (ARVs)
were not provided by the state. Aided
by several provincial MECs, including
MEC Sibongile Manana in Mpumalanga
and MEC Peggy Nkonyeni in KwaZuluNatal, she tried her best to prevent the
provision of ARVs for rape survivors.
As if organising one of the world’s
largest medical conferences was not
challenging enough, we now had a new
and even bigger problem. The two key
leaders of the AIDS conference, Jerry
Coovadia and Salim Abdool Karim, were
now regularly in the public eye for their
strident and forceful attacks on AIDS
denialism. Inevitably, those associated
with the AIDS 2000 conference came
under attack from Tshabala-Msimang,
especially when she had read our public
comments and statements challenging
Mbeki, thereby incurring her wrath
against the conference. She threatened
both of us repeatedly but undeterred,
we stood our ground. However, things
came to a head when she learnt about
the Durban Declaration a few weeks
before the conference. She was furious.
Peter Hale and his colleagues had

already by then gathered a few hundred
signatures and the number was growing
rapidly. The Durban Declaration still
stands out to this day as a triumph of
science over politics – a clear, irrefutable,
dispassionate statement of the facts
regarding HIV as the cause of AIDS.

The AIDS 2000
Conference

On the day preceding the start of
the conference, Durban City Hall
was the starting point for the march
by thousands calling for affordable
AIDS treatment. Almost in sympathy
with the marchers, the city hall was
bedecked with an enormous red
ribbon around its entire exterior walls.
Zackie Achmat led the march and it
set the stage for things to come.
Durban was buzzing – people had
arrived in their thousands to take
part in the conference. Logistics,
like transport and accommodation,
were all being tested to the limit,
but held firm. Key to addressing the
accommodation shortfall was the way
in which the people of Durban opened
their homes to conference delegates.
Large numbers of conference delegates
were staying in homely Bed & Breakfast
establishments or in residential homes.
Most of the shops in Durban proudly
displayed the conference poster
heralding the “AIDS drum” in their
windows to show their support.
The opening session of the conference
was held in the Kingsmead cricket
stadium next to the ICC, as a way
to enable the people of Durban
to attend at least one part of the

Inevitably, those associated with the
AIDS 2000 conference came under attack
from Tshabala-Msimang, especially when
she had read our public comments and
statements challenging Mbeki, thereby
incurring her wrath against the conference.

The stage was set
for global AIDS
treatment access

The conference itself became a melting
pot for new opportunities and for
unlikely interactions – drug company
representatives were speaking at
community forums in the Community
Village about their commitment to
affordable treatment; healthcare
providers explaining the pain of watching
their AIDS patients die helpless in
their efforts to fulfil their oaths to
ease suffering and community voices

The vibrancy of 2000 is no more. It has been
replaced with calm and rational options for
the future of the HIV epidemic made possible
by a combination of scientific discovery,
innovative funding mechanisms and deep
commitments from policy makers, activists,
researchers, health care providers and many
others to make AIDS treatment available.
everywhere. Speaker after speaker
talked about the pain, the suffering, the
stigma and the orphans. At the same
time, speakers described new options
for financing treatment access, using
Trade-Related Aspects of Intellectual
Property Rights (TRIPS) agreements to
overcome intellectual property obstacles,
generic drug options and human rights
obligations to provide treatment.
The stage was set to create a unique
cauldron for the set of ideas for making
AIDS treatment possible to percolate. By
the time the audience streamed into the
ICC for the closing session, it was clear
that a new era in AIDS was dawning. With
17 ovations, the packed-to-capacity crowd
in the ICC acknowledged and lauded
Nelson Mandela for his poignant words
of support for their cause, their pain and
their attempts to remain alive. His rallying
cry for action in ending AIDS injustice
and for a world where everyone would
be able to live with dignity reverberated
in the plenary hall as thousands stood
up in a rousing standing ovation.

The AIDS 2016
Conference

The stirring moments of the AIDS
2000 conference are not just distant
memories. The conference’s legacy
continues in every poor person who
is able to get affordable AIDS care
today. As the conference winds its way
back to Durban on a sojourn that saw
stopovers in Barcelona, Montreal and
Washington amongst others, it is a
good time to contemplate the future of
the AIDS Conferences and, specifically,
what it should aim to achieve in 2016.

The vibrancy of 2000 is no more. It has
been replaced with calm and rational
options for the future of the HIV epidemic
made possible by a combination of
scientific discovery, innovative funding
mechanisms and deep commitments
from policy makers, activists, researchers,
health care providers and many others
to make AIDS treatment available.
2016 is an opportunity to take a cold
and hard look at what it is really going
to take to bring about the “end of AIDS
as a public health threat” – the UNAIDS
2030 vision. There is no easy road to this
goal but if there is an opportunity to
build momentum in 2016 towards this
goal, then Durban is the place to do it.
The conference will be the perfect
stage to generate new ideas on how
to reach this noble goal – it will be an
opportunity to create, once again, a
common purpose focused on achieving
this important goal. It is no easy goal.
Some say that it is not even remotely
achievable. What better venue to
debate these issues than the birthplace
of the movement that brought hope,
dignity and life to so many?

PROFESSOR SALIM S. ABDOOL KARIM
is the Director of the Centre for the
AIDS Programme of Research in
South Africa and Professor of Clinical
Epidemiology at the Mailman School of
Public Health at Columbia University
PROFESSOR QUARRAISHA ABDOOL
KARIM is Associate Scientific
Director of the Centre for the AIDS
Programme of Research in South Africa,
Professor of Clinical Epidemiology
at the Mailman School of Public
Health, Columbia University
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the start, the team was committed to
drumming as a theme – the local animal
skin drum felt and sounded African
and the team was teeming with ideas
on how to use the drum image, drum
logo, drum sound and actual collective
drumming in the conference. We were
initially hesitant as it did not seem
appropriate for a scientific meeting but
we were totally sold on it after attending
a drumming session arranged by Gustaaf
at the ICC. We saw a dozen different
ways in which the drum could be used
in the conference. To give the drum
a genuine South African look, it was
covered in Ndebele design. Similarly, the
word “AIDS” in the conference logo was
coloured in the unmistakable Ndebele
design and colours – a great looking logo
emerged with a distinct African flavour.
Organising the conference was
sometimes challenging. There were too
many different constituencies to satisfy.
Committee meetings were imbued
with strong political overtones while
discussions on the scientific content
rarely featured except when it came
to heated debates on who should be
invited to speak. A rapidly emerging
challenge was the political situation
with concern about the 1999 South
African elections and concerns that the
country may be in turmoil post-Mandela.
Fortunately, none of these concerns
materialised – the elections were peaceful
and the transition to President Mbeki
went smoothly and peacefully. Little
did we know that South Africa’s real
challenge was lurking – AIDS denialism.

conference. Conference delegates
were carefully shepherded to the
chairs on the playing field while the
general public took over the stadium’s
raked seating in their thousands.
The funding for the theatrical
opening session came from a generous
philanthropy and what a spectacle
it turned out to be. Flying acrobats
and a choir with over 1 000 singers –
almost every church choir in Durban
was roped in – all in regal costumes
pouring forth amazing renditions.
We were worried about this grand
opening, but everything was going
along well – until Mbeki spoke.
He rambled on quoting an out-of-date
WHO report that said that AIDS was not a
major health problem and proceeded to
lecture the thousands of AIDS patients,
activists, health care providers and
researchers that AIDS should not be our
country’s and the world’s priority. A hush
descended with palpable disappointment
in Mbeki, turning rapidly into anger. The
audience was bristling with disbelief as
Mbeki ended. But, Nkosi Johnson, who
spoke next, stole the show – his tiny
frame conveyed in a booming voice
what the world was like for a child of
Africa living with HIV. Almost as if he was
speaking to the President one-on-one, he
explained why everyone should stand up
and be counted in the fight against HIV.
Unmoved by this child’s trembling
words, Mbeki simply got up and walked
out midway during Nkosi Johnson’s
speech. The irony of a little child
conveying home truths to the President
was not lost on the crowd. Their
disappointment in Mbeki was now bitter.
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South Africa on the front
foot and moving forwards
Professor Linda-Gail Bekker & Professor Robin Wood
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immune deficiency. In so doing, we were
able to counter negative perceptions
that ARVs couldn’t be used in Africa and
showed not only could South Africans
take the daily medications, but they
could do so with better adherence
than reports emanating from the
West. Early use of these new drugs
meant that we established expertise
that could be shared with colleagues
and next generation practitioners
to ensure more rapid skills transfer.
Perhaps, even more critical, the first
cohort of beneficiaries who felt as if
they had been “resurrected” expressed
a desire to “give back” by helping their
peers take their medication well. This
inspired the inception of the Sizophila
Counsellors which formed the basis
for a number of subsequent peerled community outreach efforts.
Durban 2000 was a watershed
conference, which threw light on
the overwhelming burden of need

in the South and the disparities that
drug costs and drug unavailability
created. The effort of the global
community over the next five years
was legendary. The UNAIDS, World
Health Organisation (WHO), the newly
initiated President’s Emergency Plan
For AIDS Relief (PEPFAR) and the Global
Fund unleashed an unprecedented
mobilisation of treatment and access to
care in the most burdened countries.
In our own community based
project, Hanan-CRUSAID ARV clinic
in Gugulethu, Cape Town, treatment
rapidly increased from just 150
treatment places to a continuous and
sustained 80 new treatment initiations
every month. Now more than 12 000
individuals have accessed care from
this clinic thanks to a Global Fund
Grant. Treatment was extended from
adults to children and adolescents
and this clinic continues to thrive,
now fully funded by the Western

...the message of Durban 2000 and
the Durban Declaration spurred civil
society, international agencies and
individuals to unite around a common
treatment goal. The picture happily
looks very different in 2016.

Cape Provincial health authorities.
Fast-forward to 2016 and many lessons
have been learned. With almost four
million South Africans having initiated
ART, declines of life expectancy in the
country have been reversed. Today,
with a supportive national health
department leading the way, HIV is
largely an outpatient disease, and
is managed throughout the country
at district level with the help of
community structures. We also now
have better tolerated regimens that
cost substantially less with once-a
day-dosing. Tuberculosis is inextricably
linked to HIV and improving TB-case
finding in HIV programs has improved
TB survival. In addition, we have defined
benefits of ART at all CD4 T-cell counts
and have also shown the prevention
benefits of ART. Additionally, we now
have prevention options for every mode
of HIV transmission such that clienttailored packages can be offered that go
far beyond the mainstay of abstinence,
monogamy and consistent condom use.
The challenge facing us now as we
contemplate again the arrival of many
thousands of delegates to Durban for
the 21st International AIDS Conference,
is how to translate the transformational
benefits of individual HIV care and
prevention into population benefits.
The need for universal coverage
to realise population benefits

continues to challenge the national
health budget, the ingenuity and
the innovation of the South African
health care sector. Universal testing,
treatment and prevention has
exposed our inability to reach the
difficult-to-reach populations in South
Africa. Durability of treatment will
be tested as individuals continue
into their second and third decades
of ART. Inadequate health seeking
behaviours, social mobility and overextended health facilities present real
challenges to tracking individuals
in the epidemic and our efforts to
fully extend treatment. The need not
only to reach enormous numbers
of individuals and to ensure their
retention and viral suppression in care
exposes the weaknesses and increases
pressures on our health care system.
There is increased recognition that
epidemic control will remain elusive
without interruption of transmission
in the highest incidence settings.
This will require additional resources
and galvanizing an already stretched
health system to fill these gaps, as well
as mobilisation of communities well
beyond health facilities. This extent of
scale-up of treatment and prevention
raises questions of funding and supply.
The lack of international focus due to
competing global health and other
perceived social and political needs

begs the urgent question of how these
efforts will be funded through an already
overstretched national fiscus alone.
In 2000, South Africa, despite
its substantial role in the global
epidemic, found itself on the back
foot in terms of our response
and our contribution. Many were
confused by the mixed messages
emanating from the Department
of Health in Pretoria. Despite this,
the message of Durban 2000 and
the Durban Declaration spurred
civil society, international agencies
and individuals to unite around a
common treatment goal. The picture
happily looks very different in 2016.
We welcome the world to Durban
in July with a very different and
positive narrative – but time, resources
and tenacity will tell whether we
are able to take a meaningful lead,
start to establish a firm grip on our
epidemic and turn the tide on the
South African epidemic for ever.

PROFESSOR LINDA-GAIL BEKKER is
Chief Operating Officer and Principal
Investigator at The Desmond
Tutu HIV Centre and Professor at
the University of Cape Town.
PROFESSOR ROBIN WOOD is Chief
Executive Director at The Desmond
Tutu HIV Centre and Professor at
the University of Cape Town.
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And yet as the world convened at the
International AIDS Conference in Durban
in 2000, the first time such a global
convening had occurred on African
soil, we already knew that combination
antiretroviral therapy (ART) was highly
effective in reducing AIDS and death. But
these life-saving drugs were unavailable
to the majority of the 5 million South
Africans living with HIV because of their
cost, and a political administration in
AIDS denial. Hospitals throughout South
Africa were full of dying patients, most
of them young and in the prime of life.
Our greatest challenges then to
counteract the devastation that was
unfolding included the lack of national
political will, with a President who
openly supported fringe denialist
theories and a health minister who
advocated for traditional remedies
and was outspoken about her negative
beliefs on antiretroviral therapies.
Other challenges that undermined
individual benefit from antiretroviral
therapy included adherence to difficult
regimens and the fact that so expensive
a commodity had to be rationed
to the very sickest individuals.
In our modest but unique clinic at
New Somerset Hospital, Cape Town we
were able to rescue a growing number
of HIV survivors by recruiting many sick
AIDS patients into phase 3 drug trials of
combination therapy. We were able to
show how effective these agents were
even in populations with extraordinary

spotlight
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The June 2000 UNAIDS global report on AIDS painted a sombre picture:
already South Africa had the greatest number of people living with HIV
than any other country in the world and life expectancy had fallen rapidly
to historical levels.
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Professor Glenda Gray & Professor James A. McIntyre
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HIV changed the nature of health in South Africa as our new democracy
emerged. Seemingly overnight, in front of our eyes, young people and
children died in unprecedented numbers. HIV slashed life expectancy,
wiped out a generation of economically active adults in their prime across
sub-Saharan Africa, reversed gains in under-five mortality and created a
cohort of AIDS orphans. It also revealed the inter-relatedness between
social behaviour, stigmatisation, cultural mores, religious beliefs and
human health. HIV changed our society at a time when South Africa
needed no distraction as it battled to rebuild a nation post-apartheid.
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From 1998 to 2003, civil society together
with AIDS activists, doctors and
scientists used scientific evidence, in
the face of government AIDS denialism,
to force the use of antiretrovirals for
the prevention of mother to child
transmission of HIV-1, and subsequently
the roll out of antiretrovirals as lifesaving treatment. Our work at the
Perinatal HIV Research Unit (PHRU)
in Soweto was at the centre of these
controversies. We had established the
PHRU when we commenced research
into the prevention of mother to
child transmission of HIV-1 (PMTCT).
Initially, we evaluated interventions to
minimise breast milk transmission of
HIV-1, before embarking upon the PETRA
study, one of the first antiretroviral
perinatal transmission studies to be
conducted after the famous USA
ACTG 076 study, which demonstrated
that AZT could reduce perinatal
transmission significantly. Because of
our involvement in the management
and follow-up of HIV-1 infected pregnant
women and their infants, we became
one of the first public sector sites to
conduct antiretroviral treatment trials
in adults and children. This gave us
the necessary comfort to propagate

the use of antiretrovirals in Soweto.
Soweto, thus became one of the first
demonstration projects for both PMTCT
and ARV treatment roll-out, funded
by the French government’s Fonds de
Solidarité Thérapeutique International
(FSTI) in a direct grant to the PHRU.
This Demonstration of Antiretroviral
Treatment (DART) was approved under
strict conditions by the then Minister of
Health, Dr Manto Tshabalala-Msimang.
However, as the governmental denialism
intensified, our efforts to secure
additional funding from the Pangaea
Global AIDS Foundation and Clinton
Foundation were closed down. We
received a phone call from the then AIDS
Director at the National Department
of Health (NDOH), instructing us to
stop developing the proposal, and
communication with the donors
then stopped without explanation. A
decade later, Pangaea acknowledged
the South African government

pressure to stop working with us.
Political interference at this time was
rife and the use of antiretrovirals for
PMTCT was seen as a subversive activity.
The Castro Hlongwane, Caravans, Cats,
Geese, Foot & Mouth and Statistics:
HIV/AIDS and the Struggle for the
Humanisation of the African document
– partly penned by Thabo Mbeki and
distributed to ANC branches throughout
South Africa – attacked South Africa’s
earliest and most prominent AIDS
scientists, including Salim Abdool
Karim and ourselves. Abdool Karim’s
research was characterised as “antihuman” promoted by “corporate forces”
and we were singled out, because
of our work using antiretrovirals for
preventing mother-to-child transmission
of HIV, as “killers of Black Women”.
In 1999, results from a study in
Uganda, showed that a single dose
of nevirapine given to HIV-1 infected
pregnant women in labour and a dose

Soweto, thus became one of the first
demonstration projects for both PMTCT
and ARV treatment roll-out...

These spectacular gains made by South
Africa are a tribute to the activists, health
care workers and scientists, who, faced with
a horrific epidemic, did the right thing, and
“en masse” spoke truth to power, and were
relentless in their pursuit of scientific evidence
and ruthless in their implementation of that.
could be task-shifted to nurses allowed
for the mass roll out of treatment in
South Africa and beyond3. We continued
with PMTCT research which continued
to help elucidate and refine regimens
to make them more potent, the
requirement to eliminate paediatric HIV.
Knowing that the only effective
way to control the HIV epidemic
was through prevention, the PHRU
expanded its focus beyond PMTCT and
ARV treatment for adults and children.
At this time the South African AIDS
Vaccine Initiative, was established,
and Glenda Gray transitioned from
treatment into prevention. Tasked with
taking the South African developed HIV
vaccine candidates into first-in-man
studies10, both in South Africa and
the US, Gray would embark on leading
these studies as well as lead the first
HIV vaccine efficacy study in South
Africa. For the past decade, finding an
effective vaccine has been the fixation
of most of Gray’s clinical research.
James McIntyre, driven by the need
to continue to fine-tune innovation to
take interventions to scale, turned to
implementation science which saw the
wide-spread roll out of treatment and
PMTCT programmes. Concerned by the
huge burden of HIV amongst men who
have sex with men (MSM) and the lack
of appropriate treatment for MSM in
the public sector, McIntyre pioneered
the development of MSM services in
South Africa, that have become a model
for both prevention and treatment.
Now, just over a decade and a half
after the International AIDS Conference
in 2000, South Africa’s burden of
disease estimates indicate a nine-year

increase in the average life expectancy
from an all-time low in 2005, where
total life expectancy was under 55
years. Our under-five mortality has
been slashed by half from 80/1 000 to
40/1 000. Similarly spectacular gains
have been made in infant mortality
rates: from 54/1 000 to just under
30/1 000. Maternal deaths have also
declined from 190 to 155/100 000. Most
of this is attributed to the scale up of
antiretovirals in the public sector.
These spectacular gains made
by South Africa are a tribute to the
activists, health care workers and
scientists, who, faced with a horrific
epidemic, did the right thing, and
“en masse” spoke truth to power,
and were relentless in their pursuit of
scientific evidence and ruthless in their
implementation of that. To have been
part of this crusade, and look back, and
see how much progress has been made
is gratifying. Now we have to ensure that
the lessons garnered in our experience
with the HIV epidemic, are recapitulated
in the quadruple burden of disease
and the interconnecting epidemics of:
communicable and non-communicable
diseases; maternal and child mortality;
and injury and violence.

PROFESSOR GLENDA GRAY is the
President of the South African
Medical Research Council, Research
Professor of Paediatrics at the
University of the Witwatersrand.
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How HIV shaped us

administered to their infants within
72 hours could reduce PMTCT. These
results galvanised us to try and secure
this nevirapine-based intervention for
HIV-1 infected women in our clinic, and
we relied on donations to keep a steady
supply before nevirapine was officially
available for PMTCT. We supplied
nevirapine under tense conditions at the
Chris Hani Baragwanath Hospital. One
day, a doctor from a peripheral hospital
phoned, asking us to supply nevirapine
to a HIV-infected woman in labour. He
sent an ambulance to the PHRU. We
gave the driver the nevirapine tablet
and syrup, only to be phoned by the
hospital superintendent admonishing us,
as he barred this pregnant woman from
access to a drug proven to be efficacious,
effectively allowing HIV exposure
during birth without prophylaxis.
In 2003/2004, government policy
changed under pressure mounting
from civil society as well as political
pressure within the political-government
structures. In an era where the cost of
drugs was declining, we were fortunate
beneficiaries of USAID and Elizabeth
Glaser Pediatric AIDS Foundation funding
that enabled scaling up treatment in
Soweto. In a space of six months, our
team, lead by Dr Lerato Mohapi, put
just under 1 000 people in treatment;
and our PMTCT programme directed
by Dr Avy Violari, expanded in Soweto,
accelerating access by opening PMTCT
programmes in every antenatal clinic.
Even though we were involved
with rolling out care, and scaling up
interventions for maximum impact,
we knew we also had to focus on
the clinical science, and designed a
number of programmes, which were
funded under the CIPRA-SA banner.
Studies executed under this programme
impacted on international guidelines
that revolutionised treatment
management for infants, as well as
defining that antiretroviral treatment
could be executed by nurses instead
of doctors. The Children with HIV Early
Antiretroviral (CHER) study, undertaken
at the Chris Hani Baragwanath and
Tygerberg Hospitals showed that early
treatment in HIV-infected infants could
significantly reduce deaths3. The CIPRASA study demonstrating that ARV care

PROFESSOR JAMES A. MCINTYRE is the
Executive Director of the Anova Health
Institute, International vice-chair of the
International Maternal Paediatric and
Adolescent AIDS Clinical Trials Network.
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WHAT: Evolution of
the HIV epidemic
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Over the years, HIV and the ensuing
global epidemic has resulted
in millions of deaths. With the
advent of antiretroviral therapy,
and the advocacy efforts of civil
society, HIV-related mortality has
significantly decreased, as has
mother-to-child transmission.
Consequently, a worldwide epidemic,
characterised by fear, illness and
death, has been transformed – with
HIV-infected patients now able to
live longer in good health in settings
where antiretroviral therapy (ART) is
equitably accessible and initiated early.
The global burden of HIV
continues to vary considerably,
with a disproportionally high
prevalence in sub-Saharan African
countries and other low- and
middle-income countries (LMIC).
In these settings, HIV-related
deaths remain unacceptably high,
with delays in diagnosis and access to
treatment. However, in many LMIC,
sustained and expanding provision of
ART, at increasingly higher CD4 cutoff values, has resulted in increasing
life expectancy and decreasing
incidence of new infections.
There is therefore a need to
move from a system designed as
an emergency response to one
of chronic disease management,
with an accompanying shift from
a predominant mortality focus to
focusing on morbidity (living with
HIV and other diseases) and the
improvement of quality of life.

WHY: Changing patterns of
disease in countries with
significant HIV burden
This ongoing evolution of the HIV
epidemic towards being considered a
chronic disease is occurring against a
background of population transition.
Many low and middle-income
countries are experiencing rapid,
unplanned urbanisation, resulting
in a significant proportion of urban
dwellers living in informal settlements.
This changing environment is
associated with changing behaviour
with decreased physical activity,
increased consumption of processed
high salt/high sugar foods, increased
rates of tobacco smoking and
alcohol/substance abuse. This is
resulting in an accompanying rise
in non-communicable diseases
(NCD) such as diabetes and heart
disease, and NCD risk factors like
obesity and high blood pressure.
Of note, this rise in NCDs is
considerably higher in low and middleincome countries. A recent study
showed that in South Africa, almost
four out of every five people over

the age of 50 years has high blood
pressure. Another research study
conducted in South Africa found that
three to four out of every five women
are overweight or obese. One research
study in South Africa found that
among HIV-infected patients attending
a clinic for ART, one in five were also
on treatment for another chronic
disease, predominantly treatment for
diabetes and/or high blood pressure.
Given that less than 50% of people
with high blood pressure are aware of
their diagnosis, this figure is likely to
be a gross underestimate, and is on
the rise as a greater number of HIVinfected individuals age. The increase
in NCD and NCD risk factors is even
more pronounced in socio-economically
disadvantaged populations, the same
populations with a high prevalence of
HIV. This trend is set to continue across
LMIC as countries continue to urbanise
and undergo epidemiological transition.
But in addition to simply co-existing
in the same populations, these diseases
are also known to interact with some
ART drugs known to increase the risk
of insulin resistance associated with

Given that less than 50% of people with
high blood pressure are aware of their
diagnosis, this figure is likely to be a gross
underestimate, and is on the rise as a greater
number of HIV-infected individuals age.

The documentary could have been
entitled: “When the world realised
they should care about HIV”, as it
showed effectively how slow the
world was to mobilise to respond to
the need for access for all and the
consequences of the slow response.

is a need for a systems approach to
integrating chronic infectious and
non-communicable disease prevention,
screening, diagnosis and management.
Successes notwithstanding, there
are common challenges faced by both
HIV and NCD programmes that could
benefit from a combined effort.
Advocacy by civil society movements
was key to achieving affordable
equitable access to ART. There is a need
for all role players including patient and
civil society groups, non-governmental
organisations, clinicians and researchers
to combine forces and bolster
advocacy efforts to address common
HIV and NCD challenges including:
• improving access to, and uptake
of, services by hard to reach
and vulnerable populations
such as adolescents, migrants,
and incarcerated persons.
• the need to adopt a Health-inAll-Policies approach to address
socio-environmental determinants
of these diseases with a stronger
focus on prevention
• the need to address shared risk
factors such as alcohol/substance use
through intersectoral collaboration
• access to newer medication and
advocacy for development of
better combinations of drugs
• access to palliative care
for these conditions

WHEN? Right now

A Global Health Film Festival held at
the University of Cape Town in April

2016 screened “Fire in the Blood”, a
documentary about access to ART.
The documentary could have been
entitled: “When the world realised
they should care about HIV”, as it
showed effectively how slow the
world was to mobilise to respond to
the need for access for all and the
consequences of the slow response. The
last frame of the documentary had the
statement: “Help prevent a sequel”.
We welcome the news of a change in
treatment policy towards treating all
who test positive as this will ensure HIV
is a manageable chronic condition (in
addition to contributing to prevention
efforts). But without a concerted
effort right now to address NCD in
the general population, the sequel is
already playing albeit in slow motion.
From a patient and health system
perspective, this conversation must
include HIV-infected persons and the
HIV programmes in the health system.
With the recent announcement of the
test and treat policy, we can celebrate
the remarkable journey to achieving
ART access to all HIV-infected persons.
But alongside these achievements
must be a shift to improving
morbidity, as well as mortality.
Addressing the NCD epidemic in
this, and the general population is
key to achieving this goal to prevent
a reversal of the gains in mortality
and morbidity achieved.
DR TOLU ONI is a Senior Lecturer,
School of Public Health and Family
Medicine, University of Cape Town.
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HIV and non-communicable
diseases: a dangerous
partnership

diabetes. In addition, some ART drugs
are known to interact with drugs for
the treatment of diabetes and high
cholesterol. These data highlight the
existing overlap between HIV/NCD
co-morbidity, and the different pattern
of multi-morbidity to that described
in high-income countries emerging.
This multi-morbidity – the presence
of two or more chronic diseases
(including HIV) – has been shown in
South Africa, and results in greater
difficulty of patients to self-manage.
Where there is a mismatch between
the workload (including clinic visits,
behaviour change, taking long term
medication and so on) and the capacity
to meet these demands, this may
result in poor adherence and could
undo the health outcomes and quality
of life advances achieved through
ART roll-out. Therefore a holistic,
coordinated and coherent approach to
integrated management is needed.
The roll-out of ART across highburden settings was accompanied
by a mobilisation of global funds to
finance these efforts. In these countries,
parallel health systems were set up to
facilitate the diagnosis, initiation of
treatment and monitoring of disease
control. These programs have been
largely effective at reaching a wide
population and rolling out ART access.
Many lessons have been learnt in the
establishment of HIV programmes,
including the importance of prevention,
screening and early detection, early
treatment and treatment monitoring.
With a strong focus on viral-load
suppression once ART is initiated,
these programmes were designed
with a strong focus on monitoring
disease control, with systems in
place to address sub-optimal disease
control – and they have resulted in
significant gains in HIV mortality.
The recognition of tuberculosis
as an important co-morbidity led to
integration service delivery, including
screening and co-management, as
well as integration of healthcare
workers providing care for HIV and
TB, resulting in improved HIV and
TB outcomes in co-infected patients.
These lessons are highly relevant
for the control of NCDs and there
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So many have forgotten
Vuyiseka Dubula
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knowing he won’t be around like me
to write a reflection to you in 2016.
After the treatment march, we had
to nurse comrade Nkosinathi, our
branch organiser. His ill-health made
me confront and visualise my own
death. The deterioration in his health
made me realise that death was no
longer a distant matter, but that it
was at my doorstep. I felt rage from
fear of death and I felt anger at the
moral bankruptcy of our government.
Nkosinathi always had a smile. If only
our leaders were not so busy with
ideological debates, comrade Nko would
be writing this reflection with me.
The pills I take twice a day are a
reminder of how leaders can sell their
people out – how they can commit
genocide and go unpunished. It is
a reminder of how building poor
people’s power is the only weapon
we have against the abuse of political
power. The pills are a beautiful
memory as well as a painful one.
One would have thought that we

learn from the past not to repeat our
mistakes. Yet, much as the lives of
people living with HIV were disregarded
under Mbeki’s leadership, poor people’s
lives are still disregarded. the daily
war on women’s bodies is still not
being taken seriously by our leaders.
The Marikana Massacre is only the tip
of an iceberg. Between Durban 2000
and Durban 2016 our politics have
become that of control, domination
and NGO institutionalisation.
But, even as I reflect about my
journey and my current life within the
geographical and spatial segregations
of Cape Town I take pride in still taking
the same pills Francoise gave me on
the 14th June 2004 (AZT, 3TC and NVP).
These pills were fought for with blood
and life. For 12 years my viral load has
been undetectable. The progress is
undeniable. Even so, I feel dislocated
at times. My mental health is not seen
by the healthcare system to be as
important as my viral load. Too often
I see old comrades who have been

The pills I take twice a day are a reminder of
how leaders can sell their people out – how
they can commit genocide and go unpunished.
It is a reminder of how building poor people’s
power is the only weapon we have against
the abuse of political power. The pills are a
beautiful memory as well as a painful one.

on treatment for years, relapsing.
As much as my life and the country
has changed in the last 16 years, much
has remained the same or gotten worse.
I am still expected by the health system
to fetch my treatment every two to
three months – and if you go too late
you are classified as a defaulter. I am
lucky to have a village of support from
Nombasa Krune Dumile, Sis Mpumi,
Norute Nobola, Yandisa Dubula, Fanelwa
Gwashu, Mandla Majola, and Lindiwe
Kotelana – somehow someone is always
there to pick up my medication.
Every night my nine-year-old daughter
Nina reminds me that “ndikuphathele
amanzi mama” (should I bring you
water mom or have you taken your
pills?). My three-year-old son Azania
also feels compelled to help me with
swallowing them by asking “mama
khandiqhekezele ndiyakucela” (can you
please give me a piece)? There are days
when I take the six pills without even
thinking what they are for – because HIV
is not always present in my thoughts.
Twelve years ago I could name many

people who lived openly with HIV – not
because they wanted attention, but
because people like me needed to know
we are not alone. Today we hardly know
– it’s the same old faces who are now in
their late thirties or fourties. We barely
talk openly. We are not visible enough
to those who just learnt their status.
The world of HIV is moving very fast –
we are now talking about controlling the
epidemic and ending AIDS by 2030. But
I wonder. Our public healthcare system
remains the same – it is weak and falling
apart. How will we end AIDS? Where
is the long promised National Health
Insurance? If the space for civil society
and funding for civil society is shrinking,
who will control AIDS? If NGO’s and
social movements are not building from
below who will end AIDS? If corruption
becomes normalised who will hold those
looting from the state accountable?
This is no longer Mbeki’s or
apartheid’s fault but the fault of our
current government. They too must
account for their own misdeeds.
Honest introspection, debate and

action is urgently needed. I hope
this will happen in Durban.
This year, I celebrate 15 years of
knowing that the HIV test I took in
2001 was not a crazy idea – thanks
to Nomandla Yako’s counselling and
treatment literacy education that
changed my life when I first walked
into Ubuntu clinic. Without that strong
initial contact I would have been a
lost soul. Finding comfort and power
in my comrades, sisters and brothers
arms Nomfundo Dubula, Nonkosi
Khumalo, Sipho Mthathi, Linda Mafu,
Rukia Cornelius, Zackie Achmat,
Mark Heywood, Noloyiso Ntamehlo
and many more. Finding and joining
the Treatment Action Campaign was
the best thing I have ever done. The
people I have walked this journey with
will always hold the highest place
in the revolution house. They know
who they are. I thank you all.
VUYISEKA DUBULA is the former General
Secretary of the Treatment Action
Campaign and a member of the Board.
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This year I will be attending the
2016 AIDS conference. As I reflect
on the last decade and a half,
I wonder that if Durban was a
person, what would I tell her?
I would tell Durban that after we left
you we continued on a difficult path, one
which many of us never thought would
happen post-apartheid. I remember
the year 2004, for which I have no
reason to remind myself or you, but I
will; because so many have forgotten
what it used to be like to march next
to someone and then in a few months
they are bedridden and dying.
Twelve years ago Francoise Louis,
an Médecins Sans Frontières (Doctor
without Borders) doctor, called me
Ntombi yam, not her “patient”, and
I called her Magogo, not “doctor”.
Then, this family grew as other
comrades and brothers such as Gilles
Van Cutsem, Eric Goemaere and
Shaheed Mathee became my lifetime
comrades and doctors. Today, I am
seen by my nurses sister Nompumelelo
Mantangana and sister Lindiwe
Kotelana. We have become family. I
didn’t know any of these hard working
health activists before April 2001.
I remember Kebareng Moeketsi,
Mandisa Magugwana, Zoliswa
Magwentshu, Nomfundo Somana,
Queen Qhiza, Vuyani Jacobs, Johanna
Ncala, Mike Matyeni, Ronald Low, Jason
Wassenaar and many of my comrades. I
wish they were here to reflect with me.
I remember Edward Mabunda, who
danced and sang in our national march
called “Save our Lives” in 2003, not

This is no
longer Mbeki’s
or apartheid’s
fault but the fault
of our current
government.
They too must
account for their
own misdeeds.
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I was just months away from knowing my own HIV status when, in
the year 2000, the people took over the streets of Durban marking a
revolution to come. Although I was not present in Durban for that year’s
AIDS conference – I was already connected to the struggle.
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all the other children and babies that
are sick with AIDS. I just wish that the
government can start giving AZT to
pregnant HIV mothers to help stop the
virus being passed on to their babies.
Babies are dying very quickly and I
know one little abandoned baby who
came to stay with us and his name was
Micky. He couldn’t breathe, he couldn’t
eat and he was so sick and Mommy
Gail had to phone welfare to have him
admitted to a hospital and he died.
But he was such a cute little baby and I
think the government must start doing
it because I don’t want babies to die.
Because I was separated from my

It has been 15 years since you exhaled for the
last time, you would have turned 27 this year.
I would imagine it was a relief…a long breath
that spoke of having carried a heavy burden and
responsibility in your much too short life.
You were the Hector Peterson of the
HIV generation in the 80s and 90s, a
reluctant hero and activist who smiled
bravely when you first hit the headlines
after your primary school were grappling
with how to deal with your disease.
The rest, as they say, is history.
You spoke out often, your words
speaking of an old soul that has
experienced way too much, seen way

too much with your big, beautiful eyes.
I recall the iconic image of you
standing on that huge stage at Kings
Park Stadium, the dark suit hanging onto
your fragile and tiny frame. But your big
heart was there for all to see. You had
been rehearsing your speech for weeks,
understanding and knowing that what
you said would be important…I remember
how excited and nervous you were at the

thought that then President Mbeki would
be in the audience, but I also remember
your profound disappointment when you
realized he had walked out before you
had completed your speech. But Nkosi,
you did not need for him to be there,
thousands heard you, millions continue
to repeat and hold onto those words
that continue to reverberate around the
world. Your speech touched so many:

spotlight

#15 – J uly 2016

Hi, my name is Nkosi Johnson. I live in Melville, Johannesburg, South Africa.
I am 11 years old and I have full-blown AIDS. I was born HIV-positive.
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When I was two years old, I was
living in a care centre for HIV / AIDSinfected people. My mommy was
obviously also infected and could not
afford to keep me because she was
very scared that the community she
lived in would find out that we were
both infected and chase us away.
I know she loved me very much and
would visit me when she could. And
then the care centre had to close down
because they didn’t have any funds. So
my foster mother, Gail Johnson, who
was a director of the care centre and had
taken me home for weekends, said at a
board meeting she would take me home.
She took me home with her and I have
been living with her for eight years now.
I know that my blood is only
dangerous to other people if they also
have an open wound and my blood goes
into it. That is the only time that people

need to be careful when touching me.
In 1997 mommy Gail went to the
school, Melpark Primary, and she had
to fill in a form for my admission and
it said does your child suffer from
anything so she said yes: AIDS.
My mommy Gail and I have always
been open about me having AIDS.
And then my mommy Gail was
waiting to hear if I was admitted to
school. Then she phoned the school,
who said we will call you and then
they had a meeting about me.
Of the parents and the teachers at
the meeting 50% said yes and 50% said
no. And then on the day of my big
brother’s wedding, the media found
out that there was a problem about
me going to school. No-one seemed to
know what to do with me because I am
infected. The AIDS workshops were done
at the school for parents and teachers to

teach them not to be scared of a child
with AIDS. I am very proud to say that
there is now a policy for all HIV-infected
children to be allowed to go into schools
and not be discriminated against.
And in the same year, just before I
started school, my mommy Daphne
died. She went on holiday to Newcastleshe died in her sleep. And mommy
Gail got a phone call and I answered
and my aunty said please can I speak
to Gail? Mommy Gail told me almost
immediately my mommy had died and
I burst into tears. My mommy Gail took
me to my Mommy’s funeral. I saw my
mommy in the coffin and I saw her
eyes were closed and then I saw them
lowering it into the ground and then
they covered her up. My granny was
very sad that her daughter had died.
I hate having AIDS because I get very
sick and I get very sad when I think of

to more and more people about
AIDS- and if mommy Gail will let me,
around the whole country. I want
people to understand about AIDS- to
be careful and respect AIDS- you can’t
get AIDS if you touch, hug, kiss, hold
hands with someone who is infected.
Care for us and accept us- we are
all human beings. We are normal.
We have hands. We have feet. We
can walk, we can talk, we have needs
just like everyone else- don’t be
afraid of us- we are all the same!”

(An extract from his speech
delivered in July 2000).

I remember how excited you were at traveling to the United States to
meet Robin Williams who you said made you laugh. You always loved
jokes…you would tell the worst jokes and laugh the loudest. I think that is
where my son got his crazy sense of humour from!
Do you remember when you once
visited us in Cape Town. You were so sick
already and I remember waiting for you
at Cape Town International Airport and
having to hide my shock at seeing how
much you had deteriorated…the crust
of thrush sitting thick around your lips,
the windbreaker completely dwarfing
your frame. You were so excited to be
in Cape Town and immediately wanted
to go and eat ribs – you ordered the
biggest rack of ribs only to stare at it
and asking if we could take it home. The
thrush was so bad that it was impossible
for you to eat most food. The diarrhoea
became to severe that we rushed you
to our doctor where she put you on a

drip to tide you over even though you
should have probably been in hospital.
You loved music so much, one of
your favourites the soundtrack from
The Commitments…You would listen
to it over and over again and of
course my CD went home with you!
Do you remember us going to the
Carols by Candlelight at Kirstenbosch?
You managed to get us a ride on the golf
cart, all the way to the lawns where you
lay in our laps, covered in thick blankets
and singing each carol at the top of
your voice. Your look of amazement
when you looked back and saw the sea
of candles will always stay with me.
Nkosi, on 18 July we will all return to

Durban. Some of us are returnees, others
are newbies who joined the HIV activist
bus along the way. I want to promise
you that we will not go to Durban and
accept empty rhetoric, lofty promises
and articulate but empty political
speeches. No, we will go to Durban
expecting to live up to your dream
where no child is born HIV-positive, no
child needs to be separated from their
mothers because of disease and poverty
and stigma is just an ugly swear word.
This will be a conference where
the South African government will
hear your message, this we owe to
you and to the many other children
who faced the same fate.

Lala Kakuhle gentle, beautiful warrior, we will feel your presence in
Durban we will carry you in our hearts and songs.
All our love, admiration and respect.
ANSO THOM is the Head of Communications at SECTION 27 and an editor of Spotlight.
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mother at an early age, because we
were both HIV positive, my mommy
Gail and I have always wanted to start
a care centre for HIV / AIDS mothers
and their children. I am very happy
and proud to say that the first Nkosi’s
Haven was opened last year. And we
look after 10 mommies and 15 children.
My mommy Gail and I want to open five
Nkosi’s Havens by the end of next year
because I want more infected mothers
to stay together with their childrenthey mustn’t be separated from their
children so they can be together and live
longer with the love that they need.
When I grow up, I want to lecture
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How the dark age of HIV/
AIDS changed our democracy
– a personal view
Professor Hoosen Coovadia

32

Our dark age

I became aware, during the conference,
that I was living through a dark age in

South Africa`s history of monumental
political blunders, some of which,
to my utter astonishment, are being
reprised over these last few months.
The fairly large themes which
underpinned the drama and illustrated
the disasters in 2000 included the
gratuitous intrusion of government
and state institutions in scientific
methodology; the impact on a
nascent democracy of misguided
national policies narrowly based
on irrational decision-making; the
unforgivable error intrinsic to these
policies which negatively influenced
health services and caused preventable
deaths of thousands of vulnerable
people; and finally, attempting to
undermine long-established and
critical processes in vigilance over the
quality of pharmaceutical products.
The very important, practical and
life-saving outcomes of the Durban
Conference were the establishment
of The Global Fund to Fight AIDS,
Tuberculosis and Malaria (GFATM) and
the President’s Emergency Plan for AIDS
Relief (PEPFAR) global programmes,
which led to an unprecedented

global response to the pandemic.
The critical role of activists, globally
and locally, in catalysing treatment
access, requires its own narrative
and is too extensive to include here.
However, from my own involvement
and my perspective for this paper,
centre-stage in this vulgar enactment
of those ancient and tragic GrecoRoman and European dramas, and
indeed similar global theatre, stands
then-President Thabo Mbeki, and his
unquestioning acolytes and courtiers.

Unwarranted intrusion of
government in scientific
methodology and the
Mbeki travesties
I do not suggest that there is no role
for the government in science. That
would be absurd. The government
and state contribute in numerous
ways to the scientific endeavour, but
this is well documented and beyond
the scope of this contribution.
It is when the government crosses
a boundary beyond its mandate, and
often outside its competence, that
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Quarraisha was on the one of
International AIDS Society`s highest
bodies, the General Council, at the
time and had already resigned as
head of the Department of Health’s
National AIDS programme.
The Durban Conference was the first
time the International AIDS Conferences
had come out of their comfort zones
in the richer parts of the world to a
developing country. Though I had
never attended an AIDS Conference
before, I had an untrammelled view
of events at the meeting, for which
I had taken a year’s prior sabbatical.
I realise that I was in a privileged
position, less for subjective, individual
factors, than because of the force
and uniqueness of the events swirling
around me and sucking me into the
white heat of the central controversies.
I describe the most striking
circumstances, discourses and
incidents I witnessed.
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I was thrust into the vortex of International AIDS Society’s 13th
International AIDS conference in 2000 as chairperson by my close
colleagues Professor Quarraisha Abdool-Karim and Dr Gustaaf
Wolvaardt, presumably due to the absence of any suitable alternatives,
because of my academic record (such as it was at that time) and my
leadership roles in the struggle for freedom.
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Italian physicist, astronomer, and
philosopher, closely associated with
the scientific revolution, and the Laws
of Motion, which were in opposition to
the views of the Church. He appeared
before the Holy Office in Rome. A
sentence of condemnation forced him
to abjure his theories, he was confined
in Siena, and in 1633 he retired.
Mbeki’s undigested internet
knowledge of the scientific basis for
attribution of cause and effect in any
biological phenomenon led him to
arrange a debate between “denialists” –
with little rationality in their arguments
against HIV as a cause of AIDS – and
the rest of us “conventional scientists”.
We were unable to find the
words to initiate a rational
discussion. It was hopeless.

The 13th IAS Conference

It was in this atmosphere – of the
science world’s unmitigated hostility
towards Mbeki, his Minister of Health,
the late Manto Tshabalala-Msimang, and
various segments of the South African
State – that IAS 2000 took place.
When Doctor David Ho, an American
HIV/AIDS researcher who has made
pioneering contributions to the
understanding and treatment of HIV
infection, gave the first presentation

and said that HIV was the cause of AIDS,
he received a thunderous ovation.
In the event, IAS 2000 was a gratifying
and unprecedented success in the short
history of the AIDS Conferences.
The huge cost of ARVs was contested.
The restrictions in global trade, which
through the World Trade Organisation
(WTO) prevented free access to drugs,
and the role of the WTO in promoting
the exclusivity of intellectual property
rights, became legitimate targets of
criticism. The Indian Pharmaceutical
Company Cipla made the first offer
to make generic ARVs affordable. The
subsequent fall in the cost of ARVs is
shown by the following: the price of
three commonly used first-line ARVs for
adults fell from $568 a month in 2000
to $51 a month over five years. Within
two years of the conference, the number
of people on ARVs for treatment had
increased from 0.4 million to one million.
A major achievement of the
conference then was that the
voices of scientists and others
from all over the world, supporting
the scientific foundations of the
cause of AIDS, were heard.
The Durban Declaration has an
organising committee of over 250
members from over 50 countries. The
Declaration was published in Nature
(Volume 406, 6 July 2000, www.nature.

Mbeki’s undigested internet knowledge
of the scientific basis for attribution
of cause and effect in any biological
phenomenon led him to arrange a
debate between “denialists” – with
little rationality in their arguments
against HIV as a cause of AIDS – and
the rest of us “conventional scientists”.

com). It had been signed by over 5 000
people, including Nobel prizewinners,
directors of leading research institutions,
scientific academies and medical
societies, notably the US National
Academy of Sciences, the US Institute
of Medicine, the Max Planck Institute,
the European Molecular Biology
Organisation, the Pasteur Institute in
Paris, the Royal Society of London, the
AIDS Society of India and the National
Institute of Virology in South Africa.
The following is the concluding quote
from the Nature publication: “Science
will one day triumph over AIDS, just
as it did over smallpox. Curbing the
spread of HIV will be the first step. Until
then, reason, solidarity, political will
and courage must be our partners.”

The impact on democracy

The worrying impact on democracy of
this episode is more than conjecture.
The unmeasured pervasiveness of
unscientific beliefs – including by the
president of the country, his cabinet
and Parliament – compromised the trust
and belief so necessary in an inchoate
political system based on regular and
unflinching engagement between
the ruler and ruled. The essential
fabric and character of democracy
was contaminated, disgraced and
compromised during this period.
It may therefore not be too farfetched to suggest that the warped
reactions by President Jacob Zuma, his
Cabinet, the Speaker of Parliament and
Parliament itself to the Constitutional
Court ruling on the Nkandla case and
the responsibility of the President, are
the lasting consequences of Mbeki’s
misguided stance on HIV/AIDS.

PROFESSOR HOOSEN COOVADIA is the
Director of Maternal, Adolescent, and
Child Health Systems at the School
of Public Health in the University
of the Witwatersrand, Emeritus
Professor of Paediatrics and Child
Health and Emeritus Victor Daitz
Professor of HIV/AIDS Research at
the University of KwaZulu-Natal

Time to take a
cold, hard look
Professor Peter Piot

With over 3 000 people dying from HIV
infection every single day and 5 500 becoming
newly infected, AIDS is not over by any means.
It is not over for the over 20 million
people living with HIV who are not
benefiting from antiretroviral therapy,
and it is not over for all those who are
stigmatised and discriminated against
because they are living with HIV or
are at high risk or vulnerable to HIV.
While it is important to celebrate
some remarkable achievements and
the lives of so many who were saved, it
is urgent to take a cold and hard look
at the massive old and new obstacles
the AIDS response faces and how to
overcome them. Not doing so may
put the lives of entire generations
at risk, and undo hard won gains.
The staggering new infection rates
in young women in Southern Africa
represent a shameful collective failure
despite an increasing armamentarium
of prevention methods, as are the
continuing HIV epidemics in gay men,
sex workers and injecting drug users.
HIV prevention has all but disappeared
from the AIDS agenda in too many
societies and among too many
funders. It is an illusion that we will
treat ourselves out of this epidemic,
even if treatment efforts clearly
have to increase and are having a
positive impact on the epidemic. We
must resolutely embrace and fund
combination prevention tailored to
the needs of specific communities.
The dwindling support for community

and activist groups puts the entire
AIDS response at risk in many countries
and undermines its sustainability.
Dedicated funding must continue.
Where are human rights in the AIDS
response when in so many countries
people with HIV are denied access to
ART, are still rejected and homosexuality
is illegal? The response must be
grounded in both science and human
rights to be effective and sustainable.
Innovation in terms of treatment and
prevention tools has greatly supported
the AIDS response. We now also need
true innovation in the delivery of HIV
prevention and treatment programmes,
health system strengthening, community
action and the prevention of stock outs.
Political leadership on AIDS is at
risk and funding in many countries is
stagnant. This is understandable as it
is very hard to keep any issue on the
agenda for decades, which is what is
required to defeat AIDS. Now is the time
to reinvigorate leadership and activism
on AIDS, build new coalitions, and ensure
long-term funding. The replenishment
of the Global Fund this year must be a
success as any decline in funding will
have disastrous consequences.

PROFESSOR PETER PIOT is the
Director of the London School of
Hygiene and Tropical Medicine,
Professor of Global Health.

Political leadership on AIDS is at risk and
funding in many countries is stagnant.
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serious problems arise. We have, in the
Mbeki period, the perfect example.
The more egregious actions of this
period were presaged by the following:
I had chaired a widely representative
government-appointed AIDS Advisory
Committee in mid-1990s. The carefully
derived recommendations of this
committee were completely ignored.
In a discussion between me and state
personnel (who reflected the Mbeki
views on ARVs) on prevention of
mother-to child-transmission of HIV,
which could decrease infant mortality,
a government spokesperson calmly
declaimed “…there was nothing to
suggest that in impoverished rural
areas, saving the life of a child would
affect mortality statistics later on”.
The Ministry of Health had supported
a very generously funded, aesthetically
weak and educationally ineffective play
called Sarafina 2 that premiered on
World AIDS Day, 1995. My professional
colleagues and I saw the play and walked
out in disgust halfway at the agonising
quality of the production. It was an
unqualified communication disaster.
Mbeki was directly or indirectly
responsible for a number of policy
disasters which cost the loss of lives. He
derided the use of ARVs and asserted
that poverty could result in the AIDS
epidemic. He promoted “Virodene”,
an industrial solvent, as a potent
drug against HIV, “discovered” by a
group of researchers from Pretoria
with a dubious record of previous
work, but paraded before the National
Cabinet. Another phony product was
“uBhejane”, promoted at the time
by the Minister of Health and by
tribal leaders. It never caught on.
The disastrous effects of these things
are encapsulated in a Harvard study
reported in the South African Medical
Journal. “Between 1999 and 2007,”
says the report, “an additional 343
000 deaths could have been averted
if the National Government had rolled
out mother-to-child-transmission
prevention and antiretroviral
programmes as did the Western Cape.”
I suspect Mbeki considered himself a
modern-day Galileo, the 16th century
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As the global HIV community returns to South Africa for the International
AIDS Conference, there is no better time to take stock of the progress the
country has made.
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South Africa is doing remarkably well in
the provision of antiretroviral treatment.
Of the estimated 6.8 million people who
have contracted HIV, almost half (3.2
million) are receiving treatment. This
makes us the country with the largest
number of people on ART in the world.
To put this in some sort of global
perspective, our programme contributes
no less than 20 percent of the 15.8
million people on ART throughout
the world. This achievement is due to
the unflinching commitment of the
Treasury to fund such a rapid rollout and
the unique brand of leadership of our
Minister of Health, Dr Aaron Motsoaledi.
Are there problems with the
implementation of the programme?
Of course there are. Drug stock outs,
long queues, low staff morale, poor
record keeping – are all to be expected
in such a large scale programme
and, though government is aware
of many of the problems, it remains
critical for civil society organisations
to point out weaknesses and for
government to respond to criticism.
All of the problems and even the
difficulties within the public sector
about carefully tracking each patient
(weak patient management systems)
do not take away from the staggering
demographic and public health benefits
that the treatment rollout has heralded.
Life expectancy in South Africa has

increased from 53 years in 2006 to
61 years in 2012 and mortality has
declined by about 50% over a similar
period of time. Government spends
billions of rand on treatment and the
investment is certainly paying off.
Few other economic or safety net
interventions yield the population
level impact seen through this single
intervention. The latest UNAIDS report
estimates that South Africa has averted
1.3 million deaths through its ART
intervention over the last decade.
The success of our treatment
programme, however, brings us to a
new crossroads in the epic war against
the HI-virus. A successful treatment
programme means more South
Africans will survive and live longer
with HIV. Yet it also means that we are
seeing an ever-burgeoning epidemic
of HIV as a result of better survival
on treatment and a continuing feed
of new HIV infections annually.
We estimate there were 330 000
new infections in South Africa in 2014.
Using a slightly different methodology,
we estimated that there were 469 000
new infections in 2012. The numbers of
people living with HIV goes higher and
higher. In 2008, it was 5.2 million. In
2012, 6.4 million. Our latest estimates
are that we now have 6.8 million
people living with HIV in South Africa.
This growing epidemic is unsustainable

in the long term from many points of
view. Financially, the ever increasing
provision of life-long ART to increasing
numbers of patients will eventually
reach a ceiling, at which point the
competition with other needs in the
health services will limit the growth of
expenditure on the ART programme.
The health system’s capacity is already
stretched to the limit and there will be
consequences of an ever-increasing ill
population. At the individual level, with
longevity and lifelong treatment there
will be missteps in the management
of HIV disease that will be cumulative
with age and with chronic medication.
This all means that we have to
seriously turn our attention to
prevention. We have to drastically
reduce the number of new infections
in the short to medium term. There
are two schools of thought on
how to approach prevention.
The first takes the view that
prevention can be best achieved by a
pill as an HIV-positive individual who
is virally suppressed on antiretroviral
treatment has such a reduced level
of infectiousness that the risk of
transmission to a HIV-negative sexual
partner declines by more than 90%.
Combine this with the option of a
negative individual who can take a
daily pill and reduce his or her risk of
infection from sex with an HIV-positive

gender violence are three times more
likely to be infected with HIV than
those who don’t share this horrible
experience. Pregnancy at a young
age, we know, puts a young woman
in South Africa on the road to HIV.
Consistent condom use is still the
single most effective intervention for
the prevention of HIV and it would be
fair to say that we have not achieved
sufficient consistent condom use to
see its full benefits. Now that the
South African government has the
largest condom procurement and
distribution programme in the world
at least the commodities exist to get
men to put them on their penises.
We also know that medical
interventions often fail because of
human behaviour. Men with HIV are
not seeking treatment although it is
universally available (this would help
them and their uninfected partners)
and we know that men and women
struggle to adhere to both prevention
and treatment interventions. This
is so severe a problem that the
famed Tenofovir Gel trial failed not
because the preparation was not
efficacious but because the women
in the trial did not adhere to it.
As a country we need to knock
heads to bring these apparently

differing perspectives together and
to find the magic mix of prevention
and treatment interventions to break
down the constant stream of new
infections that puts a more thoroughgoing control of the epidemic just out
of our reach. Over the next fifteen
to twenty years we have to live in a
country where the egregious social,
economic and cultural factors that
drive HIV are no longer commonplace
and where the very promising new
prevention tools can realise their full
potential – not least of these the HIV
vaccine. That is the task facing the
South African National AIDS Council
and its constituents in government,
civil society and the private sector.
The conference comes back to
Durban after 16 years. AIDS2000 is
remembered as the conference that
called for the provision of ART to all
countries – especially in Africa. Let’s
make AIDS2016 the conference that
will be remembered for its call to
comprehensively tackle prevention.
DR FAREED ABDULLAH is the CEO
of the South African National
AIDS Council (SANAC).
KANYA NDAKI is the
spokesperson of SANAC.

We estimate there were 330 000 new
infections in South Africa in 2014. Using a
slightly different methodology, we estimated
that there were 469 000 new infections in
2012. The numbers of people living with
HIV goes higher and higher. In 2008, it was
5.2 million. In 2012, 6.4 million. Our latest
estimates are that we now have 6.8 million
people living with HIV in South Africa.
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So many successes, but too
many new HIV-infections

individual in more than 60 percent of
the time and you already have the core
of an effective prevention programme
through the provision of treatment.
This is quite a neat argument
and there is modelling work that
gives it credibility. The models
show that, over time, these
‘treatment’ interventions also have
a substantial ‘prevention’ benefit.
The second view is that no amount
of pill-popping, gel insertion or foreskin
snipping is going to yield the desired
result of a rapid reduction in new
infections. There are greater forces
driving new infections and these
have to do with social and economic
factors that define sexual relations
in South Africa. There is a so called
‘political economy’ of HIV transmission
that must be understood before its
power is to be broken so that the
chain of transmission can be similarly
unravelled. What is it that drives the
cycle of men having liaisons with young
women five to 10 years their junior?
What are the social and economic
dynamics of transactional sex? What are
the gender dynamics that make men
in life partnerships take on these other
liaisons? How much of it is coercion and
how powerless is a young women who
is poor, has lost one of her parents to
HIV and has just dropped out of school?
Is the breakdown of the family in
South Africa as a consequence of
a 150 years of circular migration so
much worse than other countries
in the region to account for the
extreme rates of our epidemic?
The holders of this second view
are quick to point out that this is not
one of those deterministic outlooks
that end with a fatalistic ‘nothing
will change unless the underlying
conditions are removed’ point of view.
In fact, the social science research is
exciting. We know, for instance, that
girls in families that receive child
support grants are less likely to become
infected with HIV, as are girls who stay
in school to the full term. We also
know that women who experience
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Every day, I passed three funeral parlours on my 5km drive to work in
central Durban. Shiny hearses lined up in the street, one behind the other.
Fetching, taking, waiting.
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When I moved to the city in 2001,
death was everywhere. The city’s
streets were filled with women
wearing black and men with pieces of
black cloth pinned to their sleeves.
In the rabbit warren of inner
city offices, a proliferation of
quacks offered expensive “immune
boosters”. HIV was too raw and
too stigmatised to mention, but
the red ribbon accompanying their
advertisements made it clear who
their treatments were aimed at.
Over the years, I saw many elderly
parents escorting their skeletal adult
children into these offices, searching
for something that would arrest
their children’s rapid weight loss,
diarrhoea, skin cancer, dementia
and other AIDS symptoms.
By 2002, St Mary’s Hospital in
Mariannhill outside Durban, was
having a problem of abandoned
bodies, according to the hospital’s
superintendent, Dr Douglas Ross.
Families were so overwhelmed
by funeral costs that they were
prepared to risk ancestral wrath,
leaving their relatives’ bodies
unclaimed in the hospital morgue.
Around half the patients admitted
to St Mary’s medical wards ended
up in the morgue, while tiny babies
infected by HIV at birth died almost
every day at the small hospital. Sister
Philomena Pakade, who headed the
paediatric ward, showed me a small
brown exercise book filled with names
with “RIP” written next to them.
“Children are dying like flies, more
especially the very small babies. These

little ones suffer so much. They have
just come into the world and the world
is so cruel to them,” said Pakade, who
confided that she felt like quitting
nursing as she could do nothing to
save her HIV-positive patients other
than alleviate their suffering.
At King Edward V Hospital, about
15 people died every day at the
1 300-bed facility – a staggering
450 deaths a month. Every day,
around 240 outpatients came
to the hospital with HIV-related
problems. HIV was overwhelming
the staff and hospital resources.
Later, the Medical Research
Council found that reported
deaths had increased by 57%
between 1997 and 2002, while
deaths amongst those aged 25 to
49 years had increased by 116%.
Despite Cabinet approval of a
comprehensive AIDS treatment plan
that would offer free ARVs in all
districts of the country in November

2003, years of foot-dragging followed.
Health Minister Manto TshabalalaMsimang, encouraged by President
Thabo Mbeki, did her best to elevate
various herbal treatments and diets to
the same level as ARVs, while Mbeki
stressed the toxic side effects of ARVs.
As a series of improper relationships
between politicians and business
people offering dubious HIV
treatments started to flourish,
patients’ health was compromised.
Tshabalala-Msimang developed a
close relationship with Tine van der
Maas, who claimed that her diet –
made up of garlic, lemons, ProNutro,
olive oil and a supplement called
“Africa’s Solution” – was an AIDS cure.
Tshabalala-Msimang invited Van
der Maas to address all MECs, and
she then went on to administer her
diet as a “trial” to desperately sick
AIDS patients in public hospitals
and clinics nationally. Results of this
“trial” were never made public.

At King Edward V Hospital, about 15
people died every day at the 1 300bed facility – a staggering 450 deaths a
month. Every day, around 240 outpatients
came to the hospital with HIV-related
problems. HIV was overwhelming
the staff and hospital resources.

KERRY CULLINAN is the managing
editor of Health-e News Service.

It’s too soon to
speak of the
end of AIDS
Professor Chris Beyrer, Professor Linda-Gail Bekker
& Professor Françoise Barré-Sinoussi

There has been remarkable progress in the
AIDS response. We have come a long way since
the 13th International AIDS Conference was
hosted in Durban in 2000.
Back then, the country’s political
commitment to tackling HIV was
questionable, upholding myths rather
than scientific evidence. It is hard
to believe that was just 16 years ago
when today South Africa has the
largest and one of the most vibrant
HIV treatment programmes in the
world, with more than 3.1 million
people on antiretroviral therapy,
funded mostly by domestic sources.
Beyond South Africa, between 2000
and 2014, new HIV infections decreased
globally from 3.1 million to 2 million,
a reduction of 35%. From 2005 to
2014, a 41% in AIDS-related deaths
was observed worldwide. The power
of partnerships, through the strength

of activism and science, is progress
that should indeed be celebrated.
But these numbers also hide a
disturbing reality. In 2014 alone 1.2
million people died of AIDS; since 2000,
HIV-related deaths among adolescents
have tripled and in many countries,
mostly in the developing world and
among key populations – men who
have sex with men, transgender people,
sex workers and people who inject
drugs – HIV infections are on the rise. It
is clear that the global rhetoric around
the current ‘end of AIDS’ needs to be
matched with an equally robust reality
check and strengthened commitment
– politically and financially – to
complete the business at hand. In

It is clear that the global rhetoric around
the current ‘end of AIDS’ needs to be
matched with an equally robust reality
check and strengthened commitment..
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A time of dying in Durban

Without understanding the irony,
Tshabalala-Msimang screened a
film shot at KwaNgcolosi outside
Durban that promoted Van der
Maas’ diet at a meeting to promote
the launch of the country’s ethical
guidelines for scientific research.
In nearby Pinetown, a taciturn
former truck driver called Zeblon
Gwala made a fortune selling a
concoction called uBhejane, a bitter,
smoky tasting liquid that was sold in
unlabelled two litre milk containers.
One of Gwala’s business partners
was Dr Herbert Vilakazi, special
adviser to the KwaZulu-Natal premier
at the time, Sbu Ndebele. Peggy
Nkonyeni, then Health MEC, openly
promoted uBhejane, while Durban
mayor Obed Mlaba sponsored its
supply to a hospice in Inchanga.
Controversial German doctor,
Matthias Rath, who promoted
vitamins as an AIDS cure also had a
friendly reception from TshabalalaMsimang, and she introduced him
to a number of influential people.
In a foreshadowing of the state
capture South Africa is experiencing
today, the country’s health department
was “captured” by AIDS denialists
and quacks at the invitation of the
president. Scientists were sidelined
and ignored, and scientific trials were
replaced by personal testimonies.
But since 2008, when South Africa
rolled out ARV treatment under
Health Minister Aaron Motsoaledi,
the ground lost has been regained.
South Africa has the biggest ARV
treatment programme in the
world, and one-third of people on
treatment live in KwaZulu-Natal.
The best advertisement for ARVs
has been the reversal of deaths,
forcing the quacks who promoted
“cures” for AIDS to retreat into selling
“cures” for flagging penises and lost
lovers. But thousands of people died
unnecessarily during a bizarre time
when politics trumped science, thanks
to the whims of a president and all
those politicians who indulged him.

39

spotlight
40

The ‘end of AIDS’ will not materialise
when adult consensual same-sex
relations are still a crime in at least 76
countries, including in almost all of the
countries where HIV is most prevalent.

access to HIV treatment – with its
knock-on benefits of ‘treatment as
prevention’ – it is becoming clearer
that enhanced efforts to reach men
and boys need to be made. In Eastern
and Southern Africa, for instance,
only 10% of young men are aware
of their HIV status. In these regions,
the number of men accessing testing
and treatment is far lower than
expected. Additionally, men are
less likely to remain on treatment
and have an increased risk of dying
from AIDS compared to women.
Pioneering models of ensuring
that men and boys have increased
access to, and are retained in health
services, need to be promoted and
scaled up. Addressing this divide
will be a key driver if HIV is to be
assigned to the history books.
4. Remove core structural and policy
barriers that impede access to
and uptake of comprehensive
HIV services: While there are
many examples of change – in the
workplace and across other sectors –
in many contexts, laws, policies and
practices continue to discriminate
against and stigmatise people living
with HIV. The ‘end of AIDS’ will not
materialise when adult consensual
same-sex relations are still a crime
in at least 76 countries, including
in almost all of the countries
where HIV is most prevalent. The
criminalisation of HIV transmission,
exposure and non-disclosure and
policies that are not supportive of
the realities facing key populations,
including those living with HIV,
establishes an environment that
fuels, rather than ends, the HIV
epidemic. Similarly, cross-sectoral
legislation that does not proactively
support the empowerment of young
women and girls, and policies that
are not young person-centric, will
ensure that our global response
remains a reactive one. The ‘science’
of rights-affirming policy action
as a catalyst for managing the
epidemic must be more strongly
promoted. AIDS will not end until
the battle for human rights is won.

Activists march for treatment at the International AIDS conference in Durban, 2000.

While science has indeed made
previously unimaginable inroads
into triumphing over AIDS since
the global HIV community last
convened in South Africa, it is
imperative that the foundation of a
sustained HIV response – both in the
medium and longer term – is more
adequately secured. Now, more than
ever, is the time to systematically
build on the hard-won gains and
investments of the past to ensure
that there is no resurgence in HIV.
We need, along with renewed
political will to remedy the
current AIDS malaise, to:
• ensure that sustained and predictable
financing is in place to support the
expanding number of people living
with HIV on antiretroviral therapy
from 15 million to 37 million
• support committed scientists and
research to find a cure – or at least a
remission off therapy – and a vaccine
• uphold constituency agency and civil
society-led responses, especially in
new and influential programme areas
• expand catalytic and innovative
public-private partnerships
that will enhance scale-up
• continue support for novel

approaches and discoveries in the
move towards precision HIV medicine
• strengthen community systems,
as well as integrated and multidisciplinary strategies
• ensure that a practical
implementation science agenda
– one that promotes cross-sector
learning – acts as our guide.
Collectively – as people living with HIV
and from key populations, activists,
scientists, funders, policy-makers
and programme implementers – it is
clear we still have a long way to go.
Until this is done, AIDS will not end.

PROFESSOR CHRIS BEYRER: International
AIDS Society President, Desmond M
Tutu Professor of Public Health and
Human Rights at the Johns Hopkins
Bloomberg School of Public Health.
PROFESSOR LINDA-GAIL BEKKER: Director
of The Desmond Tutu HIV Centre and
Professor at the University of Cape Town.
PROFESSOR FRANÇOISE BARRÉSINOUSSI: Professor at the Institut
Pasteur, Director of the Regulation of
Retroviral Infections Division at the
Institut Pasteur, Recipient of the Nobel
Prize in Physiology or Medicine.

We need, along
with renewed
political will to
remedy the current
AIDS malaise, to
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sustained and
predictable financing
is in place to support
the expanding
number of people
living with HIV
on antiretroviral
therapy from 15
million to 37 million.
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Primary action should be taken in
four key areas before celebratory cries
about the “end of AIDS” can ring true:
1. Address the risks and vulnerabilities
of young women and girls
comprehensively: Of the two
million new HIV infections in 2014,
almost half were in Eastern and
Southern Africa among adolescent
girls and young women, who are
disproportionately at risk. In subSaharan Africa, 71% of adolescents
living with HIV are girls. Sociallyembedded inequalities render
young women and girls extremely
vulnerable, who acquire HIV five to
seven years earlier than young men.
In some countries, HIV prevalence
among young women and adolescent
girls is as much as seven times
that of their male counterparts.
Promising programmes such as
the DREAMS initiative challenge
the direct and indirect structural
determinants that increase girls’
risk of acquiring HIV. These kinds
of programmes go far beyond
the health system and address
factors including poverty, gender
inequality, gender-based violence
and restricted access to education.
More innovative partnerships like

this are needed to overcome the
cultural and gender-based dimensions
and other structural barriers of the
epidemic. Unless these hurdles are
successfully surmounted, it is far too
early to talk of ending the epidemic
among women and girls, a priority
population in ‘getting to zero’.
2. Focus on key population epidemics
within and across all HIV scenarios:
Among key populations there has
been a recent resurgence in the HIV
epidemic. New HIV infections are
rising among men who have sex with
men, notably in Western Europe and
North America. Critically, these are
areas where significant decreases
had previously been recorded, which
does not auger well if we are even
to contemplate the notion of ending
the epidemic. There has also been
an increase in the number of new
HIV infections in Eastern Europe
and Central Asia, mainly among
people who inject drugs. In South
Africa, 25% of new HIV infections
occurred among key populations
and globally, transgender women
are nearly 49 times more likely to
be living with HIV compared to
other adults of reproductive age.
Collectively this paints a bleak
picture. It also signposts where
increased energy, attention and
resources must be placed to ensure
that the gains made are consolidated
in prevention, care and treatment
outcomes across the cascade for key
populations – importantly including
in generalised HIV epidemic scenarios.
3. Engage men and boys as recipients
of health services: In an era of
‘test and offer,’ ensuring sustained

spotlight

particular, adequate funding needs to
be purposefully redirected to support
intensified civil society responses,
which have always been an integral
part of the backbone of the AIDS
response, or else – while new HIV
infections are falling globally – the
end of AIDS will remain an illusion
for those who are most at risk, most
marginalised and most stigmatised.

Image: Gideon Mendel, courtesy of the photographer.
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How the law helps – or
hinders – the fight against
the AIDS epidemic
Justice Edwin Cameron
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The constitutional court of South Africa.

High Commissioner for Human
Rights has released an important
report entitled The Right to Health.
It declares unequivocally that “No
State can justify a failure to respect
its obligations because of a lack of
resources. States must guarantee
the right to health to the maximum
of their available resources, even if
these are tight … All States must move
towards meeting their obligations
to respect, protect, fulfil.”
When an epidemic like HIV strikes,
governments have a responsibility to
respond to the best of their abilities.
Equally important, they are obliged
to respond according to the best
available evidence. With some notable
exceptions – particularly the nightmare
of AIDS denialism in our own country,
South Africa – humanity’s response
to the AIDS epidemic has been
exceptional. It has shown what can
be done when committed healthcare

workers, researchers, diplomats,
and government officials work with
single-minded dedication and focus.
First, medical researchers developed
life-saving new treatments. Then,
activists campaigned for those
treatments to be made available as
urgently as possible to the lives that
critically needed them. And they
fought for them to be affordable,
so that everyone – not only the
rich – could get treatment.
Millions of lives have been saved, and
unspeakable suffering avoided, because
of this brave work. And patients’ rights,
citizen activism and democracy have
been strengthened in the process.
To all of this, the law has
been indispensable.
In South Africa, it was because
we had a Constitution that allows
activists to gather, speak out, organise,
protest, engage with a free media, and
campaign against governmental

Today, because of the Constitution, the
rule of law, brave, principled activists,
and straight-backed judges, South
Africa has the world’s largest publicly
provided ARV treatment program.
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Over 30 million people have died of
AIDS, and Africa has borne by far the
heaviest burden of these deaths. That
figure leaves us numb. It’s hard to
imagine each life, each family, each
individual physiology of suffering, and
decline and death and bereavement.
They have been long and griefstricken years, but also years
of significant successes – gains
hard fought-for, which we must
consolidate now, if we are to
deal successfully with AIDS.
Across the world, about 36.7 million
people are living with HIV now. Of
these, around – 19.7 million people –
need treatment, but are not getting
it. That means that today a disease
that, with current medications,
is easily manageable is instead
sapping the lives and energies and
wellbeing of over 19 million people.
HIV does not do its devastating
work in isolation. It goes hand in
hand with tuberculosis (TB) – and,
increasingly, with heart disease
and diabetes. We also know that
the healthcare services in many
countries are desperately lacking.
The challenges for governments are
huge. To provide quality healthcare
for all requires dealing with complex
obstacles that are not easily overcome.
But they must be overcome.
The Office of the United Nations
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It has been almost 35 years since AIDS was identified. Thirty-five long
years, since the disquieting realisation that young men in North America,
in the prime of their lives, were dying from a hitherto unknown virus.
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It explains that “Equality and nondiscrimination, inviolable in every key
international human rights agreement,
are the pillars on which all other
human rights rest. So, although there is
no binding international law expressly
prohibiting discrimination on the basis
of HIV status, those two principles
guide and support the denunciation
of discrimination related to HIV status
and against the people it affects.”
A central feature of the Global
Commission’s report is its strictures
against the damaging, retrograde
use of the law to criminalise HIV.
Laws that target people with, or
at risk of, HIV are deeply wrong, and
deeply bad. They fly in the face of
elementary principles of human rights.
The report embraces the gold
plate principle of HIV and human
rights: that it is both wrong, and
counterproductive, to single out people
with or at risk of HIV for punitive
measures. Measures that violate rights
and increase the spread of HIV.
“The criminal justice system,” the
report points out, “fights the health
care system—one repelling, the other
reaching out to people vulnerable to or
affected by HIV. By dividing populations
into the sick and the healthy or the
guilty and the innocent, criminalisation
denies the complex social nature of
sexual communities and fractures the
shared sense of moral responsibility
that is crucial to fighting the epidemic.”
The lesson is plain. We cannot
minimise the impact of AIDS on our
societies in a legal environment
that disrespects human rights.
Evidence. Evidence. The lawyer’s
building block. And evidence is too

often disregarded in the epidemic.
Discriminatory laws or actions against
vulnerable populations have retrograde
effects. Vulnerable communities include
people who inject drugs, sex workers,
men who have sex with men (MSM),
transgender persons, and prisoners.
Their rights to human dignity and
equality should be embraced.
The Global Commission powerfully
recommended inclusive approaches
to gender diversity. It urged that
“Countries must reform their approach
towards sexual diversity. Rather than
punishing consenting adults involved
in same-sex activity, countries must
offer such people access to effective HIV
and health services and commodities.”
Similar recommendations were made
for other so-called key populations.
Justice and human dignity
align strongly with our vision of
ending death, discrimination and
suffering in the AIDS epidemic.
Regressive laws that prohibit
homosexuality are an affront to our
dignity as human beings. They are
also a terribly wrong step for public
health reasons. Similarly, targeting
those with, or at risk of, HIV with
criminal laws does nothing to promote
the interests of justice. Nor does it
advance our struggle against HIV.
Many countries continue to apply
these discriminatory laws. Many
of these same countries also have
high HIV rates. The lesson is stark.
In addition, many countries continue
unnecessarily to defer excessively
to intellectual property rights. They
haven’t taken the recommended
steps to ensure a more just balance
between the right to health and
the interests of patent holders.

Justice and human dignity
align strongly with our vision of
ending death, discrimination and
suffering in the AIDS epidemic.

Human Rights barometer:
homosexuality & the law in Africa
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The commission’s recommendations
were published more than four
years ago. It’s disappointing
that more governments haven’t
implemented its insightful, evidencebased recommendations.
The right to health is the right to the
enjoyment of the highest attainable
standard of physical and mental health.
There are and can be no exceptions.

Regardless of sexual orientation, job
status, or HIV status, everyone has the
right to health. If we do not take this
right seriously, we will struggle to bring
an end to HIV, TB and all the other
epidemics threatening our communities.
By doing the right thing, by
abolishing discriminatory, harsh,
stigmatising laws, and by enacting
protective laws, we also do the

best thing to reduce the impact
of the epidemic. As lawyers and
policy-makers, we should know to
be guided by the evidence.
JUSTICE EDWIN CAMERON is a judge at
the Constitutional Court of South Africa.
The HIV and the Law Commission
report can be found at http://
hivlawcommission.org/index.php/report
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obfuscation and delay in making
treatment available. And because
we had judges of integrity, applying
a sound Constitution, government
was ordered in 2002 to start making
ARV treatment available. It started
with pregnant women living with HIV.
Within two years, government had
done what it should have years earlier:
it promised South Africans they would
get what the activists had demanded
– a national treatment program.
Today, because of the Constitution,
the rule of law, brave, principled
activists, and straight-backed judges,
South Africa has the world’s largest
publicly provided ARV treatment
program. More than three million
South Africans, like myself, are on
ARV treatment. And its boundaries are
constantly expanding. Recently, Health
Minister Aaron Motsoaledi announced
that everyone with HIV, regardless
of CD4 count, would receive ARVs.
Elsewhere in Africa, the law,
constitutional rights and judges who
take them seriously have also had an
impact. Just a few months ago the
High Court in Kenya ruled against the
forced incarceration of two TB patients.
In 2012, the Global Commission on
HIV and the Law released a pivotal
report. It was entitled Risks, Rights,
and Health. It offers a roadmap
to ensure that no country’s legal
framework stands in the way of our
shared struggle against HIV and
that laws help rational, healing
intervention in the epidemic.
The report wisely notes the
potential uses of the law – but also
how these have been squandered. It
notes: “The legal environment – laws,
enforcement and justice systems – has
immense potential to better the lives
of HIV-positive people and to help
turn this crisis around ... But nations
have squandered the potential of the
legal system. Worse, punitive laws,
discriminatory and brutal policing
and denial of access to justice for
people with and at risk of acquiring
HIV are fuelling the epidemic.”
The report amply embraces
international law and standards.
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Motsoaledi and the
devil’s alternative
Ntsiki Mpulo
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“In 2009, there were only 250
nurses trained to initiate ARV
treatment without the presence of a
doctor and now there are 23 000.
“Over 3.5 million people are now
on antiretroviral therapy and we
continue to expand the programme,”
he said. “We have now turned our
focus to vulnerable groups such as
sex workers, men who have sex with
men (MSM) and adolescents.”

Adolescents

According to the Minister, the R3-billion
programme, which will span three-years,
is aimed at reducing infection rates,
bringing down teenage pregnancy and
abortions rates, and addressing genderbased violence. This is in addition

to keep girls in school and linking
them to economic opportunities.
He explains that this is part of a
broader government- and societywide programme, which includes
the school health programme in
which learners’ eyesight, hearing
and speech are screened, and during
which immunisation, alcohol and
drug education, reproductive health
education and HIV Counselling
and Testing are addressed.
The Minister says the programme
will drill down to individual school
level and allow the department
to profile high-risk schools, with
specific programmes tailored to
the requirements of that school.
“We have prevalence statistics
from each municipality and

“We have turned a corner on HIV and there
are signs that a vaccine is imminent but,
according to World Health Organisation
research, we still face 5 000 new HIV infections
in adolescents per week in Sub-Saharan
African and half of those are in South Africa.”
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South African Minister of
Health, Aaron Motsoaledi.

The Health Department’s plan to
decrease the HIV-infection rates in
adolescents aims to challenge the
taboos surrounding sex and HIV, says
South African Minister of Health, Aaron
Motsoaledi.
In an interview with Spotlight ahead
of the International AIDS Conference
in Durban in July this year, the Minister
outlined a wide-ranging programme for
dealing with the groups most vulnerable
to contracting HIV in South Africa, with
a particular focus on adolescents.
“We have turned a corner on HIV
and there are signs that a vaccine is
imminent but, according to World
Health Organisation research, we
still face 5 000 new HIV infections
in adolescents per week in SubSaharan African and half of those are
in South Africa,” says Motsoaledi.
Following the dark period of AIDS
denialism, which resulted in the deaths of
at least 330 000 people whose lives could
have been saved with ARV treatment, the
South African government implemented
a number of significant programmes
that have yielded good results.
“We started an HIV Counselling
and Testing programme (HCT) in
2010 and within 18 months had raised
the number of facilities offering HCT
from 40 to 3 500,” says Motsoaledi.
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Health minister Dr Aaron Motsoaledi sat down with Spotlight in an
exclusive interview. He shares details on how the department plans
to target vulnerable groups in efforts to stem the incidence of HIV. He
speaks passionately on plans to target adolescents, a little less forceful on
decriminalizing sex work and is thin on detail when it comes to men who
have sex with men.
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they requested contraception at
some of our clinics,” says Motsoaledi.
“That is not acceptable.”
The Minister speaks of an instance in
2011 when he visited Umkhanyakude
district in KwaZulu-Natal, which
is reported to have a high HIV
prevalence among young women.
“Women came into the clinics
asking for contraception and there
was none,” he says. “We just didn’t
provide contraception in the public
health system at the time. It was the
result of some poor policy choices.”
According to the Minister, literacy
about contraception somehow fell off
the agenda at one point in the 1990s.
“In our panic to address the
alarming rates of HIV infection, we
abandoned education programmes
around contraception and focused
our energies on the ABC programme
and, as a result, the contraception
programme collapsed.”
But this has changed with the
introduction of the dual-protection
programme in 2014. This programme
encourages women to use two
contraceptive methods, one that
protects them from sexually transmitted
diseases and HIV as well as from
pregnancy. Since then, the department
has provided about 800 000 women
with sub-dermal implants.

Decriminalising sex work
In addition to the programme for
adolescents, the Minister outlined
the National Sex Work Sector Plan
announced by Deputy President Cyril
Ramaphosa, in his capacity as chair
of the South African National AIDS
Council (SANAC), in March 2016.

In his speech, Ramaphosa said South
Africa was one of the first countries
in the world to take a decision to
provide pre-exposure prophylaxis to
sex workers. In addition, government
will roll out its test and treat
programme in which anyone who
tests positive for HIV will be offered
treatment regardless of CD4 count.
Beyond providing health services,
the plan for sex workers is expected
to address the difficult issues of
violence, stigma, alcohol and
drug abuse, depression, social
isolation, forced migration and
lack of economic opportunities.
Responding to the question of
decriminalising sex work, Motsoaledi
says it is not something that he as
health minister can tackle alone.
It has implications for the whole
of society and so must be tackled
by the different stakeholders
together. To this end, the Minister
has consulted with organisations
that represent sex workers,
including SWEAT, to understand the
challenges faced by this sector.
“One of the major issues they
highlighted was harassment by
police officers,” says Motsoaledi.
“They said police confiscated their
condoms thus putting them at
great risk for HIV infection. This is
something we are addressing with
the South African Police Service.
Some things can be achieved without
having to decriminalise sex work.”
On programmes addressing men
having sex with men (MSM), the Minister
says there is a need to fully interrogate
the issues before plans are rolled out.
Ntsiki Mpulo is a Spotlight Journalist

“I call this the devil’s alternative,” says
Motsoaledi. “Parents must make a difficult choice.
In one corner are condoms but in the other corner
is HIV, teenage pregnancy and abortions. The
difficulty is that this choice is not really a choice.”

Fighting for the right to care
Ntsiki Mpulo

Motsoaledi on the role of community healthcare workers
Community health workers (CHWs), who
are predominantly women have struggled
to be formally integrated into the health
service delivery system, and they are
disgruntled. Thousands of workers have
taken to the streets in various provinces
for their right to employment and equal
treatment under the law and in the
interim poor people face being without
one of the most direct lines of healthcare.
Gauteng based workers staged a
night vigil outside the Department of
Health in May 2016, demanding that the
Minister address their grievances. In the
Free State, 94 CHWs were found guilty
of contravening the Gatherings Act.
They had gathered to hold a peaceful
night vigil outside the MEC for Health’s
office in 2014 after he had summarily
dismissed 3800 of them without warning.
In an interview with Spotlight, South
African Health Minister Dr Aaron
Motsoaledi acknowledged the need
for CHWs but said that there was
an oversupply of workers who may
not have the skills needed to serve
the needs of the communities.
“In the NHI whitepaper we said
the heartbeat of the health care
system is going to be the primary
healthcare system,” he said “Nurses
are the backbone and community
health workers are game changers.”
The calculations on which the minister
has based the requirement for South
Africa are those proposed in the National
Health Insurance plan which states that
each ward in the country should have
an average of 10 community health
workers to administer primary healthcare
effectively. As there are 4000 wards in
the country this equates to 40 000 CHWs.
In South Africa, there are currently an
estimated 70 000. “Unfortunately, we
have a complex unplanned situation.
It is part of our unfortunate past,” says
Motsoaledi. “Many people believe the

AIDS denialism era is gone but we are
still experiencing its consequences.”
The minister explains that many
community health workers began
volunteering during the height of the
HIV/AIDS epidemic. “Most of them came
in as home based workers because people
were dying and people had to act,” he
says. “They were employed by churches,
NGOs, philanthropic organisations and
the Department of Social Development
and even the Department of Health
but it was unplanned and chaotic.”
In the much lauded Brazilian primary
healthcare programme community
health workers (CHWs), recruited
from the local community, are each
responsible for up to 750 people
(approximately 100-150 households) in
each micro area. Current estimates put
the number of CHWs in Brazil at just over
250 000. If each of the 40 000 envisaged
CHWs in South Africa is responsible for
750 people (as is the case in Brazil), 30
million people will be covered. 70,000
CHWs will cover 52.5 million people.
The Minister insists that CHWs’ require
sufficient training in order to discharge
their duty to the communities they
serve. “The work of primary healthcare
is not just about volunteering, it’s
also about selection. We don’t want
a primary healthcare worker who will
walk into a house and talk about HIV
but can’t offer other services or advice,”
says Motsoaledi. “When asked about
diabetes or high blood pressure they
can’t help. We need our community
health workers to be able to help on
all levels of primary healthcare.”
He says that his department has
already trained some 10 000 CHWs and
cited SukhumaSakhe, a service delivery
model piloted by the KwaZulu-Natal
premier’s office through which CHWs
were employed, as a model which may
be replicated across other provinces.

He suggests that the programme has
already borne significant benefits for
the province. “When the programme
was introduced in 2011, KwaZuluNatal had the highest prevalence of
mother to child transmission, now
the province has the lowest.”
The SukhumaSakhe programme
was conceptualised to comprise
representatives from various departments
in the municipalities which would
gather information about the state of
service delivery in the province through
meeting with community representatives
on a regular basis. A “war room” to
which CHWs and other community
representatives could report issues
was set up - this was to include health
issues like drug stock-outs, A Spotlight
team interviewed CHWs in the province,
who reported that this model is not as
successful as purported. Some CHWs
have complained that when cases are
reported to the authorities, they are
not investigated and that municipal
representatives on the task team do
not attend feedback meetings.
The minister acknowledges that
nurses and community health workers
are often at loggerheads. “Nurses
don’t see CHWs as part of the system
because of the sporadic nature of their
interactions. They see them as nuisances.”
However the Minister expects that a
solution to the issue is imminent. He
says that he has asked the directors
general and heads of departments
in each of the provinces to map
out a permanent solution.
“The solution will not be a blanket one,
which is what they are asking for. If we
want to destroy the primary healthcare
system, we’ll just close our eyes and
put people into it because they are
there rather than assessing the needs
of the community and applying the
appropriate skills,” says Motsoaledi.
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each district in the country based
on the ante-natal survey, so we’ve
been able to identify the hardest-hit
districts,” says Motsoaledi. “Where
we find girls who are positive, we will
immediately put them on ARVs in line
with our test and treat programme.
“They will receive HIV counselling and
testing and, if they are negative, we will
continue to monitor and counsel them
to limit the possibility of contracting
HIV, and even administrating preexposure prophylaxis if necessary.”
Responding to criticism that the
programme places an unfair burden
on girls, Motsoaledi says: “We will
not only focus on girls but on men as
well. Of the 18 million South Africans
on our HCT programme, 65 percent
are women, five percent adolescent,
and only 30 percent are men. We are
insisting that men know their status and
we are promoting male circumcision.”
He says the media focused too
much attention on the part of the
programme dealing with encouraging
girls to stay away from so called “sugar
daddies” whereas the success of this
programme depended on support
from parents and the community.
“Parents tell me not to worry about
consulting them about screening,
immunisation and alcohol and
drug education but with respect to
reproductive health and HCT, they
do not even want to engage,” he
says. “They say if you give children
condoms, you’re asking them to
have sex. But the fact that girls are
falling pregnant and contracting STIs
means they are having sex anyway.
“I call this the devil’s alternative,”
says Motsoaledi. “Parents must make
a difficult choice. In one corner are
condoms but in the other corner
is HIV, teenage pregnancy and
abortions. The difficulty is that this
choice is not really a choice.”
In addition to school-based
programmes, Motsoaledi envisages
creating a safe environment
for young people in clinics.
“We have received reports where
children have been turned away
and told to bring their parent when
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The next International
AIDS Conference needs
to be “an earthquake”
Nomatter Ndebele

At the time, former President Thabo
Mbeki pressed on with a campaign
of denialism, claiming that there was
so such things as AIDS. Thousands of
people lost their lives because they
were not given life-saving medication.
In July this year, the International
AIDS Conference heads back to Durban.
Thankfully it is a different time.
Today, KwaZulu-Natal has the biggest
antiretroviral programme in the country.
Of the 1.8 million people diagnosed to
HIV, 1.1 million have access to life-saving
drugs. Once one of the worst provinces
of South Africa in terms of its response
to HIV, KZN has now become the model
for a functional HIV-response system. The
province has become the poster child
for tireless work to bring about change.
Despite this, poor administrative
processes and human resource shortages
continue to undermine efforts to bring
the HIV/AIDS epidemic to an end. Like the
rest of the country, the crisis in the public
health care system cannot be ignored.
The Treatment Action Campaign
has worked tirelessly, particularly in
the province, to try to ensure that the
most vulnerable people’s needs are put
at the forefront of the HIV/AIDS fight.
Despite the great strides they have
made, the TAC is still wary of the difficult
terrain in which they have to work.

Patrick Mdletshe, deputy chair of
the TAC said: “KZN Cannot afford
complacency, the war on HIV is far
from being over. KZN is not immune to
problems that are seen and experienced
by other provinces like the shortage
of essential medicine, high numbers
of patients lost to follow up processes
exasperating the steady growth of
defaulters. Therefore we cannot
pretend that its business as usual.”
Mark Heywood, executive director
of SECTION27, a public interest law
centre, says: “There are many tangible
manifestations of the crisis that we see
every day: HR shortages, drug shortages,
dirt, disease, corruption and so on.
But my concern is the overall inertia,
paralysis, decay, demoralisation and
lack of will. It’s on a downward slide
in many areas. We see best practices
and possibility, we have the resources
and knowledge to turn it round, but
we lack the conviction to do so.”
Human resources are a major concern
for Mdletshe as well, “We understand
that without community health care
workers (CCG’s) health care system
won’t able to keep up with the number
of people on treatment as we move
to test and treat. we will see more
number of people that will default
on treatment, next thing people

may die while on treatment. It one
thing to be on treatment but also is
another to adhere on treatment. right
now we want people to adhere on
treatment and be viral suppress which
that is an ultimate goal, otherwise
having so many people on treatment
will be just meaningless,” he said.
Furthermore, political squabbles within
the province also impact negatively
on the work done by Civil society.
“All these political issues could
potentially undo all the work we have
done as civil society,” said Mdletshe.
Although KZN has progressed far
down the road in its HIV mission,
there is still a lot of work to be done
and complacency is a real danger.
This upcoming conference needs to
be more than just a formality. It needs,
says Heywood, to be “an earthquake
that shakes up the complacency and
rhetoric around the HIV response”. It
needs to find consensus on the priority
areas for sustaining and expanding
the AIDS response, and to create a
new momentum and belief in the
possibility of truly overcoming AIDS.
“In other words,” says Heywood,
“a repeat of the 2000 conference,
but in a very different context.”
NOMATTER NDEBELE is a
Spotlight Journalist
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Ten years ago, the International AIDS Conference was held in Durban
in KwaZulu-Natal. Nkosi Johnson, who died a year later at the age of 12
– the longest-surviving HIV-positive born child at the time – addressed
the plenary and made a plea to the government to make antiretroviral
treatment available to pregnant women with HIV.
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South Africa and specifically the
province of KwaZulu-Natal remains
at the epicentre of the HIV epidemic.
KwaZulu-Natal has some good stories
to tell, but there is still much that
needs to be fixed. Spotlight travels
the back roads of the province of a
thousand hills and finds a buckling
lay counsellor programme, quacks
and charlatans who prey on people
desperate to find a cure and deadly
malnutrition in a country of plenty.

KwaZulu-Natal
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The barefoot soldiers
of a public health
care system that
doesn’t seem to care

52
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For the past 17 years, 55-year old Doris Ntuli has
worked as a community caregiver (CCG) in the
community of Sweetwaters, in Pietermaritzburg,
Durban. In that time Ntuli has only received a pay
increase of R300 (US$20). Her total monthly income
is R1500 (US$95).
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Community caregiver
Doris Ntuli stands
alongside her two
colleagues after a visit
to an elderly patient
in their ward.

provide patients with money for trips
to the hospital or clinic,” said Sithebe.
CCGs are also forced to work with
few or no materials. Often, Doris will
get a bag of nappies and nothing else
– no gloves, no TB masks – but she is
expected to do her rounds regardless.
“The nurses tell me that they only have
enough stock for themselves, and that we
haven’t been budgeted for,” said Doris.
“Even people who clean the
streets have a uniform. They have
boots, but I walk up and down this
community everyday in my sandals
until they break,” she adds.
Sithebe explained that dysfunctional
administrative processes have an impact
on the work of these community health
workers. The renewal of contracts is not
a well-managed process and CCGs can
wait for up to two months to find out
whether their contracts will be renewed.
Despite the fact that CCGs
are contracted by the KwaZuluNatal Department of Health on
one- or two-year contracts, they
receive no benefits at all.
“If I die tomorrow, these children
you see here won’t even have 20c
to their name” says Ntuli.
For years, the CCGs in Durban have
been promised better opportunities, but

very few have materialised. When Doris
started, she was told that she could be
eligible for nursing training. This hasn’t
happened, and in the 17 years that
she has worked, only two other CCGs
she knows have received training.
Doris, and many other CCGs in Durban
have tried to have their grievances
heard. Their peaceful marches and
heartfelt pleas have gone unnoticed.
“I am supposedly working for
the department, but not once have
I seen a representative come and
address our issues. For years they
have ignored us,” said Doris.
At the beginning of May this
year CCGs in Sweetwaters decided
to take drastic action.
Doris joined a group of CCGs who
staged a shut down at the local clinic.
The group arrived early in the morning
and locked the gates of the clinic,
denying patients and staff access. It was
only after this act of civil disobedience,
that the CCGs were promised a response.

Their drastic action was a means
to an end, but she and others knew
that it will quite likely further strain
relations between themselves
and staff at the facility.
“We have never had a good working
relationship with the sister at the clinic,
and after this, I know things will be
even worse. But what could we do?”
In spite of all these problems,
Operation Sukuma Sakhe is hailed as
one of the best primary care health
care approaches and is supposed to
act as the model on which all other
provinces will base their systems.
There is a lot of work to be done in
terms of supporting the people who
drive the operation. For many people in
far-flung rural areas, CCGs are their only
line of connection to the public health
care system and to social services.
It is not enough to theoretically
empower CCGs without providing
necessary resources for them
to carry out their work.

“I am supposedly working for the
department, but not once have I seen a
representative come and address our issues.
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“It’s not safe. It’s just a big dark hole
and if a child falls into that pit, they will
be gone.”
To this day, the sewage access point
remains open and no one from the war
room has responded in any way. Doris
admits that she is close to giving up
on the matter. Clearly, nobody cares.
Although CCGs are employed as an
extra hand for the departments of health
and social services, they are met with
much resistance. Nurses in the local
clinics look down on them, viewing
them as uneducated and providing very
little support for the work they do.
Over the past six years, civil society
has pushed for the government to
recognise community health workers
as legitimate aides of the public health
care system, and calling for them to
be formally employed and given the
support they need to do their jobs.
Simanga Sithebe, a representative
from Sinani, an organisation that
works closely with CCGs in eThekwini,
says that one of the biggest issues
CCGs face is a lack of resources. They
have no travel allowance and are not
compensated for any expenses.
“They often pay out of pocket to
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happens. On some days, department
representatives don’t show up, and
care givers say that not once have they
received responses to cases written up
in the report books in their absence.
This is one of the reasons CCGs, who
are a vital part of the primary health
care system, have lost credibility in
the community. They never seem
to deliver on their promises.
Seven years ago, for instance, on
one of her rounds, Doris came across a
quadriplegic blind man, who was living
in an outside room and fending for
himself. Although his family lived with
him, they did very little to take care of
the man. Doris told the family that she
would report the matter and ensure that
a wheel chair was delivered to the man.
“For seven years, I went back and forth
to that war room to report the matter,
but I received no help. I eventually
stopped going back to the house
because I was so ashamed,” says Doris.
The man died before
any assistance came.
For two years now, Doris has
left reports at the war room,
detailing a case of an improperly
sealed sewerage access point.
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That one increase was all she’s ever
been given. Other than that she and
her colleagues work without support or
resources in a hostile environment and
one which provides little help to the
people of the communities they serve.
In 2001, the KwaZulu-Natal province
launched Operation Sukuma Sakhe, a
social health care model that offers an
integrated approach to both social and
health-care services. The model puts one
community caregiver (or community
health worker, as it is generally known in
South Africa) in charge of 60 households
in order to oversee their health as well
as their socio-economic wellbeing.
Care givers report to a “war room”
with representatives from various
social development departments
including Home Affairs, Agriculture,
Human Settlements, Health and Social
Development. Here they are expected
to report any issues affecting their
allocated households to the relevant
departments, who are then required
to intervene, either by going back
to the specific household or sending
whatever is needed back with CCG.
What should be a strict and
formal process however, hardly ever
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A community health worker
(CHW) prepares to wash an
elderly patient. She uses
bread bags to cover her
hands as she has no gloves.
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The number of new HIV-positive patients being put onto antiretroviral
treatment in medical facilities supported by Medécins Sans Frontières
(MSF) in KwaZulu-Natal has dropped dramatically over 12 months,
according to the organisation.
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MSF, which works in collaboration
with the local department of health
in uMlalazi municipality, uThungulu
District, attributes the estimated
40% drop to a reduction in facilitybased testing for the virus in 2015
and the first quarter of 2016.
A strategic objective outlined in
the KwaZulu-Natal (KZN) Department
of Health’s Annual Report 2014/2015
is to increase HIV testing coverage
in the province to 60 percent of the
5.54 million people aged between 15
and 49 living there by March 2017.
Furthermore, the United Nations has
set an ambitious target that aims to see
90 percent of all people living with HIV
aware of their status by 2020 under its
90-90-90 initiative, which is designed
to help end the AIDS epidemic.
For the 2013/2014 year, the
provincial department of health in
KZN recorded a testing coverage
rate of 34.5 percent of the targeted
demographic, and this increased to
35.6 percent in the following year
against a target of 58.2 percent.
In his budget speech for the
2015/2016 period KZN Health
MEC, Dr Sibongiseni Dhlomo, said
that counselling and testing had
been provided to 2 579 763 people
through his department’s HIV
Counselling and Testing Campaign.
The department commented in
its 2014/2015 annual report that its

HIV-testing target was set “with the
understanding that screening would be
done at all entry points to the health
system”. It went on to say that “this
has been difficult to implement due to
continued stigma,” but that “patientinitiated counselling and testing is
still being done at facility level”.
However, the roll out of a new
policy relating to the department’s
lay counsellors is suspected of
undermining its ability to achieve its
HIV-testing goals. At least that is the
case where MSF has tracked testing
levels over the past 12 months.
Data gathered by MSF from the
two hospitals and 11 medical clinics
it supports in uMlalazi municipality
show that only 480 new patients
accessed ART in the first three
months of 2016, compared to 850
for the same period in 2015.
The department of health’s testing
target for the aforementioned
facilities for the first three months
of 2016 was 5 634, yet only 2 528
tests (or 45% of their target) were
carried out during that time.
The department of health says 37.5%
(475 952 people) of the uThungulu
District population’s 15 to 49-year-olds
has been tested for HIV, according
to its 2014/2015 annual report.
Medical manager for MSF’s KZN,
project, Dr Vivian Cox said a falloff in testing is the likely cause of

the reduction in the number of
new patients being put onto ART
programs in MSF-supported facilities
in uMlalazi, rather than a decline
in the HIV-infection rate locally.
MSF’s report on its study said that
“after controlling for clinic-level fixed
effects and months, we found that
having one less counsellor is associated
with 28 fewer tests per month.”
MSF believes a decision taken by
the department in recent years to
redeploy its cadre of lay counsellors
to training and improved work
opportunities, is adversely affecting
activities such as HIV testing.
Until the beginning of 2015, lay
councillors, who lack formal education
in counselling and testing but were
the people primarily responsible
for these activities at clinics and
hospitals, performed three key
functions in relation to HIV and TB.
They carried out adherence
counselling for individuals starting ART
to help them remain adherent to their
therapy; they performed advanced
adherence counselling for patients who
failed to maintain their treatment;
and they carried out HIV testing on
people before they started ART.
According to MSF’s Amir Shroufi, the
organisation’s medical coordinator for
South Africa, “you can’t overstate the
importance of good counselling. You
can have the most expensive program

But a 2013 national department of
health circular sent to medical facilities
in the province gave forewarning that
this important job was to be axed, and
that lay counsellors would be retrained
and redeployed within the system.
It stated that “it has been decided
that the lay counselling occupational
category should be phased out, which
implies that this cadre of employees
will no longer be employed by the
department with immediate effect.”
The new jobs that lay counsellors
can take up after training range from
nursing and pharmacy assistant to
speech therapist and artisan boiler
making. However, of the 21 study and
retraining options listed on the circular,
none were linked to counselling.
Rather than making lay counselling
a redundant role in the province,
the authorities should be expanding
their role and offer those lay
counsellors who want training
access to it, said Schnieder.
“There should be a pipeline of
lay counsellors entering the health
system and in terms of training they
should be able to study mid-level
counselling,” she maintained.
When contacted regarding the
redeployment of lay counsellors in
the province, and issues surrounding
it, the department of health insisted
it could not comment. It directed
the Spotlight to the South African
National AIDS Council (SANAC)
saying it was the custodian of

the information being sought.
However, SANAC spokesperson
Kanya Ndaki maintained that the
organisation could not comment on
the redeployment of lay counsellors,
as it is not involved in provincial
health department plans.
“The KZN department of health
or the Office of the Premier in
KZN are the only ones that can
comment on this matter,” she said.
In relation to giving lay counsellors
the option to improve their skill sets,
Shroufi said that on the one hand it was
great to see people’s career prospects
improve, but it seemed to be coming at
the expense of dedicated counselling.
“What is unfortunate is there are
people dedicated to counselling in the
clinics, and what the province seems
to suggest is that nurses will take up
the tasks of the lay counsellor, and
it is very difficult in busy clinics to
put more on the plate of nurses.
“In practice, what we see is that
when you take away lay counsellors
a lot of the activities they preform
do not happen. We’ve seen a
reduction in testing,” he said.
In his budget speech in April this
year, Dr Dhlomo acknowledged the
work the province’s health workers
had done in facilitating the capture
of more than 1 million people onto
ART treatment – making it the largest
such programme in the world.
Whether this milestone is endangered
by the province’s new lay-counsellor
policy remains unclear, as Shroufi says
it is more complicated to unpick the
effect of redeployment on the levels of
adherence counselling taking place.
“By the time you know someone is

not taking their treatment you may be
six to 12 months down the line. There is
a time delay basically, and that is why
we can’t talk about patients’ adherence
to treatment yet,” he maintained.
Shroufi went on to say MSF thinks
it is worth the KZN department
of health considering models of
service delivery used in different
provinces, such as the Western Cape,
as they had proved successful.
“So what happens there [in the
Western Cape] is that they are
effectively outsourcing lay counselling
activities. This allows for an affordable
provision of service and it helps to
address some of the concerns that
provincial departments of health
have in terms of directly employing
lay counsellors,” he concluded.
When contacted the Western Cape
authorities declined the opportunity
to outline their lay counsellor model,
saying it would be unhelpful to do so
because the national department of
health was reviewing the role of lay
counsellors in all nine provinces.
The national department of health
declined to comment on questions
about the review of its lay counsellor
policies and whether it was aware of
a reduction in testing in KZN over the
past 12 months. The official tasked
with responding stated the details
of the lay counsellor research were
needed before the department could
respond adequately. However, the
MSF data was embargoed at the time
the questions were submitted.
BILL CORCORAN is a Journalist.
NOMATTER NDEBELE is a
Spotlight Journalist.

MSF believes a decision taken by the
department in recent years to redeploy its
cadre of lay counsellors to training and
improved work opportunities, is adversely
affecting activities such as HIV testing.
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Axing of lay counsellors
backfires in KwaZulu-Natal

in the world but at the end of the
day if people are not being tested
and patients are not taking their
treatment it doesn’t do any good.”
This view is also supported by Helen
Schnieder, the head of the School
of Public Health at the University of
the Western Cape, who is doing a
PHD on community health workers.
“For the last 10 to 15 years South
Africa’s health systems have depended
on lay counsellors. They are the gel
that has held things together. The
United Nations has now put a plan in
place (as part of its 90-90-90 treatment
targets) to up testing dramatically
and lay counsellors are there to
do that,” she told the Spotlight.
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Prayers and pubic hairs
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Doctor Sawa’s two-room consultation
office is on the 7th floor of an office
building in Durban’s CBD. A few blocks
from his office, a young woman is
handing out pamphlets detailing his
expertise, which includes bringing
back lost lovers and curing HIV.
When I arrive, Sawa invites us to
sit down and disappears behind a
curtain into another room. Every so
often, there’s a rattle coming from
behind the door. After five minutes,
he asks me to take my shoes off and
come into the consultation room.
The walls of the room are draped
in leopard-print material, and there is
a large wooden pole in the middle of
the room. The only light comes from a
single candle, casting shadows on the
animal-print walls. In one corner there
is a grass shrine with a small, cave-like
opening. At the other end of the room
is a table with empty baby-food jars
and Vaseline tubs containing different
coloured powders and substances.
When the doctor leans forward,
there are beads of sweat dripping

down his youthful face.
“Did you bring what I told you
to” he asks, referring to the R350
consultation fee. He instructs me to
drop the money into a grass bowl,
close my eyes and pray. When I open
my eyes again, the money is gone.
The consultation begins. Sawa
studiously writes down key information.
I say I am 24 and was diagnosed
with HIV three months ago.
“Do you believe in Amakhosi
amakhulu (the ancestors), sister,
and do you thandaza (pray)?”
Because that is what I need to be
healed, to pray, speak to the ancestors,
and to drink his prescribed muti.
The consultation lasts about 45
minutes. Most of it is dedicated to us
praying out loud that my ancestors cure
me, and while we pray the “doctor”
shakes his rattle loudly near my
head, and prays “Mbirimbiri, Makhosi
amakhulu, Dube, Dube, Dube.”
After speaking to my ancestors,
he tells me that I need to be patient
as the treatment could take up to a
month. He also tells me that I need

to come back the following week.
“Bring samples of your pubic
hair, so that we can speak to
the ancestors again.”
He gives me a green powdered muti
bundled in newspaper. I will have to
bath in this to cleanse myself of HIV.
“Make sure you call me every
time before you bath, so that I can
pray on this side,” he tells me.
He tells me to cut down on drinking,
that my partner and I can have sex, but
that in a week or so – when he gives us
the go ahead – we won’t have to use
condoms anymore. He also says I never
have to go back to the clinic because in
about a month, I will be cleansed of HIV.
In the meantime, all I must do
is pray, bath, be strong, co-operate
and always answer his calls.

Of conspiracy theories
and “healing” juice

Kim Cools has striking blue eyes. Next
to his right eye is a puss-filled wound.
“I had a little cancer thing here, so I
took a razor and sliced it off,” he explains.

There is no such thing as
HIV, he later declares.
“If I inject myself with HIV-positive
blood, how come it doesn’t affect
me? It’s simple. If you read the
books, there is no HIV,” he says.
Even so, he has a cure for this
“non-existent thing called HIV”.
Cools, is a long-time dissident who
has been in the country since 1995.
He has spent all of this time “trying
to awaken the people,” he explains.
Before Cools came to South Africa, he
had been diagnosed with colon cancer
and was told he only had four months
left to live. It’s 21 years later and Cools
sells at least 2 000 bottles a month of
the mixture he believes saved his life.
This mixture of ginger, lemon and
garlic is now a juice branded “Umlingo”
and it is mass produced at a factory in
Pinetown, Durban. It is distributed to
thousands of people as a cure for HIV,
or rather, as a cure for acidic bodies,
since there is no such thing as HIV.
“It’s all one big lie,” he says.
According to Cools’ website, he
is a health practitioner. He is also a
conspiracy theorist: there is no HIV,
the moon is a hologram, the earth
is flat, and there is a giant wall at
the end of the South Pole holding
vast tracts of land that “they” (The

Matrix), are hiding from us.
Given half a chance, Cools will tell
anyone who will listen about the
germ theory, which he has “proven
over and over again to be untrue”. .
The local clinic bears the
brunt of Cools’ theories.
KwaNgcilosi Clinic is a 10 minute drive
from Cools’ island plot on Inanda Dam.
The head sister there is
reluctant to discuss Kim Cools.
“I want nothing to do with that
man,” she says. “He just keeps confusing
the patients with his nonsense.”
In spite of his unsightly eye,
Cools is likeable. It is easy to see
how anyone could get caught up
in this friendly man’s theories.
There was a time when the patients
at KwaNgcilosi Clinic stopped coming
to get their medication altogether.
Even though things are better now,
there are still many people who have
traded in their ARVs for Umlingo juice.
While the government and the
Treatment Action Campaign (TAC)
have worked tirelessly to rid the
province of pseudo-scientists and
traditional healers, Cools and his
gang have managed to keep going.
Cools tell us that in 2017, the
government will “rollout” Umlingo juice.
“In 2017, in the Durban Metro,

there will be a six-month or
12-month programme to see
how it can actually expand.”
Cools claims that there are doctors,
nurses and ministerial bodyguards
who visit his island compound to get
bottles of the juice. The compound is
secured by a barbed-wire fence and two
gates that remain locked at all times.
Although confident of his mixture, Cools
carries a deep-etched paranoia: “There
are lots of people from The Matrix
who want to get rid of me,” he says.
He has big plans for the future.
He is currently building bunkers
on his compound and a large food
forest that will feed the hundreds
of volunteers he imagines will
come and stay on his Island.
Perhaps the scariest aspect of his
warped self-assurance is his blatant
disregard for South African law.
He says, repeatedly, that “they are
allowing us people to stand up, without
doing what Europeans would do, which
is put us in prison and shut us up.”
Despite ongoing efforts to rid the
province of people like Dr Sawa and Kim
Cools, a cycle of poverty continues to
drive hundreds of desperate people into
the arms of pseudo scientists and false
traditional healers offering any kind of
solution to the HIV/AIDS epidemic.
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In KwaZulu-Natal, according to reports from the Human Sciences
Research Council, there are 1.8 million people who are HIV positive.
Of those, 1.1 million are on the antiretroviral programme. Yet, despite
making great strides in the fight against HIV, the streets of KZN are still
full of non-medical “healers” who prey on sick, desperate and vulnerable
people desperate to be cured of HIV. Nomatter Ndebele visits two
“healers” with thriving businesses.

Kim Cools’ compound on
Inanda dam, where he
is preparing rooms for
hundreds of volunteers he
believes will come and stay.
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“Bring your pubic hair” –
healers and quacks continue
to thrive in KwaZulu-Natal
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Fewer children
are dying of severe
malnutrition, but
ignorance continues
to kill babies
#15 – J uly 2016

Four-year-old Owami
Phongolo suffers from
moderate malnutrtion.
Here she stands in the
kitchen of their four-roomed
house in KwaSibongile
Hostel, Durban.

spotlight

Severe acute malnutrition (SAM) remains stubbornly
entrenched in many of KwaZulu-Natal province’s
rural and peri-urban communities, on-the-ground
evidence gathered by the Spotlight suggests.
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Nompumelelo
Phongolo (37) sits
with her daughter
Owami during an
interview with
Spotlight.
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High School Students
in Dundee buying
snacks through
the school fence
at break time.

“There is a move to create an official
traditional healers forum to ensure
that people consult with legitimate
traditional healers,” he added.
It also appeared that many of the
mothers who accompanied their children
on e-ward were unprepared to deal
with motherhood and child rearing.
Nontando Sithole (22), who took her
seven-month-old daughter S’nikiwe
to see a doctor because she was
struggling to breathe, said she had not
taken the baby to hospital since she
was born because “I was too lazy”.
Mbali Sithole (19) took her 11-monthold daughter Elihle for an assessment
at the hospital on April 29 last year
because the little girl had diarrhoea
and was vomiting. The child was
immediately admitted for SAM.
“I thought she was just teething,
but she became weak and started
to lose weight,” said Sithole.
For Umzinyathi District where
Endumeni is located, the provincial
department of health’s annual report
for 2014/2015 states that 282 young
children were admitted to hospital
with SAM for the 12-month- period.
In total, 35 of these patients died.
For a province-wide view of the
problem, the annual report states
that 3 880 cases of SAM in children
under five were admitted to hospitals

in KZN for the period under review,
of which 405 proved to be fatal.
In terms of diarrhoea, which in
severe cases leads to malnutrition,
the number of deaths in the
province stands at 30 from 798 cases
admitted between 2014 and 2015.
During his April 2016 budget vote
speech KZN Health MEC Dr Sibongiseni
Dhlomo said that in March 2015 a pilot
intervention targeting all households
in Zululand District, which has the
highest number of malnutrition
deaths for children under five in the
province, was launched. This was
followed by a broader roll out of
the initiative across the province.
“The main outcome of the communitybased profiling recommended by the
model was that children were identified
earlier with fewer complications, and
thus had better health outcomes.

“There has since been a 22%
reduction in deaths related to severe
acute malnutrition in the province
since the last financial year,” he
stated before adding that “all other
districts have been encouraged to
roll out implementation of the model
so that the province perseveres in
achieving optimum child health.”
When the KZN Department
of Health was approached to
contribute to this article, they failed
to address any of the questions
submitted to the KZN health MEC’s
spokesperson, despite being given
a number of weeks to respond.
So, whether its latest intervention
is viewed by the department of health
as a watershed moment strategically,
and has the desired impact of driving
down the number of SAM deaths to the
1% national target, remains unclear.

Hospital records show that in the 15 months
to the end of April 2016, the medical facility’s
e-ward, where all SAM cases are treated,
admitted 59 young children struggling
with the condition, of which five died.
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who try to impose their own ideas,
which are not always best practice.
When speaking to nurses and
mothers in Dundee Provincial
Hospital’s e-ward, many interviewees
said the widespread use of quack
remedies and herbal enemas was a
contributing factor to the persistence
of malnutrition in local communities.
“If a child has diarrhoea, the
mother thinks the herbal treatment
will help,” according to Tshabalala.
The mothers on e-ward said that
people used such mixtures because
they are advised to by older generation
family members, or traditional
healers. One enema that was said
to be widely used comprises shoe
polish, toothpaste and soap.
Mathias Mbatha, head of traditional
health practitioners in the Dundee
area, told the Spotlight that children
should never be given a health
enema, but that “fake” traditional
healers often prescribed it for a
variety of ailments, including HIV.
“The biggest problem is the pseudotraditional healers,” stated Mbatha,
“They chop up whatever they can
find and just sell it to people on the
streets. Sometimes people take enemas
without even having them prescribed.”

spotlight

Endumeni Municipality cited poverty,
a lack of education, laziness, and the
use of quack or fake remedies as the
reasons most SAM-afflicted children
had been admitted to their facility.
Hospital records show that in the
15 months to the end of April 2016,
the medical facility’s e-ward, where
all SAM cases are treated, admitted
59 young children struggling with
the condition, of which five died.
It is unclear how many children
with mild-to-moderate levels of SAM
attended Dundee Hospital over the
same period, as these cases are treated
as outpatients, and the information
was not accessible to the Spotlight.
Lungile Tshabalala, a dietician at
Dundee Provincial Hospital, explained
that in many SAM cases she sees, the
patients’ mothers do not understand how
to nourish their children properly. They
try to feed babies with adult food, she
said, as they cannot afford baby formula.
“This shouldn’t be happening,” she
said. “There should be people monitoring
these kids all the time, rather than
just when they are in hospital.”
Tshabalala said that nutrition advisors
do not always do a good job of advising
patients properly because they are
under the directive of supervisors
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South Africa has made progress over
the past 10 years in reducing SAM
levels in young children, according
to the 2014 Triennial Report of the
Committee on Morbidity and Mortality
(CoMMiC) in children under five.
From 2009 to 2013 all provinces,
except the Free State, were able
to reduce the incidence of SAM in
the general grouping of identified
malnutrition cases. Indeed, KwaZuluNatal reduced its prevalence from 8.6
percent to 3.5 percent of recorded cases.
However, achieving the national SAM
target of just 1 percent of all malnutrition
cases remains elusive despite government
and international interventions.
The World Health Organisation
(WHO) defines SAM by a very low
weight for height (below -3z scores of
the median WHO growth standards),
by visible severe wasting, or by the
presence of nutritional oedema.
According to the latest CoMMiC report,
28.7 percent of deaths in the under-five
age category in KZN had underlying
severe malnutrition in 2013. The province
also had the third highest in-hospital
mortality rate for SAM in children below
five years of age, at 16.4 percent.
Health professionals working at
Dundee Provincial Hospital in KZN’s
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Good news is that it’s an election
year. Road works are everywhere and,
irritating as they may be to endure
sometimes, they signal investment
in much-needed infrastructure.
The same can be said of upgrades
and refurbishments at some clinics
and hospitals. Sections of Pelonomi
Regional Hospital look swish and
modern and ready for action, and
the once dilapidated Batho Clinic
on the outskirts of Bloemfontein
is undergoing a revamp.
More good news has come in the
form of ground-up initiatives.
Projects like the ARV Adherence
Clubs, managed by MosaMaria, have
managed to divert 11 000 HIV-positive
people out of hospital queues in under
two years. This has relieved queue
congestion at hospitals and clinics
but has also, importantly, introduced
better monitoring and tracking to
help keep patients from defaulting.
Perhaps the best of the good news
is an acknowledgment from Premier
Ace Magashule, in a meeting this
May with the TAC, that civil society
structures and government need to
meet more often, need to understand
one other better, and need to find
common ground to heal a broken
healthcare system in the province.
The meeting was a public dressing
down of Health MEC Benny Malakoane,
with Magashule chastising Malakoane
for failing for five years to meet
with the TAC. The meeting was also
a call from government for greater
cooperation and less personalisation in
the fight for a transformed healthcare
system and for the members of his
executive committee to do better.
This is plain speaking from an
official of rank. If his sentiments are
true, it is a positive step towards
undoing the bad and the ugly that’s
perniciously pervasive in the province.

The bad

The bad and the ugly in the Free
State have been debilitating.
The provincial government has
steadfastly denied that it rules over a
crumbled health-care system, including

the failed NHI pilot district of Thabo
Mofutsanyana. There has been a lack
of transparency, bureaucracy has been
used as a device of obfuscation, and
there’s been very real intimidation
of those who dare challenge
Health MEC Benny Malakoane.
All of this has only served to
deflect from the work that still
needs to be done in the Free
State and the reality that the real
casualties are counted in lives lost.

The ugly

Tyranny is an insidious disease that
spreads from top structures to those
who mimic Malakoane’s style of
leading by intimidation, denial and
deflection. It filters down to regional
heads who won’t engage and nurses
who are rude with impunity.
The flip side of tyranny is intimidation
and fear. There are those who loathe
Malakoane but feel they need to
protect their identities because their
jobs may be on the line. They speak
out only on condition of anonymity.
Throughout the province residents,
activists, nursing staff and community
workers are speaking out more and
more about the change that must
come. They want a health-systems
overhaul that will ensure proper
capacity in their facilities, excellent
management and respect and dignity
for the thousands who rely on
public health care in the province.
Where hope lies
There must be an end to working
in silos for infrastructure not to
be reduced to hollow buildings
filled with equipment that no one
ever uses. This is true of Pelonomi
Hospital and Batho Clinic.
True too, of the Trompsburg
Hospital, which was scheduled to be
opened in October 2014 and is now
only scheduled to open in July this
year. The build never made budget
and there remains a funding deficit
to buy equipment and hire staff.
It’s only sensible that an integrated
approach, one that factors in
infrastructure development, proper
equipment and maintenance, and
staffing. Only a long-term vision can

attract and retain staff in the public
health sector and grow confidence
among those who rely on the services.
Clearly the Free State has not broken
free of its chains just yet. Reports
still circulate, like the ones from
Netwerk24 of no single gynaecologist
or any specialist staff to oversee the
more than 4 800 births that take
place at Pelonomi Hospital. Vacant
positions have simply remained
unfilled, although the department
says there’s been no “hiring freeze”.
There’s also the report by GroundUp
of the #HireANurse Twitter campaign
launched in May this year as desperate,
qualified nurses (an estimated 250 of
them), cannot get work in the province.
There’s also the matter of the stillunanswered questions by opposition
parties, residents – and even matrons
and doctors – over the tender process of
Buthelezi Emergency Medical Services in
the Free State and about whether they
are fit to operate as per their contract.
More lingering bad and ugly news
is that Malakoane, along with seven
other Free State officials, is still to
answer to charges of accepting bribes,
fraud and corruption. The amount in
question is believed to be around the
R20-million mark and charges date back
to between 2007 and 2009. Malakoane
was municipal manager of the
Matjhabeng municipality at the time.
Malakoane’s punitive and petty
management style also means that
94 community health workers still
face court action for being part of
a “prohibited gathering” when they
held a peaceful candlelight protest at
the Department of Health’s Bophelo
House in Bloemfontein in July 2014.
All this while the province’s
health department remains under
administration, with National
Treasury still overseeing the
budgets for the department.
There has to be a new story to
tell for the Free State. Whether it’s
a story of turnaround rather than
gloom is up to the government.
Activists, meanwhile, will keep up
the pressure: residents and locals still
need to be heard. They still need to be
the central voice in the next chapter of
the Free State health services story.
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A province that is in the news
for all the wrong reasons.
Spotlight keeps the focus on this
beleaguered province and the
right to health care as provided by
the State. Some good news, some
bad news and some downright
ugly news. The spotlight has to
remain on this province.

The good
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To understand what led to the crises in the Free State it is helpful
to backtrack to 2005 when the provincial scale-up of antiretroviral
therapy (ART) programmes across South Africa’s nine provinces
began in earnest. In the absence of guidelines, norms or standards
issued by the National Department of Health, the Free State had
developed its own systems for scale-up. The province struggled to
initiate patients onto ARVs quickly enough to meet the high demand
for treatment, and its model of ARV provision through a small number
of centrally located clinics meant that treatment remained inaccessible
for many who lived outside the few urban areas.
This was partly the result of the
laborious accreditation process
before ARV sites were allowed to
dispense the drugs, and partly
because of human resource shortages

and infrastructural constraints. The
concentration of services in urban
centres meant that many patients had
to travel long distances to access care,
and lengthy waiting lists at central

facilities indicated the high unmet
demand for ARVs. Between May 2004
and December 2007, one quarter of
patients on the province’s ARV waiting
list died before accessing treatment.

November 2008

Barbara Hogan.
Despite Hogan’s commitments
to better financial oversight and
to the expansion of antiretroviral
(ARV) coverage, a moratorium
on initiating new patients onto
ARVs was ordered in the Free State
province by the Free State head
of the HIV/ AIDS department.
At the time the province had
no methodology by which it set
treatment targets and aligned these
with budgets. At the time, the Free
State also had the lowest rates of
provincial ARV treatment coverage,
at only 25% of those eligible for
treatment was accessing it.

3 November 2008
The head of the Free State’s
Comprehensive HIV and AIDS
Management Programme emailed the
provinces Chief ARV Pharmacist with
an instruction in the subject line to
stop putting new clients on ARVs The
email stated: “This province (Free State)
is experiencing an acute shortage of
antiretroviral drugs...This will lead
to clients on treatment defaulting
not because of their own fault. The
only way to avoid this is by keeping
the remaining ARVs for the exclusive
use of those on treatment already
with the exception of clients on the
PMTCT program (pregnant women). In

reaction to critical challenges in the
expansion of the ARV treatment
programme at both national and
provincial levels. It therefore provides
a valuable case study for the state’s
response to some of the systematic and
health infrastructural problems that
have characterised South Africa’s ARV
rollout since its inception. It was also
the first litmus test for the post-Mbeki
government, even thought it was very
much as a result of and a legacy of
that period. Contributing factors to
the Free State ARV moratorium were
(Source: Hodes, R., & Grimsrud, A. 2011.
The antiretroviral moratorium in the Free
State province of South Africa: Contributing
factors and implications. Centre for
Social Science Research, University of
Cape Town, Working Paper No. 290)

19 June 2014
The TAC and SECTION27 release a
media statement revealing the extent
of the crisis in the Free State.
http://www.tac.org.za/news/
free-state-health-system-collapse%E2%80%93-lives-are-being-lost-urgentimmediate-intervention-minister

27 June 2014
Community health workers gather
at Bophelo House in Bloemfontein,
the headquarters of the Free State
Department of Health. Their contracts
had not been renewed and they had
not been offered an explanation. A
meeting with a health official leads
to an agreement that a meeting
with Health MEC Benny Malakoane
will take place within seven days.

3 July 2014
The Treatment Action Campaign
(TAC) releases the results of a factfinding mission across the province.
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President Thabo Mbeki resigns and
Kgalema Motlanthe assumes the
presidency of South Africa for the
remainder of the parliamentary
term. Almost immediately Motlanthe
replaced Health Minister Dr Manto
Tshabalala-Msimang with Barbara
Hogan, who was known for her
financial acuity and her support for
evidence-based health interventions.

the meantime the FSDoH (Free State
Department of Health) will be trying
to find ways to remedy this situation”.
The Chief ARV pharmacist forwarded
this email to healthcare workers and
facility managers, acknowledging
its serious implications: “We are
facing a difficult period. You at the
sites are faced with an even worse
situation whereby you have to
turn patients away because of the
present circumstances. The same
patients who look at you as their last
hope in life.” The ARV moratorium
was the forerunner in a series of
cost curtailment measures, which
were implemented by all 31 public
healthcare facilities in the Free State on
24 November 2008. These reduced the
services available by drastic measures,
and terminated all outreach services
(with the exception of oncology).
Clinical admissions were limited to
“dire need only”, and at one hospital
patients were instructed to “go home
and phone to hear if a bed is available”.
Hogan reacted to the Free State’s
ARV moratorium, committing
additional funds to replenish drug
stocks and dispatching health
systems experts to the province. The
minister arranged for the transfer of
R9.5 million in emergency funds to
the province to purchase ARVs. The
moratorium, which was part of a series
of cost curtailment measures, lasted
for four months. During this time, an
estimated 30 additional patients in the
province died from AIDS each day.
The moratorium contradicted
national government’s commitment to
the scaling-up of antiretroviral (ARV)
treatment to 80% of those in need
by 2011. As the first official cessation
of provincial rollout, the moratorium
served as a litmus test for government’s

Supporters with banner at the 1 September 2014 court appearance.
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Over 100 community health workers
(CHWs) and TAC activists from across
the province start a peaceful vigil
outside Bophelo House in an effort
to draw attention to their plight. The
TAC announces the commencement
of a civil disobedience campaign.
Reports emerge of MEC Malakoane
phoning CHWs, warning them that
they will be arrested if they participate
in the protest action. He demands
the names of those attending the
protest. Police presence increases
significantly and they start negotiating
with CHW and TAC leadership.
Media statement: http://www.tac.org.za/
news/tac-embark-civil-disobedience-free-state

10 July 2014
Further police back-up arrive on the
scene and protesters are ordered to
disperse or face arrest. Police tell
protesters they have been sent by the
Health MEC Benny Malakoane. Police
move in and start arresting male
CHWs and male TAC activists. Arrested
protesters are taken to various police
stations where they are locked up.
Protesters are told they are
being charged for taking part
in an illegal gathering.
Later in the day another 50 TAC
members are arrested for picketing
outside Bophelo House and taken
to Park Road police station. They
are forced inside police vans.
TAC General Secretary Anele
Yawa contacts ANC General
Secretary Gwede Mantashe who
indicates that he does not see it as
his responsibility to deal with the
ANC leadership in the Free State.
Media statement: http://www.tac.
org.za/news/police-arrest-over-100health-workers-and-activists-stagingpeaceful-vigil-outside-fs-health

11 July 2014
All those arrested appear in court
and are told to again appear
in court on September 1.

dismissal of Free State Health MEC
Benny Malakoane, the reinstatement
of recently dismissed community
health workers on new terms, and
a clear action plan to fix the Free
State health system. The group also
marches to the Provincial AIDS Council
to give the council’s secretariat a
memorandum to acknowledge the
failing provincial health system and
call for the MEC’s resignation.
Mail & Guardian coverage on march:
http://mg.co.za/article/2014-07-17free-state-healthcare-workers-marchfor-malakoanes-head http://mg.co.za/
article/2014-07-17-free-states-malakoanecalls-activits-slogans-insulting
eNCA interview: http://www.eNCA.
com/media/video/tac-vigils

18 July 2014
TAC General Secretary Anele Yawa and
TAC leaders meet with Tefo Tabi, the
head of the Free State Provincial AIDS
Council secretariat to discuss the crisis.

22 July 2014
Free State health department offers
two-month contracts to the CHWs.

23 July 2014
TAC meets with NUMSA leadership.

24 July 2014

http://www.ofm.co.za/article/LocalNews/150476/Two-FS-MECs-in-Welkom-court

8 August 2014
The Stop Stockouts Project (SSP)
published a report that indicated there
is no improvement in the availability of
essential medication in the Free State.
http://stockouts.org/
uploads/3/3/1/1/3311088/2014-08-11_
fstate_press_release_final--.pdf

11 August 2014
The student nurses strike at
Bongani Hospital grows into a
massive campaign; they stated
that no one will be working
until their demands are met.

14 August 2014
Free State TAC meets with the
public protector. She says they are
aware of allegations of corruption
against Benny, but her office needs
more facts in order to investigate.
The new doctor appointed head of
the HIV program in FS requested to
meet with TAC and wanted to create a
platform to have monthly meetings.

16 July 2014

TAC meets with COPE leadership.

19 August 2014

Press statement sent out notifying
the press about the continuation
of peaceful night vigils.

25 July 2014

21 organisations attended a TAC
partners meeting in Johannesburg on
the state of healthcare in Free State.

http://www.tac.org.za/news/taccontinue-peaceful-night-vigils-free-state

17 July 2014
About 1 000 activists march to
Bophelo house, the Free State
Department of Health headquarters
The activists demand the immediate

Student nurses embark on a strike at
Bongani regional hospital. 300+ TAC
members attend another night vigil

01 August 2014

MEC Benny Malakoane appears
in Welkom Magistrate’s court on
charges of fraud and corruption from
his time as Matjhabeng municipal
manager between 2007 and 2010.

27 August 2014
MEC Malakoane appeared in the
Bloemfontein Magistrate’s court
on charges of fraud and corruption
relating to his time as Matjhabeng
Municipal Manager. The case was
postponed until November.

1st September 2014

Community health worker night vigil before their court appearance.

All those arrested appear in
court and are told to again
appear in court on October 2.
TAC brings charges of corruption
against Free State MEC for Health
Benny Malakoane, Head of Free
State Health Department Dr David
Motau, Free State Deputy Director

Outside the court 1 September.

General for Health Teboho Moji
and senior officials in the provincial
Department of Health at the Park
Road police station in Bloemfontein.
The charges relate to the matter
reported in the Mail & Guardian
newspaper on July 4 2014. The article
titled “How a dying women’s bed was
taken by an ANC official” states that
MEC Malakoane had ordered that an
ICU bed at Dihlabeng Regional hospital
should be made available to an ANC
official – even though clinical guidelines
did not indicate that the official should
be given a bed. The Mail & Guardian
quotes doctors indicating that other
patients would have benefited more
from access to the ICU bed. One of
these patients died shortly after.
http://www.tac.org.za/news/tac-chargesmec-benny-malakoane-corruption-1

4 September 2014
The corruption case transferred to
Bethlehem Police Station – case
number 219/9/2014. No investigating
officer had been assigned due to the
absence of a hard copy of the docket.

2 October 2014
All those arrested appear in
Bloemfontein Magistrate’s Court.
The case was postponed to
the 29th of January 2015. The
postponement was meant for the
prosecution to provide the CHW’s
the evidence against them and for
the CHW’s to make representations
to the National Director of Public
Prosecutions, Mr Mxolisi Nxasana.

11 November 2014
CHWs make formal, written
representations to the National
Director of Public Prosecutions
(NDPP), Mr Mxolisi Nxasana. Their
representations call upon the
NDPP to unconditionally withdraw
the charges against them.
http://www.tac.org.za/sites/default/
files/Letter%20to%20NDPP.pdf

27 January 2015
The NDPP responds to the written
representations made by the CHWs
that the case would not be withdrawn.
http://www.tac.org.za/sites/default/
files/NDPP%20Response.pdf

29 January 2015
All those arrested appear in
Bloemfontein Magistrate’s Court
for the fourth time. The prosecutor
offered a settlement in order to
drop the charges with conditions
attached. The settlement amounted
to an admission of guilt that “the
gathering was illegal” and that they
will not partake in any “unauthorised”
gathering in the future. Failure to
comply with this could amount to
the charges being reinstated. The
admission of guilt was found by
the vast majority of CHWs and TAC
members to be unacceptable. The
settlement was rejected by 118 and
accepted by 11. The 118 were told to
re-appear at court on March 30.
http://www.tac.org.za/news/taccondemns-npa-decision-not-drop-chargesagainst-community-healthcare-workers
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It is established that there is a health
care moratorium in the province with
massive stock-outs, shortages and
system collapse. There is a call for the
Health MEC to be fired. In addition the
TAC make the following demands:
Premier Ace Mashagule must
remove Benny Malakoane from his
position as MEC of Health in the Free
State. If Mashagule is not willing
to do this, we call on the ANC’s
national leadership to intervene.
Recently dismissed community
healthcare workers must be
reinstated with immediate effect.
A turn-around plan for the
provincial health system must be
developed as a matter of urgency. It
is essential that this turn-around plan
be led by committed and qualified
people – and not the current MEC.
The secretariat of the Provincial
AIDS Council must be moved out
of the Department of Health so as
to ensure independence and more
effective civil society engagement.
The Free State Department of
Health must come clean about its
financial problems. The public has a
right to know how the Department
is spending money – especially in the
midst of a crisis like the current one.
The Mail & Guardian publishes a
feature further exposing the health
system collapse in the province and
makes allegations implicating the
MEC in a “ICU bed for pal” scandal.

The case is transferred to
Bloemfontein Regional Court and
postponed until the 27th of August.
A TAC night vigil continues into
the morning and 30 TAC comrades
picket outside the court.
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NOT THE

FREE STATE POST

February 2015

BENNY
FIRED!
INCOMPETENT FREE STATE
HEALTH MEC DISMISSED!

TAC releases a satire newspaper
with the headline “Benny Fired
– Incompetent Free State Health
MEC Dismissed”. Amongst others
the newspaper featured an article
detailing Premier of Free State, Ace
Magashule’s plan to turnaround
the crisis in the Free State health
system, and a job description for
a new MEC of Health in Free State.
The newspaper was distributed
inside the State of the Nation at
Parliament. In addition banners were
held stating “ANC fires Free State
MEC – Viva!” along the highway.
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ANCYL FS, ANCWL FS, NAPWA FS,
and SANAC Men’s Sector Free State,
march for the de-registration of
TAC. Reports suggest 200 people
attended. Statements issued by various
organisations in support of TAC:
Equal Education, Social Justice Coalition
and Ndifuna Ukwazi: http://www.
equaleducation.org.za/article/2015-0220-no-to-political-intimidation-no-tocorruptionwe-call-on-organisations-notto-march-against-tac-in-bloemfontein

Sonke Gender Justice, Grass Root Soccer,
AIDS Accountability International: http://
www.genderjustice.org.za/news-item/tacand-south-africa-civil-society-under-attack/
SANAC Men’s Sector: http://www.
genderjustice.org.za/news-item/sanacmens-sector-media-statement-hands-offthe-treatment-action-campaign-tac/
People’s Health Movement South
Africa: http://phm-sa.org/pressstatement-phm-supports-tac-condemnsfree-state-ancyl-intimidation/

23 February 2015

13 February 2015

31 March 2015

TAC gathers outside Bloemfontein
Regional Court where MEC Malakoane
is due to appear on charges of
corruption. The case is postponed to
June 5. TAC distribute newspapers
outside Bophelo House, the Free State
Department of Health in Bloemfontein.

The National Prosecuting Authority
continues to prosecute 117 community
health care workers and TAC
members in the Free State who were
involved in a peaceful night vigil on
10 July 2014. Court adjourned late
and after deliberations, the trial
was postponed until 6 July 2015.

19 February 2015
TAC issue statement on the planned
march to TAC offices in Bloemfontein
to call for TAC de-registration http://
www.tac.org.za/news/tac-continuecall-dismissal-mec-health-free-state

1 April 2015

SANAC Civil Society Forum: http://www.tac.
org.za/news/sanac-csf-response-ancyl-march

http://www.tac.org.za/sites/default/
files/Not%20the%20Free%20State%20
Post.%20February%202015_1.pdf

ANCYL FS, NAPWA FS, Free State
Men’s Sector hold a press conference
in defence of MEC Benny Malakoane
and the ANC, and against TAC
at the ANC Provincial Office.

allegations. In response, TAC made
several demands of the Free State:
that MEC Malakoane be dismissed
or suspended, that a provincial
consultative forum be convened, and
that the SA Human Rights Commission
should launch an investigation
into the doctors’ allegations.

United Front: http://www.tac.org.
za/news/united-front-response-freestate-ancyl-march-against-tac

TAC leadership meet with Minister
of Health, Dr Aaron Motsoaledi to
discuss the problems in the Free
State amongst other priorities.

17 February 2015
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20 February 2015

4 March 2015
On 27 February, the GroundUp website
published a letter from doctors in the
Free State. This letter listed several
serious allegations regarding the
collapse of the Free State healthcare
system. On 28 February, GroundUp
published a response from the
Free State Department of Health
that does not address any specific
concerns raised in the doctors’
letter and down-plays many of the

TAC is notified of Zwelinzima Vavi’s
expulsion from Cosatu and his
subsequent absence from the Cosatu
Central Executive Committee meeting.

11 June 2015
TAC General Secretary, Anele Yawa,
gives a speech at SA AIDS 2015
Plenary focusing on the political
issues in the health care crisis. His
speech emphasizes the issues of staff
shortage and the lack of resources
and services in the Free State and
lays blame on MEC Malakoane. Yawa
explains the steps TAC has taken to
address the issue with no progress and
then call upon all listening to make
the struggle against HIV and TB a
political fight and hold the provincial
MECs for health accountable.

15 June 2015
1120 delegates from the 7th South
African AIDS conference in Durban
signed a petition to drop charges
against the 117 community healthcare
workers in the Free State who were
arrested for a peaceful protest
against their unfair termination of
employment and the state of the
healthcare system in the province.

An independent commission of
inquiry conducted public hearings
into the state of public healthcare in
the Free State. Bishop Paul Verryn,
Thembeka Gwagwa, and Thokozile
Madonko investigated the situation
of healthcare in the process, hearing
from healthcare providers and users.

1 October 2015
94 community healthcare workers
from the Free State who were
arrested for a peaceful night vigil
in July 2014 are found guilty of
attending a prohibited gathering in
the Bloemfontein Magistrate’s Court.
The court did not find that the vigil
posed any threat to public safety or
property; the ruling is based on the
fact that no notification about the
vigil was given. Regarding this ruling,
Yawa stated, “This prosecution is
not about justice. Instead, this case
is about punishing those who dare
speak out and challenge power.”

21 October 2015
The 2015 South African Health Review
is released citing that the number
of doctors working in the public
healthcare system in the Free State
has dropped from 716 in 2014 to
539 in 2015. The loss of 177 doctors
represents a 24% reduction giving the
province a ratio of 23.3 doctors per
100,000 patients. This is one of the
worst ratios throughout the country.

10 November 2015
The report of the People’s Commission
of Inquiry into the Free State
Healthcare System was launched at
an open dialogue in Bloemfontein.
The report makes the following key
findings: the provincial Free State
government is failing to assume its
responsibility to protect access to
healthcare services; the shortages and
stockouts of medicines and supplies are
chronic in the Free State; emergency
medical services are unreliable and
are characterised by long waiting
times; healthcare facilities in the Free
State are poor and equipment is often
broken or unavailable; and there are
insufficient human resources and
poor management in the province.

Public hearings into the state of public health care in the Free State.

The report lists several
recommendations for the Free
State. The report recommends
that the findings of the report be
investigated by several different
agencies and that the Free State
Department of Health create a task
team which involves community
members to deal with these findings.
The report also recommends that
the Free State Department ensure
that there is adequate funding and
personnel to update and maintain
health facilities and medical supplies.
The Free State Department of
Health must also address human
resource issues including staff
shortages, mismanagement, and
poor working conditions.

6 April 2016
TAC releases a statement following
the National Council meeting at
the end of March. The statement
recounts topics discussed at the
meeting including the shortage of
healthcare workers, specifically in
provinces like the Free State. The
statement also mentions TAC’s plan
to use the Free State as its centre for
advocacy at the International AIDS
Conference to focus on issues of
mismanagement and dysfunctional
healthcare systems. Several resolutions
regarding the Free State were made at
the meeting: TAC resolved to send a
team to the Free State to gather new
evidence of the situation in the Free

State public healthcare system and
to organise a march in May 2016 to
the Free State office of the National
Prosecuting Authority and provincial
police commissioner to call for all
charges against MEC Benny Malakoane
not to be delayed any further.

12 May 2016
TAC and others, 500 people total,
marched to the Park Road police
station and the Free State Prosecuting
Authority in Bloemfontein to demand
that the charges TAC laid against
MEC Malakoane regarding a political
favour for an ICU bed be investigated
faster so that the prosecution of MEC
Malakoane can begin. Two years ago
Malakoane allegedly stole an ICU bed
from someone in need to give it to a
relative of a political friend in exchange
for a political favour. Evidence against
Malakoane in this case is overwhelming
and yet investigations are ongoing.

20 May 2016
TAC writes a letter to the National
Prosecuting Authority regarding delays
in two trials against MEC Malakoane.
The letter outlined concerns regarding
the delays and the implications that
these delays have on the justice system
and on citizens. The letter also requests
action in investigating and prosecuting
Malakoane and a response which
properly outlines reasons for delays.
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The offense of “corrupt activities” in
terms of section 4 of the Prevention
and Combating of Corrupt Activities
Act 12 of 2004 (“the Act”).
An article titled “How a dying
woman’s bed was taken by an
ANC official” appeared in the Mail
& Guardian on 4 July 2014.
The article states that MEC
Malakoane, with the assistance of his
Head of Department David Motau and
Deputy Director-General Teboho Moji,
ordered that a patient be admitted
to the Intensive Care Unit (“ICU”) at
Dihlabeng Regional Hospital despite
that the patient did not qualify for
admission to the ICU and patients who
did qualify for admission had been
turned away the same night because
the ICU was at capacity. The article
indicates that the officials ordered the
patient to be admitted to the ICU due
to the patient’s political position and
connections. The patient was admitted
and several other patients who qualified
for admission were turned away while
he was occupying a bed. A patient who
was removed from the ICU to make
room for the undeserving patient died
in an ordinary ward of the hospital.

The evidence

On the night of 27 June 2014, MEC
Malakoane and HoD Motau entered
Pekholong District Hospital in Bethlehem
and instructed health officials, who were
subordinate to the MEC and the HoD, to
refer a patient (“Patient X”) to Dihlabeng
Regional Hospital to be admitted to the
Intensive Care Unit. Pekholong District
Hospital does not have an ICU whereas

Dihlabeng Regional Hospital does.
A doctor who informed the Mail &
Guardian of this information requested
anonymity for fear of being fired.
Moreover, the real name of Patient X
is known to the Mail & Guardian.
It is alleged that Patient X was
politically connected and an office bearer
of the African National Congress.
When Patient X arrived at Dihlabeng
Regional Hospital, the ICU consultant
on duty assessed him and found that
he did not qualify for admission to the
ICU because he was in the last stages of
a chronic condition and was unlikely to
recover. A senior doctor at Dihlabeng
hospital explained “no other ICU in the
country would admit a patient like that,
especially over other patients we could
more likely save.” The ICU was at capacity
and two critical patients had been turned
away that night due to space constraints.
Even though a patient with a prognosis
like that of Patient X is usually cared for
at a primary level, Patient X was admitted
to a secondary level medical ward.
The following morning, on Saturday
28 June 2014, MEC Malakoane issued
an instruction to the Clinical Manager
on duty at Dihlabeng hospital to admit
Patient X to the ICU. Deputy DirectorGeneral for the FSDoH Mr Teboho Moji
delivered this instruction on behalf of
MEC Malakoane. The Clinical Manager on
duty at the ICU said that it was explained
to him “the MEC had promised family
members the patient would go to ICU.”
Another doctor at Dihlabeng
hospital explained that “the medical
professionals on duty were in trouble
for not sending [Patient X] straight
to ICU” even though Patient X had
already been admitted to a higher level
of care than he should have been.

On 2 July 2014, Patient X remained
in the ICU with no improvements to
his condition. It is alleged that during
the previous days, several critical
patients deserving of admission to
the ICU were turned away due to
the lack of capacity. It is particularly
alleged that a patient who qualified for
admission to the ICU but was turned
away died in an ordinary ward of the
hospital on Monday 30 June 2014.
In addition to the information
reported in the Mail & Guardian, the
TAC has reason to believe that Patient
X was a relative or associate of another
senior political leader in the Free State.
The TAC also have reason to believe
that members of the staff at Dihlabeng
Regional Hospital and Pekholong
District Hospital can confirm the facts
reported in the Mail & Guardian.

The MEC’s defence (two
conflicting reports)
Version 1

In an interview with eNCA aired at
12h00 on 11 July 2014, MEC Malakoane’s
spokesperson, Mr Mondli Mvambi,
asserted that MEC Malakoane went to
Pekholong Hospital, saw Patient X and
assessed his file. Mr Mvambi explained
“the MEC is a doctor in his own right.
He saw this patient, he saw the file,
he called the clinical specialist in the
hospital, assessed the file and jointly
agreed with the specialist that this
was a deserving case for the ICU.”

Version 2

An article appearing on page 15 of
the Mail & Guardian on 22 August
quotes MEC Malakoane as providing

What the prevention and
combating of corrupt
activities act says

Section 4 of the Act reads as follows:
4. Offences in respect of corrupt
activities relating to public officers
(1) Any (a) public officer who, directly or
indirectly, accepts or agrees or offers
to accept any gratification from
any other person, whether for the
benefit of himself or herself or for
the benefit of another person; or
(b) person who, directly or indirectly,
gives or agrees or offers to give any
gratification to a public officer, whether
for the benefit of that public officer or
for the benefit of another person, in
order to act, personally or by influencing
another person so to act, in a manner(i) that amounts to the(aa) illegal, dishonest, unauthorised,
incomplete, or biased; or
(bb) misuse or selling of information
or material acquired in the course
of the, exercise, carrying out
or performance of any powers,
duties or functions arising out of a
constitutional, statutory, contractual
or any other legal obligation;
(ii) that amounts to(aa) the abuse of a
position of authority;
(bb) a breach of trust; or
(cc) the violation of a legal
duty or a set of rules;
(iii) designed to achieve an
unjustified result; or
(iv) that amounts to any other
unauthorised or improper inducement
to do or not to do anything, is
guilty of the offence of corrupt
activities relating to public officers.

(2) Without derogating from the
generality of section 2(4), “to act”
in subsection (1), includes(a) voting at any meeting
of a public body;
(b) performing or not adequately
performing any official functions;
(c) expediting, delaying,
hindering or preventing the
performance of an official act;
(d) aiding, assisting or favouring any
particular person in the transaction
of any business with a public body;
(e) aiding or assisting in procuring or
preventing the passing of any vote
or the granting of any contract or
advantage in favour of any person
in relation to the transaction of
any business with a public body;
(f) showing any favour or disfavour
to any person in performing a
function as a public officer;
(g) diverting, for purposes unrelated
to those for which they were intended,
any property belonging to the state
which such officer received by virtue
of his or her position for purposes of

administration, custody or for any
other reason, to another person; or
(h) exerting any improper influence
over the decision making of any person
performing functions in a public body.
The TAC believes that the officials
may have agreed to accept
“gratification” for the benefit of
Patient X in the form of a bed in
the ICU and the financial and other
resources that accompany the bed.
In addition, the TAC believes that:
• MEC Malakoane may have agreed
to accept “gratification” in the form
of goodwill and political favour
from Patient X and/or his political
connections, including another senior
political leader in the Free State;
• HoD Motau may have agreed to
accept the same “gratification”
from these sources as well as
from MEC Malakoane; and
• DDG Moji may have agreed to
accept the same “gratification” from
these sources as well as from MEC
Malakoane and HoD Motau.
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The charge

a very different account: “I didn’t
even know the patient’s identity
or that he had been transferred to
ICU … All I did was to ask [medical
personnel] to isolate the patient, who
appeared to be in a coma, to prevent
psychological trauma to the ones next
door.” (“They call me a killer when I
know I’m a saviour, says Malakoane”,
Mail & Guardian, 22 August 2014).

spotlight

MEC* Malakoane: What the
Treatment Action Campaign
is charging him with

*An MEC is a provincial minister.
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What the Constitution says
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THE MEC may have acted in
contravention of section 136(2)
(b-c) of the Constitution as well as
the Executive Ethics Code made in
terms of the Executive Members
Ethics Act 82 of 1998. These laws
specifically prohibit MECs from:
• using their position to
enrich themselves;
• improperly benefiting another person;
• acting in a way inconsistent
with their office; and
• exposing themselves to a situation
involving the risk of a conflict
between their official responsibilities
and private interests.
In addition, the TAC also believes that the

The TAC also believes the MEC may
have acted in contravention of section
136(2)(b-c) of the Constitution as well
as the Executive Ethics Code made
in terms of the Executive Members
Ethics Act 82 of 1998. These laws
specifically prohibit MECs from:
• using their position to
enrich themselves;
• improperly benefiting another person;
• acting in a way inconsistent
with their office; and
• exposing themselves to a situation
involving the risk of a conflict
between their official responsibilities
and private interests.

What the Public Finance
Management Act says

The Public Finance Management
Act 1 of 1999 (“the PFMA”) provides
that HoD Motau is the Accounting
Officer of the FSDoH.
Section 38 of the PFMA provides
that the Accounting Officer:
• must ensure that the department
has and maintains an appropriate
procurement and provisioning system
which is fair, equitable, transparent,
competitive and cost-effective;
• is responsible for the effective,
efficient, economical and
transparent use of the resources
of the department;
• must take effective and appropriate
steps to prevent unauthorised,
irregular and fruitless and wasteful
expenditure and losses resulting
from criminal conduct;

• on discovery of any unauthorised,
irregular or fruitless and wasteful
expenditure, must immediately
report, in writing, particulars of
the expenditure to the relevant
treasury and in the case of
irregular expenditure involving the
procurement of goods or services, also
to the relevant tender board; and
• must take effective and appropriate
disciplinary steps against any
official in the service of the
department, trading entity or
constitutional institution who:
• commits an act which undermines
the financial management and
internal control system of the
department, trading entity or
constitutional institution; or
• makes or permits an unauthorised
expenditure, irregular expenditure or
fruitless and wasteful expenditure.
Section 86 of the PFMA provides
that an Accounting Officer of a
department is guilty of an offence
if he or she “wilfully or in a grossly
negligent way” fails to comply with
these responsibilities. The TAC believes
that HoD Motau may have wilfully or
in a grossly negligent way failed to
comply with the above provisions of
the PFMA. Section 86 provides that he
may be fined or imprisoned for up to
five years if convicted of this crime.

What the state is
charging him with

The National Prosecuting Authority
has charged Malakoane with multiple
counts of corruption for which he
faces a minimum sentence of 15 years
imprisonment. He was arrested in
regards to these charges on 10 July
2013 following a 2010 Commission of
Enquiry that produced incriminating
allegations against him. The prosecution
alleges that Malakoane used his
position as Municipal Manager of the
Matjhabeng Local Municipality in
2007 and 2008 to conduct extensive
fraud and corruption. 27 August 2014,
his prosecution was again postponed
for the umpteenth time.

Cecilia Mokole waits for hours
in the JS Moraka Hospital for
someone to attend to her leg.
She had to make three trips
before she got the medical help
and X-Rays that she needed.
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The long wait
Ufrieda Ho

Nurses are giving Cecilia Mokole dirty looks. Mokole meets their stares.
She doesn’t care anymore what they think, or what they may do to her for
speaking out.
She’s been edging her way to front of the
queue at the Dr JS Moroka hospital one
spot at a time in Thaba’Nchu in the Free
State since 10am. Now, at nearly 5pm,
she’s still in the hospital queue waiting
for someone to attend to her leg.
It’s a Tuesday morning. At the
weekend she fell and her leg swelled.
When the pain became unbearable
she knew she had to get to her
local clinic – the Mokwena Clinic.
“They gave me a referral letter to come
to the hospital because the pain has been
so bad that I haven’t been able to sleep
at night. So I came here today. I’ve waited
the whole day but I don’t know if I’ll even
get medicines because the dispensary
closed at 4pm already,” she says.

“I really am fed up with this hospital.
It’s not like a hospital; it’s like a clinic.
They must hire more people. Now
I must sit and wait till the doctor
on night duty comes,” says Mokole,
her leg resting on the bench.
In the queue of benches is a child on a
drip, lying on his mother’s lap. Another
eight patients are just sitting quietly as
sun dips towards the horizon. No one
complains, except for Mokole. Even this
makes her mad. She’s tired that people
have to put up with bad service and that
everyone is forced to keep silent because
of the threat of being treated poorly.
She has her grandchild on her lap,
babysitting him so her daughter can get
some food for them because Mokole

thinks it will be a long night. Even at
5pm she doesn’t believe her wait is over.
And she is right. At 8.15pm she
sends an SMS. She’s finally been
attended to and been given a pain
injection, but she has to return the
next day for an X-ray to determine
whether she has broken her leg.
Each trip to and from the
hospital costs her R40.
Still, the next morning she’s back at the
hospital. She has no choice: she has to
get the X-ray. She has to get pain tablets.
She takes up her seat on
the waiting benches.
The waiting begins all over again.
UFRIEDA HO is a Journalist
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The TAC believes that the officials’
act of ordering Patient X’s
admission may have included:
• a failure to adequately perform
his official functions;
• showing favour to Patient
X and disfavour to other
patients in performing a
function as a public officer;
• diverting property belonging
to the state to Patient X for
purposes unrelated to those for
which it was intended; and
• exerting improper influence over the
decision making of people performing
functions in a public body.

officials involved may have violated their
obligations created in terms of section
195(1)(a-b) of the Constitution, which
requires public administration to be
governed by the democratic values and
principles enshrined in the Constitution,
including the following principles:
• a high standard of professional ethics;
• efficient, economic and effective use
of resources must be promoted;
• services must be provided impartially,
fairly, equitably and without bias; and
• public administration must
be accountable.

spotlight

The relationships between these
individuals may constitute a
“mutually beneficial symbiosis …
generating a sense of obligation”
on the officials; such relationships
have been determined to be a
form of “gratification” for the
purposes of a charge of corruption
under section 4 of the Act. [S v
Shaik 2007 (1) SA 240 at 33].
By ordering Patient X to be
admitted to the ICU, the TAC believes
that the officials may have:
• abused their position of authority;
• violated a legal duty and
a set of rules; and
• acted in a manner designed to
achieve an unjustified result.
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Patient cards and appointments mean
little when patients at Bhopelong
clinic, outside of Welkom, are
turned away even after waiting all
day to pick up their medicines.

Trying to nurse ethically
in a broken system
Ufrieda Ho

Feeling like a beggar
for medicine
Ufrieda Ho

spotlight
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Long shadows stretch over a scrap of veld outside the Bhopelong clinic,
just outside Welkom’s city centre. It’s gone 4pm and the clinic has shut its
doors for the day.
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The nurses have turned away a
handful of patients – there just
aren’t enough hours in the day
to help everyone, they say.
Among those turned away are *Anathi
and *Eunice, two women in their 50s.
Both have been in the queue since
before the clinic opened its doors
at 8am, as per their appointment
cards. Both have been told to come
back the following day to collect
the tablets they need and both
are anxious about whether they’ll
actually get their medicines then.
From her bag Anathi pulls out a
container of pills. She has three tablets
left of her FDC medicines. She’s been on
ARVs since 2008. “I am worried that if I
come back tomorrow that the will tell
me they can’t help me again,” she says.
She adds: “It takes me about twenty
minutes from my place to walk to

the clinic. But still it’s better for me
than it is for Eunice. I don’t work, I
don’t have anywhere to go tomorrow,
so I can come back. But Eunice has
to go to work,” she says as the pair
make their way across the veld.
Both speak under anonymity. They’re
afraid that nurses will mistreat them if
they speak out. At the same time they
want to share their stories because the
service is just not good enough, they say.
Eunice is even more worried than
her friend. She took her last blood
pressure tablet that morning. She
won’t be able to make it back to the
clinic the following morning because
she has to go to work. Work for
Eunice is cooking at a local school,
an hour’s walk from her house.
“I don’t know if I will make it when
I have to walk back from the school
to the clinic tomorrow afternoon.

When I haven’t had my tablet it makes
me feel like I don’t have balance
and my knees go weak. My blood is
used to having this tablet, but now
tomorrow I won’t have this and I have
to walk all that way,” she says.
Eunice adds: “They say tomorrow
when I come I can go straight to the
front of the queue. But this is not right.
Many times the nurses give us problems.
Some are good, but some speak to
you in bad way even though I know
this clinic very well, because my three
children all came to this clinic. But you
can’t say anything; I can’t speak up
because I have nowhere else to go.
“This makes me feel very sad,
it makes me feel like I must beg
to be helped. They make you
feel like you are a beggar.”
*Not their real names.

Nurse X has been working in the Free
State health care system since 1988.
She’s risen through the ranks over
the years and has watched with a
heavy heart as the department has
slipped into a state of dysfunction – a
casualty of gross mismanagement
and too much political interference.
She has a long list of what’s gone
wrong: the exodus of established nurses
from public health care; posts being
frozen; nurses not being paid overtime
for more than three quarters of last year;
budgeting that has compromised the
efficient running of institutions; private
ambulances arriving to fetch patients
without surgical gloves and drip kits,
but “start charging you the minute they
arrive”; intimidation from politicians who
allow politicking to go on in hospitals
and clinics, but prohibit senior personnel,
like herself, to speak to the media.
She doesn’t want her identity
revealed because she says the politicians
have become tyrants. At the same
time she wants to talk because she
says the truth must out and the
department’s bloodletting must stop,
because it costs patients’ lives.
“I don’t want to keep quiet anymore,
because it is the truth. And if the
politicians want to deny it, they just have
to come and speak to the patients.
“Every night I go home and I tell my
husband that I just want to go to work
and be proud of the service that we
give our patients, but I know that that’s
not what we are doing,” says Nurse X.
Her voice shakes and a few tears roll
down her face. It hurts for someone who
has dedicated her life to public health

care. She apologises and composes
herself. She clearly still manages a tight
ship, even with the constraints. Her
facility is spotless and well-kept and
there’s a general sense of calm and order.
She also doesn’t shy away from
doing the heavy lifting herself
when there’s work to be done. She
does this too because she says in
a medical facility you never know
what kind of day you will have –
emergencies don’t have a schedule.
“We are often short-staffed and I know
that my nurses cannot claim for more
than 16 hours a month for overtime.
So some days when there’s no one to
help, I lock my hospital and go help
with the patients – you have to be a
jack of all trades to survive,” she says.
Still, the difficulties have been
immense and, she admits, at times
even life-threatening for the patients.
She tells of a period when nurses
were not throwing away their surgical
gloves in-between patients, resorting
instead to disinfecting them and
reusing them, such was the shortage of
something as basic as surgical gloves.
“It is just common sense that you never
do that. It’s an absolute no-no, but there
was just nothing we could do,” she says.
She also tells of how the nurses at
different hospitals and clinics work on
their own system of trade – swapping
out medicines with each other so that
their supply cupboards and dispensaries
can circumvent the central medical

depot from whence their orders are
returned with “Used Up” or “Stock Out”.
“The medical depots have not paid
suppliers, that’s why they often don’t
have what we’re asking for. Sometimes
it’s as small as some cotton wool, but
they won’t have it and we are not allowed
to buy directly from a supplier since
they took away our budgets by 2004.
“Before, if you were a certain salary
code you could sign for certain supplies
to be put to a quotation committee. Then
they said only CEOs could do it. Then they
said, no, it had to be decisions made by
the medical depot in Bloemfontein. That
is when things went wrong. Now we get
quotations for catering from construction
companies even – how can that be right?
“But it doesn’t help to get on a
phone to complain or to get cross.
When we see that the supplies are
low we will phone other clinics and
see what we can trade,” she says.
She says it’s increasingly tough to
make any sensible decision and to
stand in her authority as a professional,
because intimidation and harassment
by MEC Benny Malakoane is a very real.
“Have you ever been in a meeting with
him?” She asks. “He will tell you it’s his
way, or you can get out. He’ll say: ‘There’s
the door and you can pick up your
paper from HR as you leave’,” she says.
“I can honestly say that with our
HODs, our MEC and even our Premier
in this province, we need change.
We cannot go on like this.”

“We cannot go on like this.”
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“I didn’t go to nursing college to become a politician,” says the matron in
her neat office in the facility she heads up.
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Who will help the
sick and needy?
Ufrieda Ho
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to be treated like this by the MEC. I was
one of those got my job back because
I have a matric, but there are many
other CHWs who are going hungry.
“We are the people who have the
experience and we know what our
patients need. They need us so they
don’t become defaulters so that they
can be healthy again – we are the ones
who know what they go through.
“Sometimes we bring food
and sometimes we even have to
help wash them, but that is what
we are used to doing and we do
it to help them,” she says.
Mookadi says the MEC’s decision
to axe the CHWs has already had
negative repercussions. It has
increased the patient load for the
current pool of working CHWs, so

that they seldom get to see all the
patients on their list in a typical day.
Neither do they get paid more
for their extra workload – they still
receive a stipend of only R1 700
It’s made the job tougher for
CHWs who still only receive a
R1 700 a month stipend.
Mookadi is committed to adding
more years to her service record in spite
of these challenges and the court case
that is playing itself out slowly. She
feels compelled to speak out against
the health department’s decision.
She says: “Benny Malakoane (Free
State Health MEC) is in the court
himself. He ate the taxpayers’ money,
and he must still answer. But we want
to work, we don’t want our patients to
suffer. He should want the same.”

“Benny Malakoane (Free State
Health MEC) is in the court himself.
He ate the taxpayers’ money, and he
must still answer. But we want to
work, we don’t want our patients to
suffer. He should want the same.”
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Community health workers like
Angelina Manale Mookadi say health
MEC Benny Malakoane must answer
to why he’s to cripple a vital limb of
the province’s healthcare system.

She flips through a photo album
of her early days working with the
community. In the pictures she’s in her
20s and she’s dressed in neat white
tops and dark skirts – dressed to visit
her patients. She smiles as she looks
at photos and talks about former
colleagues and “the good ol’ days”.
Mookadi never went on to become
a nurse and became a community
health worker (CHW) instead. It
has never mattered to Mookadi
because being of service was and
still is what counts for her.
This year marks 20 years of
service that Mookadi has under
her belt. They’ve been proud years
mostly, but the last two years have
signalled a turning point that has
disappointed her, hurt her even.
In 2014 the Free State Department
of Health dismissed around 3 800
community health workers on the
grounds of not having a matric or
for being too old to do the job. The
following year a peaceful candlelight
protest at the Free State Health
Department’s Bophelo House led to
the arrest of over 120 community
health workers. Of those, 94 were
charged for being part of a “prohibited
gathering”. The case is on-going.
“I’m one of the 94 people who still
faces charges. It has been painful to
have worked for such a long time and
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Back in the mid-90s, Angelina Manale Mookadi had dreams of becoming
a nurse. “I thought it was a profession I could afford because the
government was going to help me pay for my studies. And I always
wanted to help my community,” she says, sitting in the kitchen of her
home in Tsephong, outside of Welkom, in the Free State.
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Health workers still
face prosecution

#BopheloHouse94

The #BopheloHouse94 community health workers have been on trial
since April 2014. Their crime? Holding a peaceful night vigil in the
hope that their political leaders will explain why they had all been
dismissed. The group was convicted in October 2015 for violations of
the archaic Regulation of Gatherings Act after being arrested during
the vigil. The case has critical importance for the ability of all people
in South Africa to safely exercise their constitutional right to protest.
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The #BopheloHouse94 are CHWs from across the Free State. On 20 June, the appeal
of the #BopheloHouse94 was postponed until August 8. The Judge ruled that both the
appeal and the challenge on the constitutionality of that part of the Gathering Act would
be heard together then.

I AM NOT A CRIMINAL
MIRIAM MAJOROBELA – COMMUNITY HEALTH WORKER

I AM NOT A CRIMINAL
MOKHEHLE MOKHITLI – COMMUNITY HEALTH WORKER
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#BopheloHouse94

I AM NOT A CRIMINAL

I AM NOT A CRIMINAL

I AM NOT A CRIMINAL

IJACOBAMMOKHANUHI
NOT– COMMUNITY
A CRIMINAL
HEALTH WORKER

SUSAN KETSO MOLETSANE – COMMUNITY HEALTH WORKER

spotlight
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NTHAKO LEAH – COMMUNITY HEALTH WORKER
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CONSTANCE MOKOTELI – COMMUNITY HEALTH WORKER
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Election-year clinic
upgrades are welcome,
but will they be enough?
Ufrieda Ho
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that look more modern international
airport than public hospital.
Upgrades that can make a hospital
or clinic experience more comfortable
for patients, and help boost staff
morale, are sorely needed.
By the end of May though, neither
Batho Clinic nor Pelonomi Hospital
had opened their doors or become
fully operational. It makes the
challenge of a properly integrated
approach to managing hospitals
and clinics an ongoing hurdle.
But it’s only when infrastructure
upgrades of hospitals are matched with
the right staff complement, proper
equipment, good management and the
appropriate maintenance and repair
schedules, that facilities are efficient,
sustainable and truly useful to the
people they are meant to serve.
Good management also means
opening on time. In Batho Clinic’s
case, delays in opening will continue
to put immense pressure on the

nearby Mmabana Clinic. The overflow
of patients there in the last two years
has meant that people fill up seats
in waiting areas quickly. Patients
cram up against walls and balance
on broken seats, waiting their turn
in a facility in dire need of its own
maintenance and upgrading.
There is only one blood pressure
machine for the whole clinic and
medical equipment that no longer
works is simply pushed into a corner,
never taken away for servicing or
repairs. Paint is peeling and large
cracks run through the walls.
Nurses – who don’t want to be
named – say it’s no place to work and
there’s little chance of feeling motivated
coming to work each day. They think
maybe they’ll all be moved to Batho
Clinic when it eventually opens.
Better still, maybe Mmabana
Clinic could also get a revamp,
they say. It’s what would benefit
them and their patients most.

By the end of May though, neither Batho
Clinic nor Pelonomi Hospital had opened
their doors or become fully operational.
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Upgrades at Pelonomi Hospital
show swish and modern new waiting
areas and facilities. Now they just
need to be staffed properly and
be appropriately maintained.

If election years are good for one thing,
it’s that they make politicians scramble
to look like they’re doing things.
It’s had a positive outcome
for the Batho Clinic on the
outskirts of Bloemfontein.
Back in 2014, NSP Review (now
Spotlight) visited the clinic that had,
for months, been in total disrepair. It
had been vandalised and electricity
cables had been stolen. Ceilings
were collapsing, fridges were being
used for storage and pharmaceutical
supplies were left stacked in boxes,
because no one could sort through
the medicines in the dark. Nurses
were using their cellphone torches
to try to see patient files.
But this autumn Batho Clinic has
had more than just a lick of paint –
it’s had some serious upliftment and
refurbishment. Extensive repair work
has been done: new security upgrades
are in place, there’s a patient-file
storage unit and room, and there are
improved seating and waiting areas.
Not far from Batho Clinic at Pelonomi
Hospital, sections of the hospital have
also undergone a contemporary-style
revamp and construction is ongoing.
Where work has been completed
there are new decals, art work, water
fountains for patients, and waiting areas
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All over the Free State things are buzzing with public works projects,
but also with electioneering. It seems there are as many road works
and infrastructure upgrades as there are election posters on walls and
lampposts.
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Cold water and cold attitudes
at JS Moroka hospital
Ufrieda Ho
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For five days after 18-year-old Kekeletso Kikilame had given birth, she
could not wash herself or her newborn, as there was no hot water at the
Dr JS Moroka Hospital in the Free State.
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Worse though, says the teenager,
is that the nurses had no empathy
for her or the seven other women
who were also giving birth in the
hospital at the end of March.
“They kept telling us to get up and to
go wash in the cold water. They didn’t
even offer to warm up water for us,” says
Kikilame, speaking through a translator
at her home in the Thaba’Nchu.
She adds that the nurses ignored
their pleas to close some windows
when it was cold or to turn off lights
when they wanted to sleep.
“You get cross, but you just
keep quiet. Even today I’m angry

with those nurses for how they
treated me. Their attitude towards
people is not right,” she says.
It was only five days after the birth,
when her sister brought some flasks
of hot water, that she was able to
wash herself and her second-born,
a boy she’s named Boikanyo.
Blood had clotted around her stitches
making them painful to clean. She
remembers being constantly anxious
days after giving birth that she would
develop an infection or that the health
of her child would be compromised.
Sitting on her stoep with her family
and neighbours she cradles her one-

month old baby. She says she wishes
she could sue the clinic. They should
not be allowed to operate the way they
do without consequences, she says.
At one time Dr JS Moroka Hospital
was considered a top facility, locals
say. It was especially well known as
an excellent TB treatment facility,
but that was many years ago. Today
people call it a “mortuary” – you’re
lucky if you come out alive, they say.
Kikilame she never wants to go back
there if she can help it. She says she’ll
tell her friends to stay away. Nobody
should have to be subjected to the
nurses at that hospital, she says.
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No water in QwaQwa – how
do hospitals keep working?
Ufrieda Ho

A storm brews overnight and the heavens open with hours of endless
rain. Each drop is a welcome respite for the locals of QwaQwa where the
taps had been running dry for more than eight months by the middle of
May this year.
The rains may start to fill their dam, but
more immediately it means they can fill
their buckets to flush toilets or to store
it for general use. A few extra buckets
of water mean they can supplement
their water supplies. Even though
municipal water tankers now make the
rounds in QwaQwa and the surrounding
areas, the tanker rounds can be patchy.
Residents say there seems to be no
fixed schedule. So if you are at work or
at the shops you’ll miss the tankers. It
means residents sometimes can’t plan
properly for water collections. It forces
those who can afford it to buy bottled
water or borehole water from nearby
farms. Alternatively they hope and
pray for rain to collect a few buckets.
Adding to the constraints

there are also reports that some
tanker companies have stopped
making their rounds because the
municipalities have not paid them.
Most of QwaQwa’s water is
supplied by the Fika-Patso dam but
pumping from the dam stopped
by the end of last year as dam
levels dropped dramatically.
While the entire region is suffering
and small businesses especially are
struggling to stay open or to make
enough profit, it’s hospitals and clinics
that are most at risk operating without
clean water. The risk of infection
with compromised hygiene and poor
sanitation are a very real concern.
Better resourced facilities like the
regional hospital, the Mofumahadi

Manapo Mopeli Hospital, have in recent
months had the budget to buy water
harvesting tanks, have portable toilets
erected on the property and have been
able to outsource their laundry services.
Such measures have gone some way to
keeping hospitals running and to keep
patients safe, but there are no clear
long-term or wide-scale strategies or
contingencies for a prolonged drought.
At smaller clinics the public
toilets are blocked or simply locked
up. Staff facilities are closed to the
public and staff members flush with
collected rainwater. There are no
alternative facilities even though
patients have to wait long hours
in the queues. Running water and
flushing toilets are luxuries now.
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Plastic drums and refuse bins used to store water.
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Sitting on her stoep with her
month-old baby, teenager
Kekeletso Kikilame is
unhappy and angry with the
service she received at the
JS Moraka Hospital when
she gave birth to her child.
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Buthelezi EMS remains a
problem and a mystery
Ufrieda Ho
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rendered by Buthelezi EMS. This
is what worries her most.
“We hear about ambulances arriving
to pick up sick babies without incubators.
We also hear that some clinics and
hospitals are left without their bloodpressure machines and other equipment
because they’ve had to hand them
over to the ambulance staff. We’ve also
heard how hospitals wait for up to two
hours for an ambulance to arrive and, in
one incident, the excuse for a delay in
Gastron was that the ambulance had a
flat tyre and the driver had to wait for a
spare tyre to arrive. This kind of things
is just not acceptable,” says Pittaway.
A matron who spoke to Spotlight
had her own horror stories that mirror
Pittaway’s slew. She said they routinely
give surgical gloves and drip kits to the
Buthelezi EMS paramedics who are simply
not properly equipped to do the job.
“They ask us for these basic things and
then we get a bill for anything between
R3500 and R4800 per patient,” she says.
In a letter written by a doctor in the
Xhariep area more complaints emerge.
The letter details how a Buthelezi
ambulance, supposedly with an advance
life support paramedic in attendance,
was ordered for a 1,2kg premature
newborn at 4pm. The ambulance
arrived at 7pm to transport the baby to
Pelonomi Hospital in Bloemfontein.
“The paramedic was handed the baby
for transfer, but they had the wrong
oxygen cylinder. The ambulance had
to drive back to Bloemfontein to fetch
the correct oxygen pin index cylinder.
Unfortunately the patient deteriorated

and passed away at 12.30am. The
ambulance arrived after the patient
passed away,” the letter read.
It concluded: “We’ve had numerous
problems with Buthelezi Ambulance
Service in the past few months”.
In Bloemfontein this autumn, Spotlight
visited the Buthelezi offices, situated in
a house on the industrial outskirts of the
city centre. Ambulances appeared to be
serviced or repaired in the backyard. This
is a clear compromise of safety standards
for emergency medical services.
Outside Welkom, Spotlight saw
Buthelezi ambulance vehicles and
staff parked under trees. Tender
stipulations require EMS private
companies to have proper facilities
where paramedics can take a shower,
have a nap and recharge and refresh
properly in-between assignments.
Pittaway says it’s clear that
Buthelezi EMS is plagued with
problems, yet they continue to be
defended by the department of
health and continue to cost Free
State taxpayers millions of rands.
“We will continue to ask the questions
because we don’t feel that we’ve
been given good enough answers. We
haven’t been able to pinpoint that the
premier Ace Magashule and Health
MEC Benny Malakoane have direct
relationships with Buthelezi EMS, but
we believe that how the tender was
given out is problematic. We will keep
up the pressure,” says Pittaway.
Spotlight’s questions to Buthelezi
EMS remained unanswered by
the time of going to print.
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Repairs and maintenance on
Buthelezi Emergency Medical
Services take place in a backyard
in a house that is the base for
Buthelezi EMS in Bloemfontein.

Why did the province’s services needed
to be outsourced or supplemented in
the first place? Secondly, was Buthelezi
the best company to land the tender,
and, thirdly, why are the on-going
complaints about the company’s
service – since it got the contract at the
beginning of 2014 – falling on deaf ears?
According to the Democratic
Alliance’s questions put to MEC Benny
Malakoane in August 2014, there were
106 ambulance and emergency services
vehicles in the province, 54 were being
serviced in workshops and 28 were
about to be added to the fleet.
That year, Buthelezi EMS had been
given the tender that comprises 47
ambulances for district and regional
hospitals. Its staff was expected to have
“basic life support and intermediate
life support” training. This tender was
also intended for emergency interfacility transport, not for call-outs.
According to a health department
response to a DA question, billing is
done according to the skill level of the
paramedic attending to the patient.
The contract is ongoing and
by November of 2014 – the first
11 months of the contract was
worth R32 million to Buthelezi.
Mariette Pittaway, DA member of
the Free State Provincial Legislature
said: “We still cannot understand
why we were not servicing our
existing fleet properly instead of
spending that amount of money
on an outsourced service.”
Pittaway says she’s never without
fresh complaints about the services
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The Free State’s health care system – in tatters in so many places – also
has one recurring nightmare: Buthelezi Emergency Medical Services, to
whom public emergency services have been outsourced.
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Robbed of their hospital
in an National Health
Insurance pilot district
Ufrieda Ho
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Locals are unhappy about the state
of their hospitals in both Reitz
and Bethlehem in the Free State.

However, they don’t trust Dihlabeng
Hospital. It’s a facility that will kill
you before it heals you, they say.
The slaughterhouse. Reitz locals,
including those who live in the
surrounding locations and townships,
say they are often treated with disdain
by nurses at Dihlabeng, with the
common snipe of “Why don’t you
just stay at your own hospital?”
A Petsana local, Victor Mlangeni,
who also heads the United Residents’
Front, says that one of the major
problems about being serviced by
a hospital nearly 50km away is that
people can’t visit their families easily.
A taxi ride one-way costs R30.
“They should have left that
hospital as it was. Before it had all
the services that we needed. Now
it has nothing,” says Mlangeni.
Mlangeni says they’re also
always given the run-around by the
provincial authorities, who keep
promising that things will improve.
“In 2010 we were told that the Reitz
Hospital would be back to normal

within six months and we would have
all the services back. But we waited
and waited. In 2015 the government
came again and said we would have
to wait three more months.”
During his visit to the Petsana
residents in 2015, Free State Premier Ace
Magashule publicly gave his support
to the residents over their concerns
that there was shortage of doctors
at Nketoane Hospital and that the
vast distance between Nketoane and
Dihlabeng, and even the Phekolong
Hospital, were less than optimal. He
promised to look into the matter
personally. It’s half way into 2016:
nothing’s changed and locals are still
waiting for services to improve.
The Nketoane Hospital is essentially
a storage facility now. There are
currently two Cuban doctors at the
hospital and eight professional nurses
for the still-busy maternity section.
It remains well-kept, clean and tidy,
but it’s also strangely silent for what
should be a busy medical hub.
Inside the hospital, empty beds

Inside the hospital, empty beds are
stacked on top of one other, filling up
rooms. Whole wards stand empty and the
operating theatres remain in darkness.
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Both fall into the government’s National
Health Insurance (NHI) pilot area of
Thabo Mofutsanyane in the Free State,
one of 10 pilot districts in the country.
Pilot areas are meant to assess the
readiness of facilities to rollout the
NHI plans and also meant to uplift
the needs of the most vulnerable
communities in the country first.
Thabo Mofutsanyane is, according
to Health Minister Aaron Motsoaladi’s
assessments (which looks at socioeconomic indicators, health service
performance and financial and
resource management), among
the most needy in the country.
Locals in Reitz and the nearby
location of Petsana say the problems
began with the downgrade of
Nketoane Hospital in 2002 from a
65-bed facility to a 45-bed facilities,
to one that now accommodates just
ten patients in a step-down facility.
It is, for locals, a travesty. They feel
they have been robbed of their hospital.
Even though the hospital still runs
a 24-hour maternity and casualty
facility, it’s a shadow of its former
self; a bus stop really, they say, where
ambulances pick up patients to
transport them nearly 50 kilometres
away to the Dihalabeng Regional
hospital in Bethlehem where they are
supposed to be able to access a broader
spectrum of health care services.
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The “bus stop” and the “slaughterhouse” – these are the nicknames
locals give for the Nketoane Hospital in Reitz and the Dihlabeng Regional
Hospital Bethlehem.
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When a good idea becomes
good news: adherence
clubs in the Free State
Ufrieda Ho
Victor Mlangeni of the United Residents’
Front based in Petsana are fed up with
the spin over their healthcare system
split between Reitz and Bethlehem.
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are stacked on top of one other, filling
up rooms. Whole wards stand empty
and the operating theatres remain
in darkness. A hospital insider, who
spoke on condition of anonymity,
says everything was operational and
in running order in the theatres,
even though some of the equipment
was old. But gradually it has been
stripped, with working equipment
shipped off from the hospital.
“What’s working has been taken and
so when there’s and emergency we
have to send patients to Bethlehem.
Even then, we can wait up to two hours
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Beds are stacked on top of
one another in empty rooms
in Nketoane Hospital.

for an ambulance to arrive,” he says.
The insider, who has worked at the
hospital for years, says the morale
among staff is low and he calls the
NHI roll-out in Nketoane “a joke”.
The hospital, he says, has to submit
plans based on the old information
that it is a 45-bed hospital. It’s skewed
data but no one has bothered to
make the necessary adjustments.
This means that the planning for the
day-to-day running of the hospital is
based on inaccurate information.
“When you work it out like that
(at 45 beds) the hospital will always

look like it is under-performing. It’s
bad for the hospital and it’s bad of
the morale of staff. The nurses are
also not getting all their overtime pay
and we aren’t getting any more staff
because positions have been frozen.
“We are supposed to be an NHI
hospital but we are not compliant
with anything. It really is a joke
and the Premier, the MEC and
the HODs should all be fired.
“This is also our community, we
work here, we live here. All we want
is to be able to serve this community
properly and we can’t,” he says.

Médecins Sans Frontières’ HIV
adherence clubs have grown, in
under two years, to include 11 000
member in the Mangaung district.
The idea was to create clubs of no
more than 30 stable HIV patients (those
with a viral load below 40) who meet
every two months for less than an hour
to collect their ARVs. Is this correct?
Doesn’t undetectable viral load normally
mean under 50, or is there a new test?
Their medicines are pre-packed by a
trained facilitator, so there’s no risk of
queuing for an entire day only to be
told there are no drugs or that there
are too many people to be helped.
At the club meetings, patients are
weighed, given TB screening and are
given a general health quiz. They can
discuss issues among themselves, and
facilitators also have the opportunity
to raise any specific matters, like a
change in medicine packaging.
Members fetch their medicine and
leave the clinic before the hour’s
up. It means they can get on with
their day with minimal disruption.
Once a year they undergo a
blood test at a clinic. This test
is scheduled by their club.
“It means there 11 000 people
who are not clogging up the queues
in clinic and hospitals. The patients
are properly management and it’s

proving to be a system that’s working,”
says Trudie Harrison, a coordinator
at MosaMaria, the public benefit
organisation affiliated to the Anglican
Church that manages and facilitates
the adherence clubs in the district.
“The aim now is to roll out to
reach 21 clinics across the province
in the next three years.”
The clubs are funded by Global
Fund and Right to Care. Their support
has translated into the purchase of
four Wendy houses erected on clinic
property. These structures serve as
club meetings rooms and can also be
used as extra facilities by the clinic.
“At some of our facilities we do two
sessions a day. Our staff is also trained
and salaried. They are not volunteers
on a stipend and that model has been
part of what’s made the clubs work.
“It also works that the club meetings
happen at the clinic or hospital and
not in a facility like a church hall. This
removes some of the stigma that still
exists around HIV/ AIDS,” says Harrison.

MosaMaria’s success with the
adherence clubs has led to them
partnering with the Naledi Hospice and
the Hospice Palliative Care Association of
South Africa, working to manage multidrug resistant tuberculosis (MDR-TB).
The programme is aimed at
reducing the rate of defaulting
among MDR-TB patients and to
reduce MDR-TB mortality rates.
MosaMaria has one nurse and two
caregivers on the programme. They
currently visit 11 patients to give them
a daily injection and other medicine.
“This programme works because
before, those with MDR-TB didn’t get
treatment because they didn’t want to
stay in hospitals. This way, the 24-month
treatment can be administered by a nurse
in the patient’s own home,” says Harrison.
Harrison says it’s too early to measure
the success of the programme but she
says that since October 2014 they have
seen the mortality rate decline. It’s
significant because MDR-TB patients only
have a 50/50 chance of surviving.

The programme is aimed at reducing the
rate of defaulting among MDR-TB patients
and to reduce MDR-TB mortality rates.
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A simple well-managed idea is not only easing pressure on the Free State
health care system and making HIV-positive patients’ lives easier – it also
seems to be bringing down mortality rates amongst those with multi-drug
resistant tuberculosis (MDR-TB).
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Welcome to the twilight zone:
fear and abandonment in the
Free State’s health system
Mary-Jane Matsolo
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I feel like I’ve been teleported into a
scene from the X-files: the openness
of the space – a huge, unoccupied,
neglected piece of land, deserted
buildings, dry, brown grass growing long
all over the place. Not a single patient
or staff member in sight. The only
sign of life is the odd security guard.
After the sixth circuit around the
premises I’m convinced I’ve entered
the twilight zone. I begin to imagine
patients chained to their beds inside
these empty buildings and I think
about all those people we’ve reached
out to for information about the
health care system, but who felt
shackled by intimidation and refused
to speak to us. This province is far
from free, as its name implies.
There are spooky looking houses
here. Not patient wards: stand-alone
houses in which, perhaps, doctors or
matrons once lived. They’re creepy. It
feels as though, like in a horror movie,
faces might appear at the windows.

Next stop: Reitz

About four hours’ drive from
Bloemfontein, we found a community
caught in nostalgic memories of
days gone by when they once
had a fully functional hospital.
Then abruptly, about 12 years ago,
Nketoana Hospital was reduced to only
two functions: the casualty unit and
a partially functioning maternity unit.
The residents still don’t understand
the reasons why their beloved local
hospital had its heart ripped out.
Now they have to travel to
Bethlehem, about 55km away, only
to be met by hostile nurses who, they
say, discriminate against them by
attending to them last and constantly
asking them why they use they don’t
use their own hospital in Reitz.

Then on to Nketoana
Hospital

It was the next obvious and logical thing
for us to do now: Nketoana Hospital.
What we saw was extremely confusing.
Here was a well-maintained, fully
equipped hospital. It seemed set to be
able to run like a well-oiled machine and
yet most of it was simply shut down.
Stepping into the theatre was like
stumbling across the spot, on X-Files,
where aliens are operated on – a place
kept secret and which is only known about
in files stamped “Top Secret” in some
government official’s office somewhere.
Equipment stood around collecting dust.
It looked as though the hospital had been
evacuated suddenly. Some wards have
been turned into storage rooms: hospital
beds lie unused on top of one another.

...we found a community caught in nostalgic
memories of days gone by when they
once had a fully functional hospital.

Qwaqwa was next

There’s been no water here since
February. The drought has hit
hard. We’re 93km from Bethlehem
and our guesthouse has no water.
How do hospitals and clinics
function without water?
We were looking forward to
hearing some of the wonderfully
creative ways nurses and doctors
were getting around this huge
hurdle – caused by mother nature
and not the provincial government
this time – in their daily work.
We set out enthusiastically, eager
to report on the innovations we
were sure the staff would have come
up with, but at the first clinic, the
manager treated us with undisguised
hostility, shutting us down and
refusing to give us any information.
She referred us to the district
clinic manager. The more we tried to
explain our interest in how a facility
was run without water, the more
anxious she seemed to get. She got
up, escorted us out of her office and
watched us suspiciously. She even

followed us to the bathroom when
we needed to use the toilet and
accused us of inspecting her facility.
She followed us to reception,
obsessing that we sign the visitors’
register, and interrogating us about
who we were and where we came
from, even though we’d offered this
information to her when we had
introduced ourselves in her office.
We visited the district manager.
We sat in her office for what felt
like eternity while she refused to
acknowledge our presence. Finally
she spoke not to us, but down at us.
It felt like we were in the principal’s
office for bad behaviour. She gave us
a firm lesson on having to make an
appointment and about procedures
that needed to be followed when
seeking to talk to staff at clinics. We
were told to consult Bophelo House –
where the provincial health department
is located in Bloemfontein – to gain
a letter permitting us access to the
clinics before coming to the facilities.
It was clear we were not going
to get any information from these

women. There was no getting through
to them. It was as though they had
been completely brainwashed.
The cloak-and-dagger theme,
the mystery and spookiness, was
carried right through to the staff.
The good nurses – the one who
are tired of what things were like
and desperate for change that would
benefit their patients – were like
“un-turned humans”: forthright and
open. The “turned humans” were the
nurses completely wrapped up in tight
bureaucratic secrecy. They seemed to
have lost sight entirely of why they
became nurses in the first place.
As my travelling companion
and I returned to the car, I said:
“The not-so-free Free State.” A
complete stranger hooked on to our
conversation, asking who we were
and what we were doing there.
Is this some sort of government
agent? Is someone following us now?
The paranoia is infectious.
MARY JANE MATSOLO is a Campaign
officer for Treatment Action Campaign
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First stop: Free State
Psychiatric Hospital
in Bloemfontein

Mary Jane Motsolo
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Activist Mary-Jane Matsolo last year heard “saddening and horrific”
stories from the more than 50 people who testified during the People’s
Commission of Inquiry into the Free State Healthcare System. She
recently entered the field to assess whether anything had changed. These
are her notes.
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Won the battle, lost the war
Marcus Low & Lotti Rutter

In the early days of the AIDS epidemic, the high price of antiretroviral
medicines meant many lives were unnecessarily lost. While the global
AIDS movement managed to force lower prices for key ARVs, the wider
battle has not yet been won. Today, many people with hepatitis C, various
cancers, drug-resistant tuberculosis and other conditions still cannot
get the medicines they need to survive. This article explains the how
inequality extends to drug development.
There are two broad problems with the
way society currently pays for medicines.
The first, the innovation problem, is
that we are not investing enough money
and energy into finding treatments for
diseases mostly affecting poor people.
This is why most of our tuberculosis
(TB) treatments today are more than
fifty years old and not very good.
The second, the price problem,
is that many of the medicines that
are developed are sold at such high
prices that people cannot afford
them. This is why many people with
hepatitis C cannot afford the highly
effective new hepatitis C cures on
the market. For these people the
new cures might as well not exist.

industry. In fact, a number of large
pharmaceutical companies have
stopped doing TB research altogether.
The first part of this problem is
simple. Since most people needing TB
treatment are poor, pharmaceutical
companies see little potential profit
in developing new TB treatments.
Companies choose rather to invest in
researching medicines that will sell in
rich countries – medicines for diabetes,
heart disease, or erectile dysfunction.
The second part of the problem is
more puzzling: given that industry
does not invest, one would expect
governments to step in to fill the
gap. However, with the exception
of the United States, governments
do not. While the BRICS countries

(Brazil, Russia, India, China and South
Africa) have over 40% of the global TB
burden, they contribute less than 4%
of global investment in TB research.

The price problem

When the patent system does deliver
important new medicines, as it
sometimes does, those medicines are
often priced out of reach for many
of the people who need it. So, for
example, the breakthrough hepatitis
C drug sofosbuvir is priced at US$84
000 for an 84-day course. Similarly,
high prices mean that women in
South Africa who need the breast
cancer drug trastuzumab often can’t
afford its R500 000 price tag.
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“You are aware of the exploding
prevalence of cancer around the world and in our own
country. We have just moved in a circle. Just as the price of
ARVs were unaffordable then, cancer drugs are devilishly
unaffordable today. If no drastic action is taken today, we
are going to be counting body bags like we are at war.”
Dr Aaron Motsoaledi, Health Minister of
South Africa, 2016 budget vote speech.
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Last year, tuberculosis killed more
people than any other infectious
disease on the planet, including HIV.
At 1.5 million deaths, it far outstripped
headline-making outbreaks like Ebola
(11,315 deaths in 21 months). Yet, in 2014
humanity invested less than US$700
million in TB research – only about a
third of the two billion a year that the
World Health Organisation estimates is
required to bring an end to TB. Of this
US$700 million, less than US$100 million
was invested by the pharmaceutical
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The innovation problem
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TB is the top infectious disease
killer on the planet, causing
1.5 million deaths per year

$137 billion

It spends less than

$0.1 billion

on R&D per year
Profit
Margin
(%)

Total
Revenue
($bn)

R&D
Spend*
($bn)

Sales &
Marketing
Spend ($bn)

Profit
($bn)

71.3

8.2

17.5

13.8

19

58.8

9.9

14.6

9.2

16

51.6

6.6

11.4

22.0

43

50.3

9.3

9.0

12.0

24

44.4

6.3

9.1

8.5

11

per year on
TB research

$609.3
Military
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7.5

9.5

4.4

10

41.4

5.3

9.9

8.5

21

25.7

4.3

7.3

2.6

10

23.1

5.5

5.7

4.7

20

18.8

2.9

4.3

4.1

22

*NOTE: Investment in R&D is often lower than profits and almost always lower than sales and marketing.

South Africa’s
proposed nuclear
expansion program

is estimated at $65 billion
(R1trillion) over 15 years. This
amounts to $4.3 billion per year.
By contrast, the South
African government invests
less than $0.005 billion per
year on TB research. TB is the
top killer in South Africa.

How the US is Spending its
Money billions per year
The United States is one of the key countries obstructing progress on
a proposed WHO R&D treaty/agreement. This is thought to be due
to the potential cost of such a treaty – at most a few billion per year.
This lack of political will to invest more in medical R&D should be seen
in the context of the US’s $600 billion annual military budget.

$102.26
Education

$52.6

Surveillance

44.0

$65 billion

The pharmaceutical industry claims to spend

R4
billion
(US $280 million)
for proposed purchase of luxury
jet for South Africa’s president

$51

The “War
on Drugs”

$44.85

Energy &
Environment

$29.81
Science

The BRICS countries

only contribute

This is

60
times
South Africa’s

annual investment

in TB research

3.6%
of public funding

to TB R&D

40%
though they account for

of TB-related deaths
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Where do
companies put
their money?
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Various solutions to these problems
have been under discussion at the
World Health Organisation (WHO)
over the last decade – with very little
progress to show for it. In addition,
in 2015 the Secretary General of the
United Nations, Ban Ki-moon, convened
a High Level Panel to look at exactly
these problems. Even if the HLP comes

An R&D agreement or treaty

Given that industry is failing to invest
in diseases that have an impact on
poor people, governments have a
responsibility to step in and fill that
investment gap. One solution is an R&D
treaty or agreement. Countries would
all contribute to a central fund. Money
in this fund would then be used to fund
research in neglected areas like TB. This
is a simple and workable solution. The
only thing that is lacking is political
will. Even if rich countries like the
United States and Germany oppose
such a treaty or agreement, there is
nothing preventing other countries
from going ahead without them.

Delinkage

When governments invest in research,
they often do so in a way that allows
companies to patent the products of
that research. In this way, governments

end up paying twice – once through
research grants and again when paying
high prices for patented medicines.
If governments invest in a delinked
way, they will not allow this doublepayment to happen. In such a case,
governments will fund research
through grants and prizes and then
ensure that all the research is paid for
up front and that the research cost
is “delinked” from the sale price of
the eventual product. The so-called
3P Project (see our previous issue) is
an example of a delinked model.

Unprecedented price
increases (US$)
Daraprim $13.50 per

 araprim is used to treat toxoplasmosis, a
D
possibly life-threatening infection in babies
born to mothers with HIV and AIDS patients.

$10 800 for 30 pills

Cycloserine $500 for 30 pills

Cycloserine is a drug used to treat MDR-TB.

$1 849 per bottle

Doxycycline $20 per bottle
Doxycycline is an antibiotic.

Bring balance to the system

International law allows for steps
to be taken to balance the worst
excesses or exploitation of patent
monopolies. These balancing measures
are commonly referred to as TRIPS
flexibilities (Trade-Related Aspects of
Intellectual Property Rights) and they
include allowances for: compulsory
licenses (overriding patents); only
granting patents for truly innovative
products and not for reformulations
or new uses of old drugs; and for

bottle

$750 per bottle

Isuprel $215

per vial

Nitropress $258 per

vial

Isuprel is a heart medication.

$1 347 per vial

$806 per vial

 itroprusside is used to treat congestive
N
heart failure and life-threatening high
blood pressure (hypertension).
SOURCES:

1. P
 ollack, A. (2015, September 20). Drug Goes From $13.50 a Tablet to $750, Overnight. The New York Times. Retrieved April 14, 2016, from www.nytimes.com/
2. Ramsey, L. (2015, September 30). Drug companies are reeling after the Martin Shkreli incident – and it could shake up the entire
industry. Retrieved April 14, 2016, from www.businessinsider.com/generic-drug-pricing-monopoly-problem-2015-9

“Rationing is the ultimate

consequence of high drug prices. Unsurprisingly, this is
unpopular and is causing a backlash. In a number of US
states, politicians are seeking to pass legislation forcing
drug companies to disclose more information about the
cost of producing their high-priced remedies. There is
even talk of capping prices. The industry argues that
such caps would drive capital out of the industry, cutting
innovation and ultimately harming patients. But that is a
hard argument to sustain when companies such as Gilead
and Vertex are earning gross margins of 90 per cent and
share prices are sky high. Pharmaceutical innovation
has been one of the great successes of the past century,
improving the lives of people immeasurably round the
globe. But if the current dispensation is to continue, the
industry must learn to price with greater restraint.”

Financial Times, August 16, 2016.

the public to file oppositions to
the granting of specific patents.
The problem is that due to trade
pressure from the United States Trade
Representative, many countries have
not written these TRIPS flexibilities into
their national law – and if they have,
they are often afraid to use them.

Doing away with pharmaceutical
patents altogether

One of the remarkable things about
the history of patents and medicines
is that there is no evidence that
providing increased patent protection
around the world has led to greater
medical advances. In fact, in the
golden age of medical discovery from
the 1940s to 1970s, much of the world
did not offer any patent protection
on medicines. There was also no
increase in innovation following
the TRIPS agreement in 1995, which
compelled all World Trade Organisation

member countries to provide for at
least 20 years of patent protection.
It would of course not make sense
to simply remove the patent system
and not replace it with anything else.
The world, after all, is in desperate
need of new medicines. Governments
would have to redirect the money
they would have spent on purchasing
patented medicines to providing
research grants and sponsoring prize

funds for the development of new
medicines. All indications are that such
a transition would in fact see R&D
spending increase dramatically – given
how little industry currently spends on
R&D as a percentage of revenue.
LOTTI RUTTER is a Senior Researcher
for Treatment Action Campaign.
MARCUS LOW is an editor of Spotlight.

“The patent system is expensive.
A decade-old study reckons that in 2005, without the
temporary monopoly patents bestow, America might
have saved three-quarters of its $210-billion bill for
prescription drugs. The expense would be worth it if
patents brought innovation and prosperity. They don’t.”

The Economist, August 8, 2015.
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We have other options

up with strong recommendations, it
will be up to governments to make
those recommendations a reality.
Some possible solutions include:
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Companies argue that they have to
ask these high prices to recoup their
investment in developing the drugs and
to fund their investment in developing
new medicines. In recent years this
argument has begun to wear very thin.
A United States senate investigation in
2014 found that the pricing of sofosbuvir
had nothing to do with how much it
costs to develop the drug. Rather than
basing prices on the investments made
into a drug, companies are typically
setting prices at levels that maximise
profits – even if that means many people
can’t access the drug in question.
At a more fundamental level, high
prices charged by pharmaceutical
companies have brought into question
the basic social contract between the
public and the pharmaceutical industry.
The thinking is that the people,
through our governments, grant patent
monopolies to companies in return for
investment in new medicines. However,
enforcement of this social contract
is very one-sided. While companies
almost always get and maintain
their patent monopolies, there is
no enforcement of the expectation
on companies to invest in research.
Typically, companies invest only between
8 and 18% of revenue in research
and development (R&D), while they
typically spend double on marketing
and advertising. In addition, the way
in which companies spend their R&D
funds is completely non-transparent.
All the available evidence suggests
that we are not getting much bang
for our buck in the current system
where there is no obligation on
industry to reciprocate high prices
with high investment in R&D.
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THE MAIN STRATEGIES TESTED
TOWARDS A CURE
• Gene therapy that either make cells resistant
to HIV or excise HIV from infected cells
• Activating expression of HIV proteins with
the aim of making infected cells visible to
the immune system or induce cell-death
• Immune-based therapies to augment the
immune response against HIV-infected cells
• Starting ART early during acute infection to
minimise the number of infected cells and
preserve effective anti-HIV immune responses

THE MAIN OUTSTANDING
CHALLENGES FOR CURE RESEARCH

spotlight

#15 – J uly 2016

• More sensitive assays to measure and identify
cells infected with functional virus
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• Better methods to measure and
visualise HIV persistence in tissues such
as gut, lymph nodes and brain
• More effective interventions to reverse
HIV latency and induce an effective
durable anti-HIV immune response
• A better understanding of the impact of host
genetics, HIV subtypes and co-infections.
Image: Scanning electron micrograph of HIV-1 budding
(in green) from cultured lymphocyte. This image
has been coloured to highlight important features.

Dr Thomas A. Rasmussen & Professor Sharon R. Lewin

Antiretroviral therapy (ART) has revolutionised the lives of people living
with HIV and in many countries, life expectancy for someone living with
HIV is now almost the same as someone not living with HIV. But ART is
not a cure. When ART is stopped, the virus rebounds within a few weeks
in almost all infected individuals, even after many years of suppressive
therapy. Understanding where and how HIV persists on ART and using
these insights to develop therapies, which will ultimately enable us to
cure HIV infection, or allow people living with HIV to safely stop ART
with the virus staying under control, remain key goals in HIV research.
Over the past decade, there has been a
substantial increase in our understanding
of where and how HIV persists when
someone is on ART. It is now clear that
integration of the HIV genome into
long-lived resting cells is a major barrier
to a cure. This state is called HIV latency.
But virus can also persist on ART in other
forms. In both monkey models of HIV
and in HIV-infected individuals on ART,
virus has been found in T follicular helper
cells, which are found in a specialised
compartment in the lymphoid tissue.
These cells are found in a part of the
lymph node where penetration of
immune fighting cells, or cytotoxic T-cells
is limited. In some tissues, penetration of
ART may not be optimal, which could also
contribute to persistence. Finally, there is
also some evidence that, in at least some
individuals and in some sites, the virus
may still be replicating at very low levels.
To date, there has been just one
case of a cure for HIV, which occurred
in the context of haematopoietic
stem cell transplantation (HSCT) for
leukaemia with HIV-resistant donor
cells. HSCT is clearly not a feasible

curative strategy for HIV, but we have
learnt here that complete eradication
of HIV is theoretically possible. Similar
approaches have been tried, but no
others have yet been successful and all six
individuals receiving a similar transplant
died of infection or cancer relapse
within 12 months of transplantation.
Other case reports have confirmed
that HSCT, even from a regular stem
cell donor, can drastically reduce the
frequency of infected cells, but when
ART was subsequently discontinued,
virus still rebounded off ART, although it
took months and not weeks to rebound.
These cases demonstrate that although
reducing the frequency of latently
infected cells might delay time to viral
rebound, there is a need for continued
effective immune surveillance against
HIV to keep whatever remains in check.
Using gene therapy to either make a
cell resistant to HIV or to literally remove
HIV from the cell is now being actively
investigated. The initial target of gene
therapy was CCR5 – the same gene that is
missing in some rare individuals that are
naturally resistant to HIV. Clinical trials

of gene therapy to eliminate CCR5 and
make cells resistant to HIV was safe, but
there remains much work to be done to
increase the numbers of gene-modified
cells. Other work, which still is at the
stage of test-tube experiments, uses
gene scissors to target the virus itself.
This approach might be trickier than
targeting CCR5 as the virus can rapidly
mutate and change its genetic code so
that the gene scissors no longer work.
By starting ART very early – within
days to weeks of infection – it is possible
to substantially reduce the number of
latently infected cells, and this also helps
preserve immune function. Although
not an option for the majority of HIVinfected individuals who are diagnosed
too late, early diagnosis and treatment
could be an effective strategy to maintain
immune control for some patients.
Several years ago, French investigators
described that post-treatment control
was possible in up to 15% of individuals
treated within months of infection. These
data remain a little controversial as in
other cohorts, post-treatment control is
far less common. We still don’t fully
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• Sub-optimal penetration of ART into some tissues

A cure for HIV: Are we
getting any closer?

spotlight

• HIV persistence in certain tissues, where the
virus is protected from immune effector cells

Image: Centres for Disease Control and Prevention’s Public Health Image Library, USA.

THE MAIN BARRIERS TO A CURE
• HIV persists in long-lived cells in a dormant
form, but is capable of re-igniting viral
replication if ART is stopped

SPOTLIGHT SCIENCE: CURE

103

104

Cure research is likely to benefit from the
very significant investment in vaccines
that have been developed to protect
people from getting infected, some of
these vaccines could work in cure too
– for example vaccines that potently
stimulate cells that are programmed
to kill infected cells or alternatively
highly effective antibodies, called
broadly neutralising antibodies, that
can also trigger killing of an infected
cell. These vaccines are now being
investigated in the setting of clinical
trials in infected individuals on ART.
There have been some spectacular
recent advances in the treatment of
some cancers using drugs that boost
the immune response – called immune
checkpoint blockers. These drugs
reinvigorate exhausted T-cells so they can
move in to action – against cancer cells
and in the same way, against HIV-infected
cells. These drugs, one that blocks CTLA4
and another that blocks PD1 are now in
clinical trial in HIV-infected patients being
treated for different cancers. Another
way to boost the immune system is to
trigger a very primitive immune response
designed to respond to infections. These
drugs are called toll-like receptor (TLR)
agonists. In monkeys, TLR-7 agonists,
currently being developed by Gilead,
stimulate latently infected cells and
an effective immune response leading
to a modest reduction in infected
cells. Clinical trials are now underway
in HIV-infected individuals on ART.
Now, four years after the launch of
the 2012 International AIDS Society (IAS)
Global Scientific Strategy Towards and
HIV Cure, we have had some successes
and failures. We now have a clearer idea
of where virus persists on ART, but still
much to learn about different T-cell

subsets and what happens inside tissue.
We need better ways to measure total
virus, especially virus that can rebound.
Some advances in X-Ray imaging might
help here, which could give a total
snap shot of where the virus is sitting
in the body. We also now know that
activating latent virus is not enough
to kill the cells. Other interventions
are needed. A successful strategy will
likely need two components – reducing
the amount of virus that persists on
ART and improving long-term immune
surveillance to target any residual virus.
We need far more work to be done on
HIV cure in low income settings to better
understand the effects of different HIV
strains, the effects of co-infection and
the impact of host genetics. Lessons
from other fields, particularly oncology,
transplantation and fundamental
immunology, are all relevant to inform
the next advances we need in cure
research. Finally, we have to ensure that
any intervention leading to a cure must
be cost effective and widely available.
The implementation of combination
ART in the mid-1990s is still regarded one
of the most remarkable achievements in
modern medicine. Life-long ART remains
the single best option for any person
infected with HIV. Finding a cure for HIV
remains a major scientific challenge but
many believe it to be within the realms
of possibility and it will hopefully play an
important role in seeing an end to HIV.

DR THOMAS A. RASMUSSEN is a Clinical
Research Fellow at the Doherty Institute
PROFESSOR SHARON R LEWIN is the
Director of the Doherty Institute for
Infection and Immunity and Professor
at the University of Melboune

A successful strategy will likely need
two components – reducing the
amount of virus that persists on ART
and improving long-term immune
surveillance to target any residual virus.
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Is HIV elimination a
pipe dream?
Dr Leigh Johnson

A number of UNAIDS publications have promoted the idea that it
is possible to “end the AIDS epidemic by 2030”. There are several
encouraging signs to suggest that this may be true. It is now wellestablished that patients who are on antiretroviral treatment (ART) and
with suppressed viral loads are virtually non-infectious.
With the recent revisions to WHO
treatment guidelines, which now
recommend ART for all HIV-positive
individuals regardless of CD4 count or
clinical stage, it is theoretically possible
that a high proportion of HIV-positive
individuals will be treated. This could
drive down HIV transmission rates to
very low levels. UNAIDS has stated that
critical to HIV elimination will be the
achievement of the ‘90-90-90’ targets:
by 2020, 90% of the HIV-positive
population needs to be diagnosed,
90% of diagnosed individuals need to
be on ART, and 90% of patients on ART
need to be virologically suppressed.
But how likely is HIV elimination?
Central to answering this question
are mathematical models, which
attempt to predict the future based
on observed historical trends in HIV
prevalence, and based on assumptions
about the effect of different HIV
prevention and treatment strategies
on HIV transmission. This article briefly
reviews some of the recent modelling
studies that have attempted to answer
this question, and discusses some
of the limitations and uncertainties
associated with modelling.

The first point to note is that the
term ‘HIV elimination’ is a misnomer.
Most frequently, modelling studies
refer to ‘virtual elimination’, which
is conventionally defined as an adult
HIV incidence rate of less than 0.1%
per annum. But even if HIV incidence
among 15-49 year olds were constant
at 0.1% per annum, the long-term
HIV prevalence in 15-49 year olds
would not drop below 1.7% (assuming
a relatively high ART coverage and
a near-normal life expectancy on
ART). This is still an appreciable HIV
prevalence, even by the standards
of many countries in West Africa.

Even if we accept this definition
of HIV elimination, mathematical
models are not conclusive about
whether universal ART eligibility and
high rates of HIV testing and ART
uptake (so-called ‘test and treat’
strategies) would lead to elimination.
In a systematic comparison of several
different models that were applied to
South Africa, Eaton et al found that
out of nine models, six suggested that
‘test and treat’ strategies would not be
sufficient to achieve virtual elimination
by 2050. Notably, the models were
generally quite optimistic about the
extent to which ART would reduce

The first point to note is that the term
‘HIV elimination’ is a misnomer. Most
frequently, modelling studies refer to
‘virtual elimination’, which is conventionally
defined as an adult HIV incidence
rate of less than 0.1% per annum
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understand what factors are important
for post treatment control, but it seems
that the nature of the immune is critically
important. Interestingly, post-treatment
control may differ in different ethnic
groups. A recent report from Africa
suggested that post-treatment control
could occur at far higher frequencies in
African populations than in Caucasians.
Early treatment of HIV-infected
children at birth may also present an
opportunity to induce post- treatment
control. In the highly publicised case of
the Mississippi child, ART was started
30 hours after birth and following
cessation of ART at age 18 months, this
child had a period of 2 years of posttreatment control. Early treatment
of infants may potentially shift virus
from hiding in long-lived to short-lived
T-cells. Therefore, understanding the
differences in where virus persists in
children and in adults could provide
important insights into novel strategies
to find a cure for HIV. We will hear a lot
about these approaches in Durban.
The reality is that most people globally
are diagnosed with HIV years and not
days after infection. The main strategies
being tested to achieve remission is to
reduce the amount of persistent virus
and also boost the immune response
to allow for long term control.
Activating the expression of HIV
proteins in latently infected cells by
drugs called latency-reversing agents
could drive elimination of virusexpressing cells through immune- or
virus-mediated cell death. This approach
is usually referred to as “shock and
kill”. A substantial body of research
has helped identify latency-reversing
agents including histone deacetylase
inhibitors and disulfiram, which have
now been tested in experimental clinical
trials. These studies demonstrated that
although HIV expression can be induced
in patients on suppressive ART, this did
not reduce the frequency of infected
cells. In other words, shock but no kill.
On-going studies are looking at ways
to augment the killing of these cells
by boosting the immune system, for
example through vaccines or medications
that trigger suicide of the infected cells.
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Figure 2: Treatment cascades in Denmark and South Africa in 2013
Source: Okano et al and Johnson et al

average annual number of new HIV
infections. This implies that increasing
rates of virological suppression in South
African ART patients from the current
level of around 77% to the 90% target
would achieve an 18% reduction in HIV
incidence. Other parameters that were
significant included the rate of condom
use in non-cohabiting relationships,
the introduction of intensified riskreduction counselling for HIV-positive
adults, and the uptake of medical
male circumcision. Interestingly, the
timing of the change to universal
ART eligibility was only the 5th-most

important parameter. This suggests
that the recent change to universal
ART eligibility is not by itself likely to
have as dramatic an impact on HIV
incidence as many other interventions.
The case of South Africa stands in
stark contrast to the case of Denmark,
the subject of another recent modelling
study. In this study, it was estimated
that in 2009 the HIV incidence among
Danish men who have sex with men
(MSM) was 0.14% per annum, very close
to the virtual elimination threshold of
0.1%. Although the fraction of HIVpositive adults in Denmark who were

This implies that increasing rates of
virological suppression in South African
ART patients from the current level of
around 77% to the 90% target would
achieve an 18% reduction in HIV incidence.

diagnosed was very similar to that
estimated in South Africa (around 80%
in 2013), the fraction of diagnosed
individuals on ART was 92%, and the
fraction of ART patients who were
virologically suppressed was 98% – both
well ahead of South Africa (Figure 2).
As the authors of this study note,
Denmark is exceptional. In many other
high income countries, there has been
a resurgence in HIV incidence among
MSM, despite increasing levels of ART
coverage. This resurgence is often
attributed to risk compensation and
‘disinhibition’, i.e. increased levels of
sexual risk behaviour due to reduced
fear of HIV in the era of highly
effective therapy – and perhaps also
reduced public messaging around
safe sex as the HIV response has
become increasingly medicalised.
Taken together, these results suggest
that treatment alone is not going
to end the HIV epidemic, although
it might be possible in concentrated
epidemic settings with exceptionally
high levels of virological suppression.
It will be important not to neglect the
‘traditional’ HIV prevention strategies

in the pursuit of the 90-90-90 targets,
and the allure of new prevention
approaches should not detract from
the need to sustain and improve
existing programmes. But even with
co-ordinated strengthening of existing
programmes and introduction of
new prevention approaches (such as
universal ART eligibility and preexposure prophylaxis), it is unlikely
that virtual elimination will be
achieved in hyper-endemic settings
such as South Africa within the
next 20 years. Even if ‘elimination’
is achieved, there would need to be
continued high levels of HIV testing
and HIV prevention messaging over
the longer term if a resurgence in
HIV were to be avoided. Achieving
true elimination will require
fundamentally new technologies
such as HIV vaccines. Until we have
these in place, HIV elimination needs
to be seen as an aspirational ideal
rather than a practical target.
DR LEIGH JOHNSON is a Researcher at
the Department of Public Health & Family
Medicine for the University of Cape Town.

It will be important
not to neglect
the ‘traditional’
HIV prevention
strategies in the
pursuit of the 9090-90 targets,
and the allure of
new prevention
approaches should
not detract from the
need to sustain and
improve existing
programmes.
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Solid lines represent mean of model
estimates. Dashed lines represent
95% confidence intervals (taking into
account uncertainty regarding future
epidemiological parameters). Shaded
grey area represents virtual elimination
threshold. Source: Johnson et al
This study also assessed which
epidemiological parameters it would
be most important to focus on in order
to reduce HIV incidence. The most
important parameter was the rate of
virological suppression in ART patients:
for every 10% increase in the fraction
of ART patients who are virologically
suppressed, it was predicted that
there would be a 14% reduction in the

Figure 1: HIV incidence trends in South African adults aged 15-49
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HIV infectiousness (in all cases by
90% or more), though a subsequent
systematic review of observational
data estimated an average reduction
of only 64%. It was also subsequently
found that almost all the models had
under-estimated the HIV prevalence
that was measured in a South African
household survey, conducted after
the initial model projections were
published. Although this points to the
fallibility of mathematical modelling, it
is perhaps more important to note that
the models generally did not show that
HIV elimination was a likely outcome,
despite erring on the side of optimism.
A question that naturally follows is
whether a ‘test and treat’ strategy
might achieve HIV elimination when
combined with other HIV prevention
strategies. In a recent study, we
attempted to address this question for
South Africa by projecting future HIV
incidence trends using a wide range
of different intervention scenarios.
This study predicted that – given
the current uncertainty around HIV
prevention and treatment programmes
in South Africa – the virtual elimination
target of 0.1% would be reached by
2035 in only 2% of scenarios (Figure
1). The model also predicted that
although South Africa would probably
reach the first 90% target by 2020,
the second and third 90% targets
were quite unlikely: in only 0.4% of
scenarios were all three targets met.
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Marcus Low & Kristanna Peris

In recent years we have discovered an entirely new form of HIV
prevention – providing antiretroviral treatment to people who are not
living with HIV in order to prevent HIV infection. Large numbers of
studies have been done to determine which specific medicines and which
specific delivery methods (pills, gels, or rings) work best. This field is fast
evolving. Here is how we see the current state of play.
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Pills containing tenofovir
and emtricitabine
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The most effective form of preexposure prophylaxis (PrEP),
according to the currently available
evidence is a once-daily pill
containing the two antiretroviral
drugs tenofovir and emtricitabine.
However, the efficacy of this
combination pill has varied
substantially in different studies.
This variation appears to be linked to
two factors: the level of treatment
adherence and the nature of the
population in which the drug is
being tested. In almost all PrEP
studies, people who take the pills as
prescribed have significantly better
outcomes than people who do not.
The tenofovir/emtricitabine
combination has generally had better
results in studies of men who have
sex with men (MSM) than in studies
conducted in heterosexual women.
These differences appear in part
to be due to biological differences
between the rectum and the vagina
– but also seem to reflect better
adherence among MSM – at least
in the studies conducted so far.
In general though, a pretty clear

picture has formed in recent years. If
people take tenofovir/emtricitabine
daily they are much less likely to
contract HIV. With good adherence the
risk is dramatically reduced, but there
is some recent evidence suggesting
that even with perfect adherence the
risk is not reduced to zero. We thus
recommend that whenever possible
tenofovir/emtricitabine PrEP should be
taken in addition to using condoms.
Both the World Health Organisation
and the Southern African HIV Clinicians
Society recommend the use of daily for
people at high risk of HIV infection. We
fully support this recommendation.

What about the gel
and the ring?

Apart from the tenofovir/emptracitabine
combination, tenofovir as a pill alone,
tenofovir in a gel form, and a vaginal
ring containing the ARV dapivirine
have also been tested. None of these
interventions has been as effective as the
tenofovir/emtricitabine pill taken daily.
While there was great excitement
about 1% tenofovir gel a few years ago,
this excitement has evaporated following
a series of disappointing trial results.
As with PrEP pills, adherence seems to
play a crucial role in how well the gel
works. In the key studies conducted

Both the World Health Organisation and
the Southern African HIV Clinicians
Society recommend the use of daily
tenofovir/emtricitabine for people at
high risk of HIV infection. We fully
support this recommendation.

Study
Population

Size of
Study

Key Finding as
Point Estimate and
Confidence Interval

Key finding relating to
efficacy in sub-groups
with better adherence

Comment/
Our Assessment

Partners PrEP

Heterosexual
men and
women in a
serodiscordant
relationship

4747 couples

Daily oral TDF-FTC
associated with risk
reduction of 75% (95%
CI, 55 to 87; P<0.001)

A detectable level of
tenofovir (vs. nondetectable) is associated
with a relative risk
reduction of 90%

A strong and statistically
significant finding.

PROUD
(deferred arm
offered earlier
PrEP due to
efficacy)

At-risk MSM
aged 18+ years.
Given PrEP
immediately
or deferred
one year

545 men

Proportionate reduction
of 86% (90% Ci, 64 to 96).
In the immediate group,
HIV incidence was 1.2
per 100 person-years
(90% CI; 0.4 to 2.9)
In the deferred group,
HIV incidence was 9.0
per 100 person-years
(90% CI; 6.1 to 12.8)

n/a

Strong and statistically
significant

IPERGAY

High-risk MSM
aged 18+
Took 2 pills 2-24
hours before
sex, took a
third pill 24
hours after the
1st dose, and
a 4th pill 24
hours after that

Approx.
900 men

Relative reduction in HIV
incidence of 82% (95%
CI, 36 to 97; P=0.002)

Many people were having
sex every week. This meant
the event-based dosing was
similar to minimum 4-doses
a week for men in the iPrEX
study. Not enough data to
comment on isolated use
of event-based strategy

Strong statistically
significant findings

CDC TDF2
Study

Heterosexual
men and
women in
Botswana aged
18-39 years

1216
participants

Relative reduction in HIV
incidence of 62.2% (95%
CI, 21.5 to 83.4; P=0.03)

n/a

Statistically significant
finding showing
good efficacy

TDF-FTC
PrEP Efficacy
in MSM

MSM 18+ y.o

n/a

Estimated PrEP Efficacy:
2 doses per week was
76% (95% CI: 56 to 96%)
4 doses per week was 96%
(95% CI: 90 to >99%)
7 doses per week was 99%
(95% CI: 96 to >99%)

n/a

Statistically significant. This
is not a clinical trial, but an
analysis of previous clinical
trials (which is why we
code it as orange). It does
underline though that the
efficacy of oral PrEP is highly
correlated with adherence.

iPrEx

High-Risk
MSM 18+ y.o.

2499 men

44% reduction in the
incidence of HIV (95%
CI, 15 to 63; P= 0.005)

92% reduction in risk of HIV
(95% CI, 40 to 99; P<0.001)

This finding is highly
statistically significant
and the prevention effect
is clear—particularly
in sub-groups with
better adherence.

ADAPT (final
results not yet
published)

MSM in USA
and Thailand
and women in
South Africa

179 women
in South
Africa

7 seroconversions total:
Two during first 6
weeks of observed PrEP
dosing (Incidence: 8.9
per 100 person-years)
Five during 24-week
self-administration of
PrEP (Incidence: 5.4 per
100 person-years)

n/a

n/a
Points to effectiveness

FEM-PrEP
(Study stopped
early due to
lack of efficacy)

Women from
sub-Saharan
Africa aged
18-35 y.o. at
risk for HIV

1741 women

Estimated hazard ratio
was 0.94 (95% CI; 0.59
to 1.52: P= 0.81)
34 infections in the active
arm vs 39 in the placebo
group (hazard ratio: 0.87;
95% CI, 0.55 to 1.38; P= 0.56)

n/a

Oral TDF-FTC did not work
for women in this study,
likely due to low adherence.
Adherence to PrEP likely
needs to be higher for
vaginal sex than for anal
sex to be as effective.

VOICE

Women from
sub-Saharan
Africa aged
18-45 y.o.

5029
women

-4.4% with TDF-FTC
(95% CI; 0.733 to 1.49)

n/a

Oral TDF-FTC did not work
for women in this study,
likely due to low adherence.
Adherence to PrEP likely
needs to be higher for
vaginal sex than for anal
sex to be as effective.

Conclusion: the evidence shows that oral TDF-FTC is effective for the prevention of HIV infection. The evidence
for efficacy in men who have sex with men is particularly strong. The efficacy of PrEP appears to be highly
dependent on good adherence. Adherence among women in sub-Saharan Africa taking part in clinical trials was
generally very low. We recommend oral TDF-FTC as PrEP for all people at high risk of acquiring HIV.
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Oral TDF
Study Name

Study
Population

Size of
Study

Key Findings

Key Findings relating to
efficacy in sub-groups
with better adherence

Comments/
Our Assessment

Partners PrEP

Heterosexual
men and
women in a
serodiscordant
relationship

4747
couples

Daily oral TDF associated
with risk reduction of 67%
(95% CI, 44 to 81; P<0.001)

A detectable level of
tenofovir (vs. nondetectable) is associated
with a relative risk
reduction of 86%

Strong evidence of
efficacy. The finding is
statistically significant.

VOICE

Women from
sub-Saharan
Africa aged
18-45 y.o.

5029
women

-49.0% with TDF (hazard
ratio for infection, 1.49;
95% CI; 0.97 to 2.29)

n/a

No evidence of efficacy.

Conclusion: The evidence on oral TDF is mixed and not as strong as the evidence for
oral TDF-FTC. We do not recommend the use of oral TDF as PrEP.

Study
Population

Size of
Study

Key Findings

Key Findings relating to
efficacy in sub-groups
with better adherence

Comments/
Our Assessment

CAPRISA 004

Urban and rural
South African
women aged
18-40 y.o.

889 women

Acquisition of HIV was
5.6 per 100 women-years
(CI; 4.0 to 7.7) in the
active group vs. 9.1 per
100 women-years (95% CI;
6.9 to 11.7) in the placebo
group (IRR 0.61; 95% CI,
0.40 to 0.94; P= 0.017)
After 12 months, HIV
incidence rate was 50%
(P=0.007) lower in active
arm than placebo and
after 23 months was
40% lower (P=0.013)

n/a

1% TDF gel was somewhat
effective in this study.
Efficacy was relatively
low and the confidence
intervals were extremely
wide—which created
significant uncertainty

VOICE

Women from
sub-Saharan
Africa aged
18-45 y.o.

5029
women

14.5% effectiveness
(hazard ratio. 0.85;
95% CI, 0.61 to 1.21)

n/a

1% TDF gel did not
work in this study.

FACTS 001

South African
women aged
18-30 y.o.

2059
women

61 infections in the TFV
arm and 62 in the placebo
group (incidence rate ratio
(IRR), 1.0; 95% CI, 0.7 to 1.4)

Adherence to correctly using
the gel associated with a
significant reduction in HIV
acquisition (HR: 0.52; 95%
CI: 0.27 to 0.99; P=0.04)

1% TDF gel did not work
in this study. While it was
technically found to be
effective in a sub-group of
women with good adherence,
the confidence interval
for this group is extremely
wide and the finding is
therefore uncertain.

Conclusion: The evidence suggests that 1% TDF gel does not work for the prevention of
HIV infection in women. We do not recommend the use of 1% TDF gel.
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Dapivirine Ring
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Study Name

Study
Population

Size of
Study

Key Findings

Key Findings relating to
efficacy in sub-groups
with better adherence

Comments/
Our Assessment

ASPIRE

Women 18+ y.o.

2629
women

Overall efficacy: 27% (95%
CI; 1 to 46: P=0.05)
Efficacy among women
25+ y.o.: 61% (95% CI;
32 to 77; P<0.001)
Efficacy among women
under 25 y.o.: 10% (95%
CI, -41 to 43; P=0.64)
Efficacy among women
18-21y.o.: -27% (95% CI;
-133 to 31; P=0.45)

n/a

The ring was only moderately
effective in this study for the
prevention of HIV infection.
There is uncertainty over the
findings since the bottom
end of the confidence
interval is close to 0 and
the p-value is on the border
of statistical significance.

Reduced the risk of HIV-1
infection by 30.7% (95% CI:
0.90 to 51.5%; P=0.0401)
A 37.5% (95% CI: 3.5
to 59.5%) reduction in
HIV infection in women
older than 21 years

n/a

The Ring Trial

South African
and Ugandan
women

1959 women

Conclusion: While both these studies showed moderate levels of efficacy, the statistical details in both
cases create substantial uncertainty. Given this uncertainty and given that oral TDF-FTC has shown greater
efficacy, we do not recommend the use of the Dapivirine ring for HIV prevention at this time.

The ring was only moderately
effective in this study for the
prevention of HIV infection.
There is uncertainty over the
findings since the bottom
end of the confidence
interval is close to 0 and
the p-value is on the border
of statistical significance.

on the gel, women generally did not
use the gel as prescribed. Whatever the
reasons, the failure of 1% tenofovir gel in
two very large trials has essentially put
an end to hopes of the gel becoming
a viable option for HIV prevention.
A more promising intervention is
a vaginal ring containing the ARV
dapivirine. The ring is inserted into the
vagina and then replaced every month.
The hope is that such a ring – one that
women could leave in place and forget
about – would help get around the
problem of poor treatment adherence.
Two recently reported phase III studies
found the dapivirine ring to be effective
in preventing HIV infection. There is a
snag however: both studies only showed
moderate levels of protection – less
than 40%. In addition, the findings
in both studies had unusually high
levels of statistical uncertainty. Thus,
while the concept of the ring is very
compelling, the efficacy achieved so
far does not compete favourably with
a daily tenofovir/emtricitabine pill.

Treatment vs PrEP

While it is clear that governments
and donors should invest both in
treatment for people living with HIV
and in PrEP, there may be situations
where policy-makers may feel forced
to choose between the two due to
resource constraints. A number of
modelling studies have teased out the
impact these different interventions

are likely to have on new infections.
• A 2014, study by Alistar and
colleagues concluded that universal
ART treatment, with either a
marginal or a broad scale-up, was
cost effective, cost saving, and
provided more health benefits than
general PrEP. The study evaluated
the population health outcomes and
cost-effectiveness of implementing
expanded ART treatment and oral
PrEP in South Africa. Different
strategies, in which ART, PrEP, or both
were scaled up to 25%, 50%, 75%, or
100% were assessed. In general, the
strategies involving a scale-up of
ART for all people with HIV averted
more infections than the strategies
involving an equal scale-up of PrEP
for all eligible people. The best
strategy considered was a 100% scale
up of universal ART (which averts
75% of new infections without any
PrEP) and PrEP focused on high-risk
populations (which averts 57% of
all new HIV infections without any
ART scale-up). This strategy costs
only US$150 per quality-adjusted
life year (QALY) gained and was the
most effective of all strategies at
preventing new HIV infections.
• A 2012 modelling study by Cremin

et al came to similar conclusions.
They found that “at a populationlevel maximal cost-effectiveness is
achieved by providing ART to more
infected individuals earlier rather
than providing PrEP to uninfected
individuals. However, early ART alone
cannot reduce HIV incidence to very
low levels and PrEP can be used
cost-effectively in addition to earlier
ART to reduce incidence further. If
implemented in combination and at
ambitious coverage levels, medical
male circumcision, earlier ART
and PrEP could produce dramatic
declines in HIV incidence, but not
stop transmission completely.”
Apart from the type of cost/benefit
analysis described above there is also an
important ethical consideration. There
is a moral responsibility first to treat
people living with HIV – given that since
the Strategic Timing of AntiRetroviral
Treatment (START) trial we know that all
people living with HIV should be offered
treatment for their own health.
MARCUS LOW is an editor of Spotlight.
KRISTANNA PERIS is an undergraduate
student at Northeastern University
and an intern at the TAC.

There is a moral responsibility first
to treat people living with HIV ...
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The future of
antiretroviral treatment
Polly Clayden & Simon Collins

We are in a very exciting time for HIV treatment (ART) for three reasons.
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Will everyone switch to
the new combination
straight away?

Even though studies have already proven
the advantages of the newer drugs,
there are still some gaps in the studies.
The needs of HIV-positive people are
different in LMIC. This is because there
are larger populations of women of
childbearing age, children, and people
with TB and other co-infections.
Data from using these newer drugs
universally on these groups of people
are not yet available. The studies
that approved dolutegravir and TAF
were run in high-income countries.
Information about the dose and
compatibility with other antiretrovirals
were mostly gained from studies in
men – and not from studies in women
in countries like South Africa.

What are the new
drugs and what studies
are still needed?
Dolutegravir

The integrase inhibitor dolutegravir
(DTG) has many properties that
make it an important potential
drug for use in LMIC:
• It only needs a 50mg once-daily
dose. This means pills can be much
smaller and cheaper to produce.
• It has a very high barrier
to drug resistance.
• It is good at reducing viral load
quickly and keeping it undetectable.
• It has few side effects.
• It has the potential to be low-cost.
• It is easy to co-formulate with
other HIV drugs in a single pill.
DTG was superior to EFV in the so-called
SINGLE () trial in people receiving first-line
treatment. Other DTG studies have shown
it to be superior – or non-inferior – to
other commonly used antiretrovirals in
high-income countries both in first- and
second-line treatment. But DTG studies
have not yet included significant numbers
of people who would be treated in LMIC.
The main studies for DTG had
approximately 80% men and few

Over 17 million people with HIV are receiving
ART worldwide. This is less than half of the
over 36 million people living with HIV.
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Over 17 million people with HIV
are receiving ART worldwide. This
is less than half of the over 36
million people living with HIV.
In 2015, the Strategic Timing of
AntiRetroviral Treatment (START)
and TEMPRANO studies showed the
benefit of ART at all CD4 counts –
even when higher than 500. This
led the World Health Organisation
(WHO) to recommend that everyone
with HIV should start treatment.
South Africa has also recently
adopted this “treat all” strategy,
doubling the number of HIV-positive
people eligible for treatment.
The WHO also decided to recommend
one main first-line combination for
everyone in low- and middle-income
countries (LMIC) including South Africa.
This is a single pill with efavirenz
(EFV), tenofovir disoproxil fumarate
(TDF) and either emtricitabine (FTC),
or lamivudine (3TC). This simplified
first-line ART in low-and middle-income
countries including South Africa.
This is a very good combination.
It is good at reducing even high

viral load and it has been used by
millions of people for over ten years.
However, a newer combination
might have fewer side effects and
therefore might be better. It will also
reduce viral load quicker and have
less risk or drug resistance. This will
use dolutegravir instead of efavirenz
and a new version of TDF called TAF.
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1. South Africa, the country with the
biggest HIV treatment programme,
has agreed to make ART available
to everyone who is living with HIV.
2. An important new HIV drug –
called dolutegravir – is expected
to be available soon in low-income
countries at a low price.
3. Other developments may lead
to treatment with only one or two
drugs – instead of three, and twomonthly injections – instead of pills.

113

SPOTLIGHT SCIENCE: TREATMENT

114

TAF is a new version of tenofovir and
has the potential to replace TDF.
• It only uses a low dose (25mg

TDF is currently the major driver of cost
in LMIC generic first-line combinations.
The Clinton Health Access Initiative
(CHAI) estimates that TAF could lower
the cost of first-line ART by as much
as 50%. In South Africa this would
allow a US$160 million reduction on
the annual cost of ART by 2018.
As with DTG, there is currently
less information about TAF with TB
treatment and during pregnancy.
Very few studies have used TAF
in combination with DTG.
There are no data yet on interactions
between TAF and rifampicin, but a
significant interaction is predicted. This
comes from modelling drug interactions
between TAF and carbamazepine.
A drug-drug interaction study in
HIV-negative participants to look
at the interaction between TAF and
rifampicin is being planned, followed
by a study in people with TB.
Other pending studies will look at
using TAF during pregnancy, including
one looking at DTG and TAF together in
an ART regimen in pregnant women.

How studies in South
Africa will help
global treatment

One very important study will start
this year in South Africa. This will
provide important new results for
both dolutegravir and TAF.
The study – called ADVANCE will
include approximately 1050 HIV
positive people to compare three
combinations for first-line treatment.

There are no data yet on interactions
between TAF and rifampicin, but a
significant interaction is predicted.

1. DTG/TAF plus FTC
2. DTG/TDF plus FTC
3. EFV/TDF plus FTC
The results will be used to decide
whether DTG/TAF/FTC (or 3TC)
becomes the preferred firstline in WHO guidelines.
The main results will be the
proportion of people with undetectable
viral load after 48 weeks, though
the study will run for two years.
There will also be sub-studies that will
help to address the potential issues with
TB coinfection and with pregnancy.
These three study groups will clarify
when dolutegravir and TAF are best
used – including with each other.
The DTG/TDF/FTC arm is included
in the case drug interactions between
TAF and rifampicin result in different
side effects or in cases there are
difference in pregnant women. Having
data to support DTG use with TDF
will still be able to show benefits
over current standard of care.
The efavirenz group is the current
standard of care in first-line in all LMIC.
FTC and 3TC are interchangeable in
almost all guidelines. Because this
combination has been so widely used,
the WHO needs a large new study to
prove whether newer drugs are better
before guidelines can be changed.
If successful, at least one generic
manufacturer has already agreed to
produce the new DTG/TAF/FTC FDC
at a lower price than EFV/TDF/FTC.

Other future ARVs
and strategies

Several other exciting advances might
offer new options for treatment.
The first of these is the potential
for ART to be given by long-acting
(LA) injections rather than daily pills.
This research has always created a
lot of interest and two drugs in late
stage development show this can work.
The two drugs are a new integrase
inhibitor called cabotegravir LA and
NNRT called rilpivirine LA. Both drugs
have produced good results as oral
drugs. Both are combined into the

same dual injection, which only needs
to be given every two months.
There are a few important
cautions to be aware of.
The first is that the injection needs
quite a large volume. Currently each
treatment needs several injections into
the buttocks. Even though most people
reported discomfort from the injection,
overall people in studies were happy
with results compared to taking pills.
Secondly, these drug stay in the body
for a long time. This makes it important
to start with oral medication in case
someone has serious side effects.
Thirdly, we need to understand
how to safely stop long-acting
drugs in order to minimise the
chance of drug resistance. This will
be especially important if there
are problems with drug supply.

The following three drugs are
also worth watching out for:
• A new entry inhibitor
(called fostemsavir).
• A drug from a new class – a
maturation inhibitor – currently
called BMS-955176.
• Very early results from a
compound called EFdA. This drug
might be available from a slow
release deport that only needs
to be replaced once a year.
Finally, tentative results from several
small studies suggest that the
properties of dolutegravir might enable
this drug to be used in a unique way.
Early results reported that some
people might be able to reduce their
combination to a two-drug combination
of dolutegravir plus 3TC. Even more

surprising was that most people
kept their viral load undetectable
for up to six months after switching
to dolutegravir as a single drug.
Together with the discussions earlier
in this article on the cost of ART and
the importance of wider access to ART,
if larger studies show this reduced drug
strategy to be safe, this will have global
implications for how ART is used.
This could result in better treatment,
using fewer drugs and which is
therefore also less expensive. But this
definitely needs further research before
anyone tries this outside of a study.
POLLY CLAYDEN is the Cofounder of i-Base and an advocate,
activist and journalist.
SIMON COLLINs is a Treatment Advocate
and co-founder of HIV i-Base.
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Tenofovir alafenamide (TAF)

as opposed to TDF at 300mg
once-daily doses).
• It has lower risk of bone
and kidney side effects.
• The lower dose should make
it less expensive than TDF.
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non-white participants. They enrolled
very few people co-infected with
other diseases (a few with hepatitis
B and none with TB or malaria).
People with drug resistance were not
included (especially with resistance
to NRTIs (nucleoside/nucleotide
reverse transcriptase inhibitors).
Information about treating
HIV/TB coinfection with a DTGbased regimen is limited.
A Phase I study in HIV-negative people
showed that the TB drug rifampicin
lowers drug levels of DTG. This study
suggested a higher DTG dose will
overcome the interaction – ie. taking
50 mg twice a day rather than once
a day. Another study will give results
on this strategy later in 2016. Other
studies are looking at drug levels in
people with TB, they could show that
the current 50mg once-daily dose might
be okay, despite the lower levels.
Information about DTG in pregnant
women is also limited – although this
is always the case with every new HIV
drug. Early results suggest DTG drug
levels in pregnancy are similar to those
in non-pregnant adults but that they
are lower compared with postpartum.
A small number of women became
pregnant in the DTG studies and early-use
programme, and numbers of use during
pregnancy will increase in high-income
countries. So far only 10 first trimester
and 18 second/third trimester exposures
have been reported to the Antiretroviral
Pregnancy Registry (APR) of 31 July 2015.
From these data there were none and
one congenital defect respectively.
Several studies are planned or ongoing
to look at DTG use in pregnancy.
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Viral load testing measures the amount of HIV virus (HIV RNA) in a
person’s blood. It is the optimal method for identifying antiretroviral
therapy (ART) treatment failure (defined as an HIV viral load greater than
1000 copies/mL),because it is more sensitive and has a higher positive
predictive value than CD4 cell count and other clinical indicators.
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Diagnosing treatment failure as soon
as possible is important, so that HIVpositive people can switch to an effective
second-line regimen that suppresses
the virus and keeps them healthy. Viral
suppression also benefits communities,
since it significantly lowers the risk for
HIV transmission. Viral load monitoring
is more likely to keep people alive and in
care than other testing. When used with
counselling and other support services,
it increases adherence to ART. The
latest World Health Organisation (WHO)
guidelines recommend that viral load
testing occur six months after initiation
of ART and every 12 months thereafter.
Expanding access to viral load
monitoring will be crucial for
achieving the third goal articulated
in the UNAIDS ‘90:90:90’ treatment
targets, which calls for 90% of people
receiving ART to have durable viral
suppression (defined as an HIV viral
load below 50 copies/mL) by 2020.
A 2015 survey conducted by Médecins
Sans Frontières (MSF) found that 47
out of 54 low- and middle-income
countries recommended routine viral
load monitoring for people on ART in
their national HIV guidelines. Despite
widespread adoption on the policy
level, implementation of routine
viral load testing remains limited.
Barriers such as high prices, logistical
challenges, and lack of awareness

limit access to viral load monitoring,
particularly in resource-limited settings.
Prices for viral load testing vary
significantly between manufacturers and
within countries. Countries must be able
to accurately forecast demand over an
extended period of time, so that paying
for viral load testing is economically
feasible. The largest initial expense is
the testing equipment, which can be
priced at up to US$200 000. Countries
can avoid high up-front costs by either
leasing equipment or participating in
reagent agreement plans. These plans
charge a fixed price per test, including
equipment, maintenance and repairs.
Costs are distributed evenly over time,
and countries can adapt to new testing
products as they become available.

There are other expenses: Roche’s test
has a global commercial ceiling price
of US$9.40 per test, while the price of
Siemens’ product ranges from US$54-72.
Increasing demand is an effective
method for lowering prices, as it allows
countries to take advantage of market
competition. In South Africa, where
viral load monitoring has already been
rolled out, a successful competitive
tender process was run that reduced the
price per viral load test to under US$8.
The price of viral load testing can be
defrayed by savings from monitoring
CD4 cell count less often, while access
to viral load testing is expanded,
although countries should be cautious
about scaling back CD4 cell testing
before viral load monitoring has been

Expanding access to viral load monitoring
will be crucial for achieving the third goal
articulated in the UNAIDS ‘90:90:90’
treatment targets, which calls for 90%
of people receiving ART to have durable
viral suppression (defined as an HIV viral
load below 50 copies/mL) by 2020.

Countries with limited existing
capacity can begin by using viral
load tests to confirm suspected cases
of treatment failure identified by
clinical or immunological criteria.

Countries with limited existing
capacity can begin by using viral load
tests to confirm suspected cases of
treatment failure identified by clinical
or immunological criteria. Viral load
monitoring can then gradually be
scaled up to routine use for all people
on ART. Routine testing can also be
phased in gradually, by targeting
specific populations or geographic
areas. For example, viral load testing
can be implemented first in health
facilities that have greater laboratory
capacities, or can be selectively
offered to high-risk groups such as
children and pregnant women.
Routine viral load monitoring
cannot become a reality without a
significant investment in awareness
and education. By itself, access to
routine viral load monitoring does
not guarantee effectiveness and
utilisation, unless it is provided with
best practices such as enhanced
adherence counselling (EAC) for people
with high viral loads. People living
with HIV must have information about
the meaning and importance of viral
load monitoring and viral suppression,
how frequently testing is required,
and how viral load monitoring differs
from CD4 testing, in order to create
demand for viral load monitoring.
Education and training should also
be provided to healthcare workers,
to improve their knowledge of and
motivation for providing routine
viral load testing. Efforts to scale
up viral load monitoring should
include civil society organizations
that raise awareness and influence

donors and governments. To this
end, the International Treatment
Preparedness Coalition has developed
an ‘Activist Toolkit’ to empower
advocates to campaign for greater
access to viral load monitoring.
A recent MSF report (titled Making
viral load routine) on implementation
of the viral load treatment “cascade”
across MSF-supported sites in four
African countries confirms that further
scale up is required. Coverage of
routine viral load monitoring at these
sites ranged from 32-91%, while rates
of provision of EAC (57-70%) and the
likelihood of tests being repeated after
EAC intervention (23-68%) also varied.
Rates of switching to second-line ART
regimens after persistent high viral load
results were low at all sites (10-38%),
however higher rates were achieved
at sites using point-of-care tests.
Ultimately, the effectiveness of
any scale up strategy will be contextdependent and programs should be
designed to reflect local capacities and
challenges, including financial resources,
health system infrastructure, disease
burden, and populations. Collaboration
between all involved stakeholders
– including governments, donors,
clinicians, people living with HIV and civil
society – is required to overcome barriers
and expand access to viral load testing
for all people receiving HIV treatment.
The report ‘Making viral load routine’
can be found here http://www.
msfaccess.org/makingviralloadroutine
SHARONANN LYNCH is with the Médecins
Sans Frontières Access Campaign.
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The era of viral load is here

effectively rolled out. WHO guidelines
suggest that monitoring CD4 cell count
can be safely reduced or eliminated for
people who are clinically stable on ART
and who live in areas where routine
viral load monitoring is consistently
available. Eight countries so far have
adopted this recommendation and
eliminated routine CD4 cell testing for
people on antiretroviral treatment.
Some of the logistical challenges to
scaling up viral load monitoring can be
addressed by new technology. Although
plasma samples are the “gold standard”,
they require strict temperature control
and rapid transport to laboratories. This
makes it difficult to implement plasmabased testing in settings with limited
laboratory capacity and decentralized
care systems, but dried blood spot
(DBS) samples can be used to avoid
these challenges. DBS is the best sample
option for scale up in resource-limited
settings, because samples are stable
at ambient temperatures for long
periods of time, are lightweight, and are
easy to transport. Currently available
DBS tests have lower specificity and
sensitivity than plasma-based tests,
and most testing platforms have not
yet received regulatory approval for
use with DBS, but improved products
are expected in the near future.
Viral load testing is primarily
performed by trained technicians in
laboratories. Point-of-care and near
point-of-care tests are becoming
increasingly available. These eliminate
the need to transport samples, and
people can get their test results
faster than with laboratory-based
tests. But point-of-care tests can
be more expensive, have lower
throughput capacities, and require
more training for health care workers
in decentralized care settings.
No matter what type of test is
used, a well-developed system for
tracking and notifying people of their
results in a timely manner is a crucial
component of all testing initiatives.
The WHO recommends several
strategies for scaling up routine
viral load monitoring.
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We are at a pivotal point in the pursuit of a vaccine against HIV. Two large
efficacy trials will begin in 2016, both aimed at testing whether antibodies
can protect against HIV infection.
The first is a classical vaccine approach
based on active immunization while the
second will test a passively administered
broadly neutralizing antibody. Results
from these trials are expected in
3-4 years’ time at the earliest.
There have also been significant
advances in the laboratory that are
delivering new vaccine concepts
which are being fast-tracked for
testing. On the eve of AIDS 2016
we reflect on the progress we have
made, since we last met in Durban
in 2000, towards the development
of the ultimate game-changer for
the HIV epidemic: an HIV vaccine.
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New vaccine trials in
populations at risk
of HIV infection
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A major global effort has focused on
building on the success of the first
partially effective vaccine that was
tested in Thailand in 2009, which
protected 31% of people from HIV
infection. Although protection has been
linked to the presence of antibodies
that bind to a part of the viral envelope
(known as variable loop 2 or V2), the
reason why this vaccine worked is still
under investigation. HIV is a highly
diverse virus and so the Thai vaccine
was redesigned to target clade C viruses
that are dominant in southern Africa.

The trial will recruit 5 400 people in
South Africa at risk of HIV infection,
who will receive a total of five
vaccinations over a year. The vaccine
is comprised of two parts, a canarypox
vector prime (ALVAC) and a protein
boost, both of which contain fragments
of HIV that stimulate the body to
mount an immune response to HIV.
If, after 3 years, at least 50% of
people are protected, the vaccine will
be considered successful and rolled
out for general use. Even at this level
of protection, this vaccine could have
a significant impact on the epidemic.
The decision to move forward with
this vaccine was dependent on results
from a smaller trial showing that it is
safe and able to stimulate the right
kinds of immune responses. As all
criteria were met, the large vaccine
trial known as HVTN 702 was given
the green light in April 2016 and will
start in November of this year.
It has taken seven years of planning
and the formation of the Pox-Protein
Public-Private Partnership (P5) to get

to this point. P5 comprises the South
African Medical Research Council,
the National Institute of Allergy and
Infectious Diseases (NIAID), the HIV
Vaccines Trial Network (HVTN), the
Bill and Melinda Gates Foundation,
the US Military HIV Research Program
and vaccine manufacturers (Sanofi
Pasteur and GSK). A similar plan to
test this vaccine in large efficacy trials
is also planned for Thailand using
the original vaccine that is based on
circulating strains in that country.
Another vaccine, developed by
Janssen Pharmaceuticals and which
showed encouraging results in animal
studies, is also on track for large scale
testing in humans (possibly in 2017).
This vaccine will also use a prime
boost approach, however, in this
case, it will comprise an Adenovirus
26 (Ad26) vector and a protein boost.
The vaccine contains mosaic HIV
genes that are designed to target
viruses from around the world and
will be evaluated in southern and
east Africa, as well as in Asia.

If, after 3 years, at least 50% of people are
protected, the vaccine will be considered
successful and rolled out for general use.

Ramping up to AMP

Probably the most remarkable
development in the vaccine space
has been the advent of passive
immunization for HIV prevention.
This new approach was made possible
as a result of the discovery of broadly
neutralizing antibodies that have the
ability to kill a large number of HIV
viruses from different clades. A vaccine
with high efficacy is likely to require
antibodies with this kind of activity,
but to date no vaccine has managed
to do this. However, the isolation
of these antibodies from infected
people, and the ability to make them
in large quantities in the laboratory,
has allowed us to directly test this.
This is the concept behind the ‘AMP’
(antibody mediated protection) study,
which started in the Americas and
Africa in 2016 and will enrol a total of 4
200 people at risk of HIV infection. This
trial is being done as a collaboration
between the HVTN and the HIV
Prevention Trials Network (HPTN). A
monoclonal antibody, called VRC01, will
be directly infused into the bloodstream
of human volunteers to determine
whether it can protect against HIV
infection and what levels of antibody
are needed. The antibodies will decay
over time, and repeated infusions
will be needed to keep the levels
high enough to provide protection.
The use of antibodies as passive
immunisation is a well-established
approach to provide protection from
other infectious diseases such Rabies
and Respiratory Syncytial Virus. This
monoclonal antibody, while providing
invaluable information for vaccines,
is not planned as an end-product as
there is a pipeline of better, more
potent antibodies which can be used

alone, or in combination to increase
the chances of killing more viruses.
Other modes of antibody delivery,
including subcutaneous injections and
gene therapy, are also being explored. It
is important to remember that passive
immunization provides temporary
protection, unlike a vaccine which
generally gives life-long protection.

How basic research
is helping us make
better vaccines

Until now, a major hurdle in the
development of an HIV vaccine has
been the inability to make proteins that
look like those on the virus particle
and are suitable for manufacture. The
trimeric viral envelope spike which is
the target of neutralizing antibodies
is a highly complex protein that
has eluded structural biologists for
decades. With new technologies this
puzzle has finally been solved and
initial studies in animals have shown
that these laboratory-generated
envelope proteins do induce better
neutralizing antibodies. There is a
major push to test these proteins
in small experimental trials to see
if they can stimulate neutralizing
antibodies in human volunteers.
How to elicit broad and potent
neutralizing antibodies remains the
biggest challenge in vaccine research.
This is because HIV has devised
cunning ways to avoid detection
by the immune system. It has an
extraordinary ability to mutate and
in addition the HIV envelope cloaks
itself with sugars (glycans) making
it difficult for antibodies to reach
vulnerable sites. This plasticity
allows HIV to continually evade the
neutralizing antibody response, like a
perpetual game of cat and mouse.
Furthermore, only some HIV-infected
people make broadly neutralizing
antibodies after many years into the
infection. This, together with the
unusual features of HIV antibodies,
highlights how difficult it is for the
human immune system to make these
types of protective antibodies.
Several landmark studies in
the last few years by a number of

research groups around the world
have provided clues as to why and
how some HIV infected people make
broadly neutralizing antibodies. These
studies were only possible because
of HIV infected people enrolling into
studies and continuing to participate
in them for long periods of time.
Perhaps one of the most important
clues is the need for the immune
system to see and adapt to variation in
the viral epitope that is the target of
broadly neutralizing antibodies. What
that means for vaccination strategies
is that we may need to make and test
a whole series of vaccines that vary
slightly from each other and that
drive the antibody response along
the pathway towards neutralization
breadth. In other words we need to
mimic viral evolution by vaccination.
This is unprecedented in the history of
vaccination and would obviously make
the manufacture and delivery of such a
vaccination approach more complex.

The journey of
vaccine discovery

Even though an HIV vaccine remains
elusive, we have come a long way since
Durban 2000. Unlike vaccines for Ebola
(and possibly Zika), HIV presents a far
bigger scientific challenge. That we still
do not have an effective HIV vaccine
despite tremendous efforts is testimony
to the inherent difficulties in doing this.
The next decade is likely to bring more
significant advances and we await the
outcome of the two large efficacy trials
with anticipation. Successful products
would, without doubt, bring about
a major paradigm shift in the fight
against the global AIDS epidemic.

PROFESSOR LYNN MORRIS is the
Head of HIV Research at the National
Institute for Communicable Diseases.
PROFESSOR CAROLYN WILLIAMSON
is the Head of the Division of Medical
Virology at the Institute of Infectious
Disease and Molecular Medicine,
Professor at University of Cape Town.
DR KATHY MNGADI is Honorary
Lecturer in the School of Laboratory
Medicine and Medical Science at
the University of KwaZulu-Natal.
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Clinical trials and scientific
discoveries give renewed
hope for an HIV vaccine

Other promising vaccines that are
still in the animal phase of testing
include a cytomegalovirus-based
vector, which persists for a long time
following vaccination and induces
an extraordinarily large number
of cellular immune responses. An
HIV vaccine based on VSV that was
used to make the successful Ebola
vaccine is also under development.

spotlight

SPOTLIGHT SCIENCE: VACCINE
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NO
RECENT
DATA

It is alarming that not more data
has been published regarding these
key populations. - Spotlight
Periodic

50% reduction

(50%
reduction)

Every 3 years

4.35%

NO

18% decline from 2008 to 2012;
required reduction will not be reached
if this trend continues through
the period of the NSP. -SANAC

NO
80% of adults

spotlight
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(2012): South
African
National HIV
Prevalence,
Incidence, and
Behaviour
Survey 2012

• Recreational drug users
15 years and older

Rec. drug
users = 12.7%

• High risk drinkers 15
years and older

High risk
drinkers=
14.3%
• Disabled 15 years
and older

Disabled=
16.7%

Black African
Men= 25.7%

Cohabiting=
30.9%

Black African
Women
= 31.6%

(2012):
SANAC’s 2016
NSP Progress
Report on NSP
2012-2016

7.1% [95%
CI: 6.2-8.1]

NSP
TARGET
BY 2016

30 million

(2014): Joint
Review of
HIV, TB,
and PMTCT
Programmes
in South
Africa Main
Report
April 2014

(2014/15):
South African
Health
Review 2016

• Black African men
25-49 years

Global Tuberculosis Report 2015:
Country Profiles for 22 High-Burden
Countries (20th ed., Rep.). (2015).
Geneva, Switzerland: World Health
Organisation. Retrieved March 12, 2016.

• People living together,
not married (cohabiting)
15-49 years

Neluheni, T., Macheka, T., Parker,
W., Grant, C., Dewa, O., Ngubeni,
L., . . . Johnson, S. (2016). Enhanced
Progress Report of the South African

• Black African women
20-34 years

Joint Review of HIV, TB, and PMTCT

SANAC’s NSP Progress Report 2016:

Monitor levels
of infection in
these groups
over time

Health statistics - Health Systems Trust.
(n.d.). Retrieved June 04, 2016, from
http://indicators.hst.org.za/healthstats/
index.php?indtype_id=003005001

WHO Global TB Report 2015: South
Africa Country Profile: http://www.
who.int/tb/publications/global_
report/gtbr15_annex02.pdf?ua=1

HIV Prevalence in key
populations:

Health Systems Trust: Health
Indicators: http://www.hst.org.
za/content/health-indicators

South African National AIDS Council.
Progress Report on the National
Strategic Plan for HIV, TB AND STIs
(2012 – 2016). Pretoria: South African
National AIDS Council; November 2014.

Shisana, O, Rehle, T, Simbayi LC, Zuma, K,
Jooste, S, Zungu N, Labadarios, D, Onoya,
D et al. (2014) South African National
HIV Prevalence, Incidence and Behaviour
Survey, 2012. Cape Town, HSRC Press.

Monitor trends
in HIV in young
ages to assess
progress in
reducing new
infections

Massyn, N., Peer, N., Padarath, A.,
Barron, P., & Day, C. (2015). District
Health Barometer 2014/15 (Rep.).
Durban: Health Systems Trust.

SANAC’s NSP Progress Report (2014):
http://sanac.org.za//wp-content/
uploads/2015/12/SANAC-NSP-ProgressReport_6Nov2014_hires.pdf

South African National Prevalence,
Incidence, and Behavior Survey, 2012:
http://heaids.org.za/site/assets/
files/1267/sabssm_iv_leo_final.pdf

programme

District Health Barometer 2014/15: http://
www.hst.org.za/sites/default/files/
Complete_DHB_2014_15_linked.pdf

Joint Review of HIV, TB, and PMTCT
Programmes in South Africa-April
2014 (Rep.). (2014). Department
of Health: South Africa.

HIV Prevalence
among people aged
15-24

spotlight
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National Department of Health: Annual
Report 2014/2015 (Rep.). (n.d.). Republic
of South Africa Department of Health.

Padarath, A., King, J., Mackie, E., &
Casciola, J. (2016). South African Health
Review 2016 (Rep.). Health Systems Trust.

(2014/15
financial
year):
Department
of Health
Annual
Report 2015

Department of Health: Annual Report
2015: http://www.gov.za/sites/www.gov.
za/files/health%20_annual_report2015.pdf

Quarterly

South African Health Review 2016:

9.6 million

Joint Review of HIV, TB, and PMTCT
Programmes in South Africa: April 2014
Main Report: http://www.hst.org.za/
sites/default/files/WHO-final-report-ofjoint-hiv-tb-pmtct-main_April2014.pdf

SOURCES:
AIDSinfo | UNAIDS. (n.d.). Retrieved April
14, 2016, from http://aidsinfo.unaids.org/

Padarath, A., King, J., & English, R.
(2015). South African Health Review
2014/15 (Rep.). Health Systems Trust.

15 million

South African Health Review 2014/15:

9,566,097

Joint Review of HIV, TB, and PMTCT
Programmes in South Africa-October
2013 (Rep.). (2013). Department
of Health: South Africa.

HIV INDICATORS

National Strategic Plan on HIV, STIs
and TB: 2012-2016 (Rep.). SANAC.

HOW
OFTEN
IS IT
MEASURED

Programmes in South Africa:
October 2013 Main Report

STATISTICS
3

NOTE: The SANAC comments in
the right-hand column was taken
from SANAC’s 2016 NSP Progress
Report on NSP 2012-2016.

STATISTICS
2

of the current NSP targets will not
be reached. Yet, we know that to
end AIDS and TB we will have to set
much more ambitious targets in the
next NSP. There is no two ways about
it – the task ahead of us is huge.

STATISTICS
1

treatment irrespective of CD4 count.
Most people have also accepted the
UNAIDS 90-90-90 targets – targets
that make the targets in the current
NSP seem timid and outdated.
As is clear from the table, many

WHAT THE
INDICATOR
MEASURES

It is worth keeping in mind that
our knowledge, particularly of HIV,
has changed substantially since the
current NSP targets were set. We now
know that all HIV positive people
must be provided with antiretroviral

NSP INDICATOR

The National Strategic Plan for HIV, STIs, and TB 2012-2016 (NSP)
set a number of ambitious targets for South Africa to have reached by
2016. While 2016 data will not be available for another year or two, the
available data (mostly from 2014 and 2015) is nevertheless illuminating.

WAS THE
TARGET
MET?

Compiled by Kristanna Peris & Marcus Low

People between 15-49 Reach of the
counselled and tested HIV Counselling
and Testing
for HIV

Are we meeting the
NSP targets?

With treatment soon to be available
to all people living with HIV in SA, very
ambitious testing targets and a very
ambitious HCT campaign is essential. The
impressive efforts of the last six years
has to be improved upon. - SPOTLIGHT

95% of the NDOH 2014/15 target of
10,000,000 achieved. This number excludes
private sector and non-DHIS HCT data.
This target was probably ambitious, and
South Africa has one of the largest HIV
testing programmes in the world. - SANAC

SPOTLIGHT AND SANAC
COMMENTS

NSP INDICATORS
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122
Success of the
Prevention of
Mother to Child
Transmission
Programme,
by determining
the percentage
of babies born
HIV positive
Retention
in care

Reach of
condom
distribution
programme

Reach of male
circumcision
(MC)
programmes

Coverage of the
ART programme

Reach of
communications

Trends of
stigma and
discrimination
experienced by
those with HIV
or TB

MTCT rate (6 weeks
and 18 months)

Patients alive and on
treatment

Male condom
distribution

Number of men
circumcised,
medically (MMC) and
traditionally (TMC)

Percent of people
per year who become
eligible and receive
ART

Number of
people reached
by prevention
communication at
least twice a year
Stigma Index

#15 – J uly 2016

Success of
HIV and TB
Programmes

HIV Mortality

spotlight

Actual number
of new HIV
infections in
the population

HIV Incidence

WHAT THE
INDICATOR
MEASURES
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NSP INDICATOR
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(2015):
SANAC’s
2016 NSP
Progress
Report on
NSP 20122016

35% external
stigma
among PLHIV
43% internal
stigma
among PLHIV
36.3% TB
related
stigma

82% (2012):
SANAC’s 2016
NSP Progress
Report on NSP
2012-2016

(2014):
SANAC’s 2016
NSP Progress
Report on NSP
2012-2016

73% (adults),
75% (children)

508,404
(2014/15):
Department
of Health;
Annual
Report 2015

723,799,877
(2014/15):
SANAC’s 2016
NSP Progress
Report on NSP
2012-2016

82% (2013):
Joint Review
of HIV, TB,
& PMTCT
Programmes
in South
Africa 2013

Every 2 years

Every 3 years
(2012, 2015)

Quarterly

Quarterly

Quarterly

12mo=94%

5% (18
months)

2% (6 weeks)

21.8%

0.47%

NSP
TARGET
BY 2016

50%
Reduction

99%

80%

1,600,000

1 Billion

60mo=70%

48mo=76%

36mo=82%

Quarterly

Annually

Annually

Periodic

HOW
OFTEN
IS IT
MEASURED

(2015):
SANAC’s 2016
NSP Progress
Report on NSP
2012-2016

514,991
(2012/13):
SANAC’s NSP
Progress
Report 2014

0.87% (2014):
Joint Review
of HIV, TB,
& PMTCT
Programmes
in South
Africa Main
Report
April 2014

STATISTICS
3

24mo=88%

482,272
(2014): AIDS
Info-UNAIDS

43.6% (2014):
Joint Review
of HIV, TB,
& PMTCT
Programmes
in South
Africa Main
Report
April 2014

0.7% (2015):
Health
Indicators;
Health
Systems Trust

STATISTICS
2

60mo=52.3%

12mo=75.0%

1.5% (6
weeks); less
than 5% (18
months (2015)
SANAC’s 2016
NSP Progress
Report on NSP
2012-2016

5.1% (2013):
SANAC’s 2016
NSP Progress
Report on NSP
2012-2016

1.47 [CI 1.231.72]. (2012):
SANAC’s 2016
NSP Progress
Report on NSP
2012-2016

STATISTICS
1

NO

YES

NO

NO

NO

YES

NO

NO

WAS THE
TARGET
MET?

Unfortunately the results of the National
Stigma Index cannot reliably be generalised
to the general population. These figures
should be treated with caution. - Spotlight.

The 2014 National Stigma Index
marks the baseline. - SANAC

This is 17% below the 2016 target.
However, for the period of this NSP,
the NCS 2012 data should be used as
baseline not NCS 2009 - SANAC

These figures are based on outdated
treatment guidelines. When new WHO and
SA treatment guidelines are used treatment
coverage drops to around 50%. - Spotlight

More than 90% achievement
towards target. - SANAC

VMMC efforts must urgently be scaled up
given its high efficacy for HIV prevention.
It is deeply concerning that the unsafe
Tara KLamp circumcision device is still
being used in KwaZulu-Natal. - Spotlight

51% of the 2014/15 NDOH target of
1,000,000 achieved. More than 1.2 million
circumcisions performed over the last three
years and over 3 million circumcisions have
been done over the last five years. - SANAC

A significant increase in the number of
condoms distributed occurred from 2013
to 2014. This is impressive but we are still
far from the 1 billion target.-Spotlight

72% of the NSP 2016 target achieved.
The investment case target is 800,000
based on estimated national sex acts
which need protection. - SANAC

In addition to factors identified by SANAC,
health system dysfunction, long queues,
medicines stockouts, lack of community
healthcare workers and lay councillors
likely contributes to these shockingly poor
retention in care figures. – Spotlight

Retention on ART is below target for
each cohort due to absence of a unique
identifier - high chances of under-reporting.
In addition unrecorded viral loads done
lead to under-reporting. - SANAC

Very little data exists at the 18 month
age: failure to track this data well makes
it almost impossible to measure the
success of the programme or set new
targets for the future. - Spotlight

Target exceeded for MTCT at 6
weeks. Target met for MTCT at 18
months (at follow up). - SANAC

HIV mortality is still much higher
than hoped for in 2016. - Spotlight

According to UNAIDS (2013), HIV mortality
has declined. This is a major achievement
due to improved reporting. - SANAC

While the downward trend in HIV incidence
is not rapid enough – there is hope that
increasing treatment coverage, the
continued rollout of VMMC, together
with other prevention methods may lead
to continued reductions. – Spotlight

18% decline based on updated and
corrected baseline data. HIV incidence
remains above the desired target for
the adult population. – SANAC

SPOTLIGHT AND SANAC
COMMENTS

NSP INDICATORS
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124
An indication of
the proportion
of all incident
TB cases that
are diagnosed,
reported, and
started on
treatment
Successful
smear positive
TB treatment
The proportion
of notified TB
patients who
die while on
treatment

Uptake of HIV
testing by TB
patients

Information
about the
epidemics of
both TB and
HIV. It gives an
indication of
the degree of
overlap in the
epidemics and
the contribution
that HIV is
making to the
TB epidemic
in any given
setting
Number of new
and relapse of
TB (all forms)
estimated
to occur in a
given year

Success of
HIV and TB
programmes

TB case detection
rate

Percent smear
positive TB cases
that are successfully
treated
TB Case Fatality Rate

Percent of registered
TB patients who
tested for HIV

Number of all newly
registered TB cases
who are HIV positive,
expressed as all
newly registered
patients

TB incidence

TB Mortality

#15 – J uly 2016

Number of TB
cases detected
and started on
treatment

TB case registration

spotlight

Population
coverage of
TB screening

Number of people
screened for TB

TB INDICATORS

WHAT THE
INDICATOR
MEASURES
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NSP INDICATOR

spotlight

(2014): WHO
Global TB
Report 2015

134/100,000
in PLHIV

44/100,000 in
HIV negative
population

834/100,000
(2014): WHO
Global TB
Report 2015

179,756
(61%) of HIV
positive TB
patients total
(2014) WHO
Global TB
Report 2015

93% (2014):
WHO Global
TB Report
2015

4.8% (2015)
Department
of Health:
Annual Report
2014/15

82.5% (2015):
Department
of Health:
Annual
Report 2015

68% [61-77%]
(2014): WHO
Global TB
Report

592.5/100,000
(2014): South
African
Health Review
2014/15

Over 2.1
million
GeneXpert
tests (2015):
SANAC’s 2016
NSP Progress
Report on NSP
2012-2016

STATISTICS
1

69/100,000
(2014): Health
IndicatorsHealth
Systems Trust

593/100,000
(2014): District
Health
Barometer
2014/15

HIV
prevalence in
TB incident
cases: 62.0%
(2013): South
African Health
review 2014/15

92.8% (2014):
District Health
Barometer
2014/15

7.4%: District
Health
Barometer
2014/15

80.7% (2013):
SANAC’s 2016
NSP Progress
Report on NSP
2012-2016

68% (2014):
Health
IndicatorsHealth
Systems Trust

621/100,000
(2013):
SANAC’s 2016
NSP Progress
Report on NSP
2012-2016

STATISTICS
2

69/100,000
(2014): South
African Health
Review 2016

860/100,000
(2013): South
African
Health Review
2014/15

Average coinfection rate:
56.6% (2014):
District Health
Barometer
2014/15

67% (2014):
Joint Review
of HIV, TB,
& PMTCT
Programmes
in South
Africa Main
Report
April 2014

69% (2013):
South African
Health Review
2014/15

567/100,000
(Total TB
cases notified)
(2014): WHO
Global TB
Report

STATISTICS
3

Annually

Annually

Annually

Annually

Annually

Quarterly

Annually

Annually

Annually

HOW
OFTEN
IS IT
MEASURED

25/100,000

491/100,000
(50%)

90%

90%

50% reduction
(from 8.4%
to 4.2%)

85%

>85%

354/100,000

30 million

NSP
TARGET
BY 2016

NO

NO

NO

YES

NO

NO

NO

NO

NO

WAS THE
TARGET
MET?

According to the WHO TB report, TB mortality
rates have decreased slightly (from 59 in
2012 to 44/100,000 in 2014). This progress is
insufficient and TB remains a crisis. - Spotlight

TB mortality rate decreased from 50
to 44 per 100,000 in the HIV negative
population. TB mortality in PLHIV decreased
from 168 to 134 per 100,000 from 2012 to
2014. There is a decline compared to the
baseline but the target of a 50% reduction
has not been reached. - SANACSANAC

With the exception of scaling up IPT
and increased ART coverage, South
Africa’s TB prevention efforts are
grossly insufficient. Active case-finding
and infection control in public spaces
(including correctional and healthcare
facilities ) remain neglected. - Spotlight.

Annual TB incidence declined by 15% but
remains well above set target for 2016. - SANAC

Initially, there was a slight increase
from baseline to 63.7% in 2012,
followed by a gradual decline to 61.7%
in 2013 and 61% in 2014. - SANAC

Exceeded NSP target of 90% by 2016. - SANAC

While there is progress toward the NSP target,
it could be argued that this particular NSP
target is not ambitious enough. – Spotlight

Slow progress towards 2016
NSP target. - SANAC

Gradual improvement towards the 2016
and international target. - SANAC

These figures underline the need for much
more aggressive active-case finding. A key
test of the political will to deal with TB will
be the extent to which government invests
resources in active case-finding. - Spotlight

A decline from set baseline, unlikely to
meet target set for 2017. -SANAC

It seems unlikely that the NSP target will
be met. Apart from increased uptake of IPT
and earlier ART initiation, TB prevention
efforts are insufficient. – Spotlight

Slow progress towards 2016
NSP target. - SANAC

Not enough progress has been made in
this area. Fast and effective TB screening
remains a problem, even with the
introduction of Gene Xpert. - Spotlight

This indicator is currently not included in the
NIDS, thus no DHIS indicator. However, this
is under consideration. It is estimated that
12-15% of PHC attendees have TB symptoms
requiring investigation. With an estimated
health facility headcount of 105,998,580 in
2013, almost 16 million should have been
tested for TB. This suggests that in addition to
health facility based TB screening, communitybased screening is necessary. As part of Global
Fund TB screening programme, 70,425 inmates
were tested using GeneXpert and 252,843
community members in the six targeted
peri-mining communities were screened for
TB. Nationally, 88% of mines were found to
routinely screen miners for TB. -SANAC

SPOTLIGHT AND SANAC COMMENTS
NSP INDICATORS
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Today the future of the Treatment Action Campaign (TAC) is not as
certain as it should be. Donor priorities have changed and funding for
AIDS is rapidly diminishing. However, the challenges have not gone
away. Denialism may be virtually 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.

spotlight
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You need TAC now more than ever!
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With its thousands of 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 South African 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 in South Africa.
If the TAC is forced to 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?

Since it was founded
on Human Rights Day in
December 1998, the TAC has:
• Helped drive down the 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; MTCT 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 communities continually
to promote take-up of antiretroviral
treatment and monitored the rollout meticulously, pointing out every
problem, stock-out and shortage;
• Helped to set up organisations like the
Joint Civil Society Monitoring Forum,
the Budget and Expenditure Monitoring
Forum, and now the Stop Stockouts
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 the
TAC today.

#15 – J uly 2016

INVEST IN TAC,
SAVE LIVES

Go to
www.tac.org.za
and DONATE!

spotlight

SPOTLIGHT APPEAL
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SPOTLIGHT DURBAN 2016

WORKSHOP AND MARCH: STEPHEN
LEWIS FOUNDATION GRANDMOTHERS’
GATHERING AND GOGO MARCH
July 15 WORKSHOP: 14:00,
(Etafeni presentation)
Garden Court, 167 O R Tambo
Parade, Marine Parade, Durban
July 16 MARCH: Gather at 08:00
to start march 09:00
The march route will run from the Victoria
Park, opposite the Garden Court Marine
Parade Hotel (located on OR Tambo
Parade) and head towards the ICC using
Marine Parade Street, then cross Sylvester
Ntuli Road continuing on Monty Naicker
Road, then cross Shepstone Rd and veer
right on to Dr A B Xuma Street, then turn
right onto Walnut Rd and end at the
concourse on the south side of the ICC.
The Grandmothers’ Gathering conference
(July 14 – 16) will educate and inform
grandmothers who are caring for HIV
positive grandchildren or who have lost
grandchildren to HIV-related illness.
On July 15, Etafeni will present a workshop
on how grandmothers can help their
OVC to deal with the grief and loss of
their parents. On July 16, there will be a
Grandmothers’ Gogo March and reading
of the Grandmothers’ Statement.
More information: barbara@etafeni.org.za,

Sunday 17 July
30 BY 20: WHAT WILL IT TAKE?
8.30am-5.30pm

spotlight
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Royal Hotel (7 minute walk from the ICC).
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A global activist meeting on winning
the struggle for quality, affordable
HIV treatment for all. Join HealthGAP,
ITPC, MSF, and the Treatment Action
Campaign (TAC). We will share updates
and informative reports and exchange
political analyses regarding the barriers
and actions needed at multiple levels
in order to bring about equitable and
affordable access to HIV treatment for
all. RSVP required by 30 June 2016.

2.45pm-4.45pm
Global Village ICC
TAC General Secretary Anele Yawa
will welcome the global community
of activists to South Africa.

ACTIVIST MEETING
6.30pm-8.30pm
Royal Hotel (7-minute walk from the ICC).
Join this first activist meeting to share plans,
coordinate activities and discuss ways to
demand a new era in the AIDS response at
the AIDS conference. We will provide details
of the preparations for the mass march on
Monday 18th July as well as other plans.
Each day we will chair an activist meeting
in the mornings following on from this.
Time and location to be determined.
For more information, contact
Lotti at: lotti.rutter@tac.org.za

Monday 18 July
MARCH FOR “QUALITY
TREATMENT FOR ALL”
12noon to 3pm
Meet: King DinuZulu Park
Route: Dr AB Xuma Street, Walnut
Road or Stalwart Simelane Street.
Programme of speeches/memo: Opposite
Hilton, in between Samora Machel Street,
Walnut Road and Bram Fischer Road
In 2000, thousands of people from around
the world marched together at the
International AIDS Conference in Durban,
South Africa. The march was a watershed
moment in the global AIDS response.
Sixteen years later and the conference is
returning to Durban, yet the AIDS response
is waning. We have unfinished business.
This July, once again, we will take to the
streets of Durban. We cannot let people
talk of an “end to AIDS”, while on the
ground the AIDS response is unravelling.
The global AIDS response is at CODE RED.

To RSVP go to: http://goo.gl/
forms/66L7frdukW4DOAkX2

TAC, HEALTH GAP and SECTION27
invite all conference-goers to join
them to demand a new era in the AIDS
response. Read their global call to
action here: http://bit.ly/28EdnZZ

Any questions or for more information
email: HTB-AccessIntern@msf.org

For more information contact:
Durban@tac.org.za

OPTIMAL TREATMENT
IS NOT A DREAM!

TAC, OXFAM, STOPAIDS:
MEDICINES SHOULD WORK FOR
PEOPLE, NOT FOR PROFIT

2.45pm-4.45pm

5pm-6.30pm

Session Room 10, ICC

Southern Sun Elangeni/Maharani
Hotel, Marine Parade Road

The International Treatment Preparedness
Coalition (ITPC) invites you to an in-depth
session on optimal HIV treatment. Global
HIV treatment coverage has steadily
increased over the last two decades – but
it is clear that, for many communities,
treatment is still not optimal. In 2016, many
people still do not know if their treatment
is working. The price of ARVs in middleincome countries is preventing access to
medicines that are more potent, easier
to take and that have fewer side effects.
We need access to affordable, quality
treatment now! This forum will outline
concrete actions that can make medicines
affordable and scale-up access to treatment
monitoring, building on lived experiences
from our community-driven campaigns Make
Medicines Affordable and Be Healthy – Know
Your Viral Load. Participants will hear from
key experts in these fields, contribute to
the discussion, and pose questions to key
decision-makers. The session will include
a short campaign film, moderated panel
debate, and catered cocktail hour.

OPENING OF THE CONFERENCE

Good health is our most basic and
essential asset as human beings. Without
it we cannot learn or earn. We cannot
contribute meaningfully to our families
or our communities. It is a fundamental
human right. If the system we have
created to develop the medicines we
require results in prices so high that they
are unaffordable to those in need - and
ignores the illnesses afflicting millions
of people – then that system is failing.
The Treatment Action Campaign (TAC),
Oxfam and STOPAIDS will highlight how
this system can be changed to work for the
benefit of the people. It will focus on the
submissions and discussions around the
UN Secretary General’s High-Level Panel on
Access to Medicines and ways forward.
Light dinner and drinks will be
provided. For more information contact
Lotti at: lotti.rutter@tac.org.za

7.30pm-9.30pm

Wednesday, 20 July

TAC National Chairperson Nkensani
Mavasa will make a speech at the
opening of the conference that demands
a new era in the AIDS response.

CIVIL SOCIETY: WHAT’S GOOD,
WHAT’S BAD AND WHAT’S
DOWNRIGHT UGLY.

Former TAC General Secretary and
international AIDS activist Vuyiseka
Dubula will take the gloves off
as a civil society insider.
SECTION27 Executive Director and AIDS
activist Mark Heywood will pull no punches.
Join us for “The Greatest
Debate” at Durban 2016.

Thursday 21 July
TREATMENT NETWORKING
ZONE – IS THE INTELLECTUAL
PROPERTY SYSTEM BROKEN?
Join the Treatment Action Campaign
(TAC), STOPAIDS, the International
Treatment Preparedness Coalition
(ITPC), and the Brazilian Interdisciplinary
AIDS Association (ABIA)
on Thursday 21st July in the Treatment
Networking Zone in the Global Village in
a selection of sessions that look into the
intellectual property system and asks if it is
providing us with the medicines we need.
Treatment activists will discuss the current
system showing how it fails to develop
medicines for illnesses affecting the poor –
and where medicines do exist highlighting
how they are often priced out of reach.
These will be interactive workshops that
provide a space for learning and networking.
For more information contact
Lotti: lotti.rutter@tac.org.za

7am-8.30am

Tuesday 19 July
TAC/SPOTLIGHT/SECTION27
PRESS CONFERENCE
TIME TBC
ICC Media Centre
The latest edition of the NSP Review (now
renamed Spotlight) will be launched at the
conference. This will have background on
all the campaigns and activism we intend
to do there. It will be part of our remit to
distribute all the copies to delegates.
At this press conference, we will
formally launch it along the theme:
“Durban- 16 years later, have we made
progress or is it business-as-usual…
debunking the End of AIDS rhetoric”
Proposed speakers: Peter Piot,
Anele Yawa, Nkensani Mavasa,
Mark Heywood, Violet Kaseke
For more information contact Anso
at: thom@section27.org.za

ICC, Session Room 6
Informed, evidence based, angry,
unapologetic activism has been the engine
of getting change, political commitment
and resources in the AIDS response. Last
year the UNAIDS-Lancet Commission on
Defeating AIDS- Advancing Global Health
once again identified the centrality of HIV
Civil Society activism to the AIDS response.
But what is civil society? Who should
be funding it and what should they
be funding? Are there charlatans and
pretenders in our midst? What does civil
society give in return? What levels of
accountability are in place? What standards
should civil society hold itself to?
Join the Treatment Action Campaign,
SECTION27, and ICASO for coffee, muffins,
and a frank and uncomfortable debate.
Global health leader Peter Piot
will talk about The Lancet-UNAIDS
report findings on civil society.

SECTION27 of the South African constitution
places a positive obligation on the state
to undertake legal reform to progressively
realise the right to access healthcare
services. However, it has taken several years
for the government to develop a National
Policy that governs CHWs. In the meantime,
the plight of CHWs – who are a critical cadre
of the health workforce – worsens given
the uncertainty of their employment .
Please confirm your availability by
RSVP to kaseke@section27.org.za

JOHNNY CLEGG CONCERT AND
FUNDRAISER FOR TAC
Elangeni Hotel, Snell Parade
8PM
Iconic music legend Johnny Clegg live
and unplugged!! Buy a ticket and support
the TAC…come and hear veterans of the
struggle reflect on 16 years of activism
since we first gathered in Durban
in 2000. An evening of reminiscing,
letting our hair down and reflecting
on some of the good in the world.
Johnny Clegg, LIVE, one night only.
More information and tickets:
mpofu@section27.Org.Za

Friday 22 July
CHALLENGING INTELLECTUAL
PROPERTY REGIMES IN HIV & HCV

A WORLD WITHOUT COMMUNITY
HEALTHCARE WORKERS

11am-12.30pm

6pm-8pm

In this session the Fix the Patent
Laws campaign will discuss access to
ARVs and South African Patent Law
Reform providing a reflection and
ways forward for the campaign.

Royal Hotel
SECTION27 and TAC ask what South Africa
would look like without community
healthcare workers (CHWs)? What would
happen to our ARV programme? Could
we scale up treatment so everyone had
access? Would the poorest and the most
rural communities access healthcare?
This session will hear from individuals
directly affected by the current health
system and its detrimental impact
on the primary health care who will
highlight why we need urgent reform.
The panel will include a representative
from the National Department of Health,
international and local experts on human
resources for health and activists who
advocate on health systems challenges.
It will also include the screening of the
CHW documentary in production.

ICC Session Room 7

For more information contact Catherine
at: crtomlinson@gmail.com
Please visit the TAC/SECTION27 stands
in the main exhibition hall as well as the
community space to get latest details on
activities and activist/protest events. Also
follow us on Twitter and Facebook for
latest updates @TAC and @SECTION27news
All details were correct at the
time of going to press…please
check www.tac.org.za and www.
spotlightnsp.co.za for updates.
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Are you tired of all the hot air “End of AIDS” rhetoric? Do you feel some speakers at AIDS2016 need to be “subbed”
off the bench? Need to be red carded? This is your chance to show your displeasure and join activists in saying
“PHANSI RHETORIC!!”(Down with rhetoric)…Hold up this red card whenever you had have ENOUGH of the blah b
lah
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www.spotlightnsp.co.za
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