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EDITORIAL

Foolish to try and fix TB
without fixing health systems
Mark Heywood

This issue of the NSP Review has been published to coincide with the 46th Union World Conference
on Lung Health in Cape Town. TAC and SECTION27 welcome all foreign delegates and activists to this
conference. We hope that your presence here will help build political commitment to tackling TB in a
country where in 2014 over 89,000 people died of TB and where there is a deepening problem of drug
resistant TB. These were mostly poor people and black people, an indictment on our health system and
government 21 years after the end of apartheid.
This NSP Review has three main sections; a section on the
major challenges that confront us in ending TB; a section
on the state of provincial health systems in South Africa,
and a special feature on the work and leaders of the TAC in
Khayelitsha, a sprawling township of almost 400 000 people
on the outskirts of Cape Town that we encourage you to visit.
The three sections are intricately connected.
It is foolish to think that we can Stop TB if we don’t analyse
the causes of our failing public health systems in SA and
elsewhere. For example, on page 3 we question how it can
be that a pioneering and inspirational Minister of Health like
South Africa’s Dr Aaron Motsoaledi, can be staring down such
failure when it comes to the implementation of his vision in
South Africa’s provinces.
We highlight the crisis in the Free State province.
According to department of health statistics, in 2013 the
leading cause of natural deaths in the Free State was TB. We
find that the problem lies in politics and in a political party,
the African National Congress, that generally places the
protection of its cadres in government, however corrupt or
incompetent they may be, before public health.
The evolution of the response to TB and HIV has to be
towards strengthening public health systems and mobilising
communities to understand health and health systems.
Community TB treatment literacy is vital. This means moving
towards greater accountability and community involvement
in governing health systems.
What organisations like the STOP TB partnership overlook
(at our peril) is that without an organised activist civil society
working in the field of TB, HIV and health this will not happen.

Our feature on TAC in Khayelitsha illustrates this point
perfectly.
16 years ago Khayelitsha was TAC’s first branch. Today
there are over 60 branches in Khayelitsha alone and more
than 250 across the country! TAC branches are composed of
people with HIV and TB, users of the health system, intimately
aware of how it works or doesn’t.
In Khayelitsha over the years TAC has worked with health
professionals and Doctors without Borders in particular
to introduce programmes for Prevention of Mother-toChild transmission, then antiretroviral treatment; it has
distributed millions of condoms leading to a decline in
Sexually Transmitted Infections. Now it has evolved into an
organisation which whilst keeping its focus on HIV is looked
to by the community to address many other challenges in
the health system, most recently the problem of neo-natal
mortality, disability and substance abuse.
Which brings us to a painful matter. Whilst world leaders
pay lip-service to the importance of civil society whether
in relation to HIV, TB or Ebola, it does nothing to ensure its
sustainability. TAC is now having to retrench staff and close
offices all over South Africa. The ultimate price for this will be
in lives lost. So we urge you to rise to the challenge issued
by Canadian AIDS activist and former United Nations Special
Envoy for AIDS in Africa Stephen Lewis whose Foundation
has recently announced a U$1million donation to TAC and
challenged others to do the same.
The ball’s in your court.

•

To make a donation to TAC visit www.tac.org.za

Whilst world leaders pay lip-service to the importance
of civil society whether in relation to HIV, TB or Ebola,
it does nothing to ensure its sustainability.
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This is why the TAC is calling for the cabinet
and the ANC to place the Constitution and the
right “of everyone to have access to healthcare
services” above party interests and to give
Ministers full power over non-performing MECs.
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Minister Motsoaledi’s curse:
When politics trumps health,
people pay the price
Marcus Low and Anele Yawa, Treatment Action Campaign

It is not an exaggeration to describe South Africa’s Minister of Health Dr Aaron Motsoaledi as the darling
of the international tuberculosis world. He has been outspoken about the problem of TB, he oversaw
the rapid rollout of the GeneXpert TB diagnostic test platform in South Africa, and he heads the Stop
TB Partnership. There can be little doubt that he will receive standing ovations at the Union World Lung
Conference in Cape Town this December. And, for his leadership on TB, this will certainly be deserved.
But when it comes to the implementation of TB
programmes there is another side to South Africa’s story – a
less flattering side that the international community rarely
hears about. And, when the international community does
happen to hear about it, people often choose to overlook
it. ‘Managing health systems is a domestic matter’ is the
thinking. Yet, as a civil society group working in South
Africa, we do not have that luxury.
As Ebola has reminded us, the state of public health
systems should be as much a matter of international
concern and support as individual diseases like TB or HIV.
The Minister says all the right things about ending
TB. He is ambitious. He is part of the ambitious setting of
targets to end the global scourge of TB. He is a man fully
ready and armed to take on the world’s oldest mass killer of
human beings. However, when it comes to addressing the
dysfunction in provincial healthcare systems Dr Motsoaledi
tells us that his hands are tied and that he can do very little
about it. Effectively this means he becomes powerless to
turn around the healthcare systems that are supposed to
deliver on the bold targets on TB, HIV and other diseases.
To make all this more concrete, consider the Free
State province. The South African Health Review recently
reported that the Free State lost a quarter of its public
sector doctors from 2014 to 2015. It is not rocket science to
understand that you cannot beat TB, or any other epidemic,
if you are bleeding doctors at such an alarming rate. Yet, the
loss of doctors in the Free State was not unpredictable and
nor were its underlying causes unknown.
When Dr Motsoaledi took office in 2009 he would have
had two reports on the Free State healthcare system to draw
on – one by the South African Human Rights Commission

published in 2007 and one by the Integrated Support Team.
The latter was commissioned by his predecessor Barbara
Hogan. He would also have been aware of the headlinemaking antiretroviral moratorium in the province that left
many HIV-positive people who needed treatment without it.
In recent years the Treatment Action Campaign (TAC)
has repeatedly raised the dysfunction in the province’s
healthcare system directly with the Minister and through
the South African National AIDS Council. We also raised it
with his political heads when we met with African National
Congress General Secretary Gwede Mantashe and his
deputy Jessie Duarte. In 2014 the provincial Treasury took
over the finances of the provincial Department of Health.
The South African Medical Association and the opposition
Democratic Alliance also made their concerns known. In
January 2015 whistle-blower doctors sent a call-for-help
letter to the Minister and published an open letter on the
GroundUp News website. Through all these attempts at
engagement and calls for help, all six plus years of them, Dr
Motsoaledi has been unable to prevent the situation in the
Free State from deteriorating to the point where we now
have to deal with the extraordinary exodus of doctors from
the public sector in the province.
The man entrusted with the public healthcare system in
the Free State is Dr Benny Malakoane – the MEC for Health.
Malakoane is currently facing multiple charges of fraud
and corruption. Quite apart from the corruption cloud that
continues to hang over his head, Malakoane has consistently
refused to engage with civil society. He is widely blamed for
the culture of fear and victimisation in the province.
Yet, Minister Motsoaledi has effectively been prevented
from taking any steps to get Malakoane suspended or
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removed from his position. Despite the increasingly dire state
of the Free State healthcare system the Minister has also not
said a word in criticism of Malakoane in public.
A bit of context is important here. Malakoane is a close
ally of the Free State Premier Ace Magashule. This means that
Malakoane is politically very well connected. Magashule has
for some time ruled the Free State province like his personal
fiefdom. More recently he has been associated with an
increasingly powerful lobby group within the ANC referred
to as the ‘Premier League’ – made up of a group of Premiers
of similarly dysfunctional provinces. Men who also attract
allegations of corruption and patronage.
Minister Motsoaledi is politically very experienced. He is,
no doubt, also smart enough to know that his political career
could come to a premature end should he attempt to take a
hard line with MEC Malakoane or any other underperforming,
but politically well-connected, MECs for health. After all, the
ANC still has a practice of deploying loyal cadres to plum
positions in government even if they are not suited for them.
One thus assumes that Dr Motsoaledi has concluded that
he can do more good by not rocking the boat and staying in
the position of Minister of Health than he could by rocking
the boat and potentially losing his job. Of course, the result of
such an approach is that people like MEC Malakoane remain
firmly entrenched and that provincial healthcare systems like
that in the Free State stumble from crisis to crisis.
All of which does not mean that Minister Motsoaledi and
his team at the National Department of Health do not work
extremely hard, and do not show tremendous commitment
in stopping TB. In fact, they work extra-hard to make up
for some consequences of the severe dysfunction across
provinces. So for example, the National Department of Health
(NDOH) has in recent years had its hands full in dealing with
chronic medicines stockouts across the country. An estimated
80 percent of these stockouts are a result of poor supply
chain management in provinces rather than actual supply
shortages. One could fairly assume that, had only qualified and
committed MECs for health and heads of departments been
appointed, provinces would be better managed and the NDOH
would not have to step in so often to sort things out.
The failure to rid the health system of the likes of
Malakoane (and there remain many of them as CEOs of
hospitals or running provincial health departments) leads

to a stale-mate for which people dependent on the public
healthcare system pay the ultimate price. Often their lives.
This is not trivial. The doctors who have left the public
sector in the Free State in the last year were in a very real way
let down by the ANC and our government’s failure to deal
with this political dynamic. Their patients were also let down.
The committed whistle-blower doctors who called for help
and who wanted to keep serving the public in the Free State
were let down. So, too, our members in the Free State, and
other provinces, were let down.
We have few illusions about our current politics in South
Africa. In this sense our healthcare system, as with our
government and public service more broadly, has been
crippled by the internal politics and patronage networks of
the ruling ANC. By failing to address this underlying problem,
the ANC and government are condemning a visionary and
passionate Minister to failure.
This is why the TAC is calling for the cabinet and the
ANC to place the Constitution and the right “of everyone
to have access to healthcare services” above party interests
and to give Ministers full power over non-performing MECs.
Health may be a concurrent jurisdiction in South Africa (that
means that it is a duty split between national and provincial
governments), but ultimately the Constitution makes
the Minister responsible to ensure and maintain national
standards. He should be empowered to deliver on this
responsibility.
Ultimately we all want our public healthcare system to
succeed for all of us. We want only qualified and committed
people to be appointed to positions of power and influence
in our healthcare system. We want to ensure that all the many
committed healthcare workers in our country have decent
working conditions and that they are supported rather than
hindered by the organisational infrastructure around them.
This is not too much to ask. But we won’t ever get to this
point by turning a blind eye to our abrasive politics. It will
require tremendous political will and bravery to knock our
public healthcare system into shape in the places where it
is most broken. Unfortunately though, the required political
will is clearly lacking both in the ANC and in government
more broadly. For as long as this remains the case, Minister
Motsoaledi will struggle to deliver the progress our healthcare
system so desperately needs – including ending TB.

•

It will require tremendous political will and
bravery to knock our public healthcare system into
shape in the places where it is most broken.
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It is a curable disease. It is a treatable disease. Yet, it has managed to devastate health systems and communities
for centuries. When HIV arrived, this wily disease made a storming comeback and now kills young people in
their prime, condemns old people to a painful death and maims and disables the young. Archbishop Desmond
Tutu, a TB survivor and activist for most of his life, continues to speak out on the need to tackle this disease: “TB
is the child of poverty but also its parent and provider. If we are to do something about AIDS, then we have to do
something about TB. If we are to do something about TB, we are going to have to do something about AIDS. As
we have overcome apartheid, so we shall defeat TB and HIV/AIDS, these ungodly twin killers.”
*NSP Review did offer the National Department of Health space in this issue to share their plans and progress on TB.
They had not responded at the time of going to press. A document which was shared after the deadline included no
detail or facts.
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One patient, one nurse, one
file – it isn’t that hard
Dr Gilles van Cutsem, Médecins Sans Frontières

I thought the struggle for TB/HIV integration was over. We won.
‘TB and HIV and AIDS will now be treated under one roof.’
These were the exact words of President Jacob Zuma on 1
December 2009, World AIDS Day. ‘This policy change will
address early reported deaths arising from undetected TB
infection among those who are infected with HIV.’
I was wrong: this was no victory. We won one battle, but
the war with TB is far from over and the level of integration
remains low. Five years after the president’s landmark speech,
fully TB/HIV integrated clinics are hard to find, TB remains the
first cause of death of people living with HIV, and in 2012 only
54 percent of people with both HIV and TB were started on
ART in South Africa. As with revolution, implementing real
change is hard. When it comes to TB/HIV integration, it seems
particularly hard. Why?
A less well-known fact about the South African HIV
denialism era is that Manto Tshabalala-Msimang, the
infamous Minister of Health under Thabo Mbeki, in addition
to denying the benefits of antiretroviral medicines, also
fiercely opposed the integration of TB and HIV care. She
encouraged HIV and TB services to continue to function in
their own silos, with devastating consequences for patients.
The political tide has turned, but Manto’s legacy lives on: TB
and HIV services continue to be divided at all levels and TB/
HIV integration is poorly implemented – if at all.

What is TB/HIV integration?
Part of the problem is that here are many different
interpretations of what TB/HIV integration means. Different
models have been described, and evolved over time, from
minimalist TB/HIV collaboration – where TB and HIV services
remain separate but in communication – to full TB/HIV
integration. However, from a patient perspective it is quite
simple. A fully integrated model is centered on the patient,
not the disease. One patient is seen by one and the same
nurse and/or doctor, in the same room and during the
same visit, for both HIV and TB. Each patient has one folder,
containing all their medical information, and collects all their
medication from the same pharmacy. It is a one-stop shop.
But clinic-level integration needs to be supported by
integration at the higher levels. While this integration has

happened at district level to a certain extent, with the creation
of HIV/AIDS/TB/STI (HAST) departments, at provincial and
national level HIV and TB directorates remain very separate. At
the international level it is even worse with the World Health
Organisation’s Global TB Programme and HIV/AIDS and Global
Hepatitis Programme completely separate. As long as these
programmes continue to operate in a vertical as opposed to
an integrated manner, it is likely that TB/HIV integration will
remain a paper ideal rather than a reality on the ground.

Why is it important to integrate TB and
HIV care?
TB is the leading cause of death in South Africa, killing 89,000
people in 2014, of which 64,000 were living with HIV. The
majority of people with TB also have HIV; out of 295,000 new
TB patients tested for HIV, 62 percent were HIV-positive. Yet,
out of 450,000 new TB cases in 2013, only 312,000 (69 percent)
were diagnosed. A recent autopsy study of adults who died at
home in a high HIV prevalence area in South Africa, found a
quarter of deaths had evidence of undiagnosed, likely infectious
TB1. About a third of people with active TB are not started on
treatment or notified of their disease2. This is probably the
biggest challenge with TB at the moment, as it is with HIV:
ensuring that people are diagnosed in time to get treatment.
Multidrug-resistant TB (MDR-TB) is spreading, even if
numbers of patients with drug-sensitive TB (DR-TB) are slowly
dropping. The number of reported new cases with DR-TB
increased from 3,200 in 2004 to 14,000 in 2012. MDR-TB
represents 2.2 percent of SA’s TB cases but accounts for 32
percent of the national TB budget. The per patient cost of
treatment for extensively drug-resistant TB (XDR-TB) in 2013
was US$26,392 – four times greater than MDR-TB ($6,772),
and 103 times greater than drug-sensitive TB ($257)3. For
comparison purposes, antiretroviral therapy (ART) cost $113
for one patient for one year. Similarly to drug sensitive TB,
DR-TB is mostly transmitted from person to person, and
disproportionately affects people living with HIV4.
While the treatment success rate (i.e. the proportion of
patients who successfully complete treatment) isn’t great for
TB in South Africa (77 percent), it is worse for people

NSP Review #14 2015

7

FEATURE

TB

IN SA

living with HIV (74 percent), and abysmal for MDR-TB (45
percent) and XDR-TB (15 percent). For patients in whom active
TB has been diagnosed, mortality is particularly high during
the first months on treatment5 and effective management
of both diseases – especially early initiation of ART in
patients with TB – is critical to improve survival6,7. A study
in a non-integrated South African setting showed that ART
initiation in TB clinics can be delayed up to 116 days, mostly
due to the long referral time between TB and ART services8.
Full integration of TB and HIV care in a clinic in Khayelitsha
increased the chance of co-infected patients to start ART by 60
percent, and reduced the time to ART initiation by an average
of 72 days9.
To manage a patient co-infected with TB and HIV, clinicians
have to know both diseases and the medicines used to
treat them well. Medicines for TB and HIV interact and have
common and sometimes additive side-effects. TB has different
symptoms and deteriorates faster in people with HIV. In a
fully-integrated system, nurses and doctors learn about both
diseases and thus provide a better quality of medical care.
A recent mathematical modelling study estimated that
adding annual community-based TB/HIV case findings to
current recommended TB/HIV control strategies would avert
a further 17 percent of TB cases, 8 percent of MDR cases and 8
percent of TB/HIV deaths10, suggesting that there is a need to
increase community models of care for TB and HIV testing.

What is the situation of TB/HIV
integration in South Africa?
There has been tremendous progress at rolling out
FOOTNOTES
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antiretroviral therapy to all clinics in South Africa, and TB
and HIV are now mostly treated under the same roof – but
not in the same room. While the National Department
of Health has issued a Practical Guide for TB and HIV
Service Integration at Primary Healthcare Facilities11,
implementation is lagging behind12 and in most clinics
we remain far from ‘One patient. One Nurse. One Folder.’.
Patients often continue to see different nurses for TB and
HIV, to have one folder for TB and another for HIV, and to
get their medication in different places. There are three
different electronic monitoring systems for HIV, TB and
drug-resistant TB, and management of TB and HIV services
remains vertical, continuing the separation of services and
missing the benefits of full integration.
Several recent South African studies describe many
missed opportunities that could be addressed by good
implementation of TB/HIV integration13,14 : low numbers
on isoniazid preventive therapy, low rates of TB screening
and HIV testing, insufficient referral of TB patients for ART,
and ongoing TB deaths among people with HIV.
In summary, one-stop service TB/HIV integration has
the potential to improve access to prevention, diagnosis
and treatment, as well as adherence and treatment
outcomes for patients with HIV and/or TB. Yet much
remains to be done to achieve this potential and this will
necessitate increased political will towards the ideal of one
patient, one nurse, one folder, treated in one room, not
just under the same roof. Integration needs to happen at
higher levels as well as in the clinics. In the end it is about
shifting towards an approached that is truly centred on
patients.

•
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Will BRICS countries step up
to the challenge of finding
new TB medicines for their
people?
Marcus Low, Treatment Action Campagin

Tuberculosis is a classic poor person’s disease – a limited problem in the United States and Western
Europe, but killing hundreds of thousands of people every year in countries like India, China, Indonesia,
Nigeria and South Africa. As a disease that mainly affects poor people, TB offers limited incentives for
the private sector to invest in researching new medicines to treat it. It is a textbook example of how the
current patent system fails to incentivise research in diseases that mostly afflict poor people.
A number of large pharmaceutical companies like Pfizer,
Novartis and AstraZeneca have stopped investing in
the search for new TB drugs altogether. Those who are
still in the game spend comparatively little. Otsuka
Pharmaceuticals, by far the biggest industry investor in TB
research and development (R&D), put only an estimated $53
million into TB R&D in 2014. The pharmaceutical industry
body PhRMA (Pharmaceutical Research and Manufacturers
of America) claims that their members invested a total of
$51.2 billionin R&D in 2014 – less than 0.2 percent of which
went to TB – a disease that killed 1.5-million people in the
same year.
Is the gap being filled by governments and donors?
According to the Treatment Action Group’s annual report
on R&D trends, the world spent just $674 million on TB R&D
in 2014. This is only a third of the $2 billionper year target
set in the Stop TB Partnership’s Global Plan to Stop TB. The
report also shows that the vast majority of funds for TB
research still come from the United States
There is some hope in the form of initiatives like
the National TB Research Strategy for South Africa. We
understand that the focus of this initiative is on shorter term
operational research – which is extremely important, but
just part of what is needed.
Most importantly though, we haven’t seen the massive
injection of funds and the coordinated multi-national push
that is needed to truly change the game in TB research.
We’ve actually seen the opposite with the paltry amounts
invested in R&D by high burden countries. The failure of the

BRICS countries (Brazil, Russia, India, China, South Africa)
plus Indonesia – which have large TB burdens as well as
economies – to come up with a truly ambitious TB R&D plan,
and to then fully fund that plan, shows a worrying lack of
vision and commitment. As it stands, we won’t see large
new TB labs being setup in Delhi or Durban – and we won’t
see these labs attracting top researchers from across the
world to help us look for new TB treatments. We’ll see no
more than incremental advances.
The fact is that across the BRICS our people die of TB, but
our governments invest peanuts in finding new treatments
for it.
One of the underappreciated lessons from the AIDS
response is that highly effective medicines with acceptable
side effect profiles could make an important impact on
disease despite many healthcare system failings. Even
now, while the public healthcare system in South Africa is
creaking and stumbling from one crisis to another, HIVpositive people do relatively well as long as we get the right
antiretrovirals into their hands. With TB medicines we are far
from that point, and much less so with MDR-TB. We must,
of course, do all we can to strengthen public healthcare
systems, but in a context where sustained success in that
regard looks increasingly unlikely, much better medicines
might well be our best bet in the longer term.
For years, though, the problem was that there was no
clear framework with which to move forward regarding
TB R&D. It was unclear how much money which countries
should give and for what. As activists we could
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point at the consistent $1.3 billion R&D short-fall, but
who could we point to to make it up? Who should be held
accountable? Until recently, how to formulate meaningful
questions for donors and governments, and then hold them
accountable to, was a serious challenge.

An Apollo Project for TB?
Now we finally we have a revolutionary R&D plan on the
table. The plan in question is the so-called ‘3P business plan’
– or the Apollo Project for TB as we’re calling it in this article.
The countries that should take responsibility for turning
the 3P business plan into a fully-funded reality is the BRICS
grouping plus Indonesia – since these are countries with
both the high TB burdens and the ability to implement such
an ambitious project.
The 3P plan is essentially a plan to create new incentives
for TB R&D given that it is not sufficiently being incentivised
by the patent system (as explained at the beginning of this
article). In contrast, the proposed new way would incentivise
research through the so-called 3Ps: Push refers to classic
grant funding. Pull refers to prizes to induce and attract.
Pooling refers to the pooling of intellectual property to allow
medicines to be affordable and accessible once developed.
The most important P is the middle one, Pull funding.
It essentially says to companies or research teams that if
you develop a compound that meets certain preset criteria
we will pay you a lot of money (a prize). The beauty of this
arrangement is that the money is only paid if the criteria
are met – so even though amounts will be large, we know
what we will get for it and there will be little wastage. More
importantly though, without such prizes as incentives
many compounds would simply remain stuck in limbo, as is
currently the case. Finally, the third P means that once new
treatments are developed, there will be no patent barriers
keeping prices artificially high – since all the R&D would
have already been paid for through the prizes.
The project has been costed at between $1.5 billion
and $2 billion over a ten-year period. This cost should be

weighed up against the substantial cost of: a) not getting
the new medicines we need for TB because of a lack
of incentives, and b) the high cost of the few patented
medicines that we do get through the traditional patentbased R&D system. Either way, there can be no doubt
that given sufficient political will, the BRICS countries plus
Indonesia can find the money to fund the 3P project.
The outline above is a very brief and oversimplified
summary of the 3P plan, but fortunately the idea has
already been teased out and mapped out in detail to
the extent that it could be implemented quite quickly,
potentially starting in January 2017. (To read the full
business plan, you can contact Doctors without Borders.)
If there were to be the political will to make a success of
the 3P project, the most likely place it could come from is
the BRICS countries. The principles behind 3P have made
it into a number of World Health Organisation and UNAIDS
publications. The WHO has even given the green light to
pilot projects testing prize funds similar to those envisaged
in 3P. But the conservatism of the United States and Europe
has meant that more ambitious plans – like a proposed R&D
treaty – have fallen by the wayside. The perceived threat of
projects like 3P to the patent system, though unwarranted,
means that ultimately the rich northern countries won’t get
behind it.
So, here’s an ambitious plan that could truly
revolutionise TB R&D. The BRICS plus Indonesia could go
ahead with it whether or not there is any interest from the
north. It is structured in such a way that any new treatments
coming out of the project would be affordable. It could
help coordinate TB R&D across BRICS countries and increase
research capacity. Most importantly, it would dramatically
increase the chances of finding better treatments for a
disease that continues to kill hundreds of thousands of
people a year.
Unlike any other proposals on the table, the 3P project
holds the promise of being a true game changer in our TB
response. The only question is whether the BRICS are up to
the challenge to launch an Apollo Project for TB.

•

Push refers to classic grant funding. Pull refers
to prizes to induce and attract. Pooling refers
to the pooling of intellectual property to allow
medicines to be affordable and accessible once
developed.
10
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GeneXpert: The first
five years
Rebecca Tadokera and Nesri Padayatchi, Treatment Action Campaign and Centre for the AIDS Programme of
Research in South Africa

In December 2010 the World Health Organisation recommended that countries start using a
breakthrough new TB test called Xpert MTB/RIF (commonly referred to as GeneXpert). South Africa
rapidly embraced this scientific advance and made significant investments in rolling out GeneXpert.
But how much has really changed five years down the line?
The GeneXpert is a fully automated diagnostic test for TB,
which offers several advantages compared to the traditional
methods of diagnosing TB.
GeneXpert is able to detect the presence of TB bugs
within a much shorter turn-around time and requires
far fewer TB bugs (130 per ml of sputum) for testing. In
comparison, sputum smear microscopy requires many
TB bugs (tens of thousands per ml of sputum) to detect
the presence of one bacterium. GeneXpert is therefore
considerably (at least 25 percent) more sensitive than smear
microscopy.
A further advantage of this technology is that the
operation of the machine requires minimal training and,
under ideal conditions, results are available to health workers
within two hours. Because of this ease of operation, the
instrument can be located in a clinic rather than a laboratory,
making it suitable as a point of care (POC) diagnostic test.
While not yet on a par with a culture test, which is
widely recognised as the gold standard for TB diagnosis,
improved versions of the test that are likely to have accuracy
comparable to that of a culture test, are in the pipeline.
Furthermore, the GeneXpert is able to detect resistance
to rifampicin, a key drug that forms part of the standard
first-line treatment for TB. By detecting rifampicin-resistant
TB strains, the test serves as a reliable proxy for MDR-TB
directly from sputum specimens – if someone is resistant to
rifampicin they are typically also resistant to isoniazid and
therefor have MDR-TB. Newer versions of the technology to
be launched in 2016/17 are expected to be able to detect
resistance to additional TB drugs.
The ability of GeneXpert to detect both drug-sensitive
and rifampicin-resistant TB in a much shorter time period
significantly improves the chances of timely, effective
treatment initiation for many TB patients whose treatment
would otherwise be delayed. An additional benefit is the
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ability of the GeneXpert to detect smear-negative TB, which
provides a significant advantage – especially in patients with
HIV co-infection,who tend to have low levels of TB bacteria
in their sputum. Such patients are at risk of becoming
missed TB cases – although even the GeneXpert still misses
roughly three out of ten TB cases in HIV-positive people. With
children, in whom it is notoriously difficult to detect TB with
traditional techniques because of difficulties in obtaining
sputum, the increased sensitivity of GeneXpert has yielded
promising results.
Until recently, the sputum culture method that has been
used for more than a century and which involves growing
and detecting bacteria using a microscope, was the only
method available for many developing countries. This
method has the additional limitation of requiring centralised
laboratories with specialised facilities.
Testing for MDR-TB is another cumbersome process
of growing the MTB bugs, over several weeks or months,
in addition to requiring extensive infrastructure. During
this period, the infected person poses a threat not only to
themselves but also to their families, the community and the
general public, as the drug-resistant MTB strains are spread
just like ordinary TB – via the air from person to person.
The GeneXpert has therefore been widely regarded
as ‘a game changer’, mainly because it eliminates the
long turnaround around time for results associated with
conventional testing methods, allowing for a rapid diagnosis,
and early treatment initiation, which has great potential to
impact on the transmission rates of the disease. If this pointof-care technology is located at a community health centre,
the chain of care and speedy delivery of test results means
that the period from diagnosis of TB to treatment for TB can
potentially be significantly reduced.
South Africa has made massive investments in the
GeneXpert and today GeneXpert machines can be found in
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The Xpert (GeneXpert) MTB/RIF test is a molecular test for TB which diagnoses TB by detecting the presence
of TB bacteria, as well as testing for resistance to the drug Rifampicin.

most major healthcare centres across the country. However,
significant questions remain as to whether this investment
has been worthwhile and whether there have been any
notable improvements as a result of the implementation of
this technology.
Early evidence of the impact of GeneXpert has shown
varying results, depending on the setting. A University
of Cape Town study demonstrated clear benefits from
the provision of GeneXpert testing, compared to smear
microscopy. This study showed that a higher proportion
of TB patients in the GeneXpert arm had a confirmed TB
diagnosis and that these patients were more likely to initiate
treatment, compared to those in the routine arm. Another
clear benefit of GeneXpert from this study was shortened
times to treatment, leading to significant improvements
in the overall treatment initiation rates and the proportion
of patients successfully treated for TB, particularly in HIVpositive patients.
Another study, called the TB-Neat study, showed that
GeneXpert outperformed smear microscopy in diagnosing
smear-negative TB cases.
There appears to be some consensus across studies that
the greatest effect and value of the GeneXpert assay to date
has been seen in difficult-to-access communities.
Yet, whether GeneXpert is actually saving lives or not
is unclear. A study by Gavin Churchyard found that people

who were tested with the GeneXpert were no less likely to
have died six months after being tested than people who
were tested using sputum microscopy. Another study found
that, despite the rapidity of GeneXpert results, only about 70
percent of TB patients were actually initiated onto treatment
one month after testing. These results show that while early
diagnosis and better tools such as GeneXpert is important,
equally important is facilitating better linkage to care. An
optimally functioning healthcare system is clearly essential
for the full benefits of GeneXpert or any other new tools to
be realised.
In conclusion, we note that while the laboratory
turnaround time has been reduced in many settings as a
result of the GeneXpert, the effect has not been as dramatic
as anticipated. In order to optimise and realise the full
potential of the GeneXpert, several health system factors
need attention. Issues within the healthcare system, such
as early diagnosis and treatment; proper sputum collection
procedures; TB patient follow-up to support treatment
adherence and treatment success; treatment support
and ensuring patient retention in care, will all need to be
addressed in order for the full benefits of GeneXpert to be
fully realised.
In a fragile health system, even the most sophisticated
tool is bound to underperform.

•
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Resisting stock-outs
Catherine Tomlinson, Médecins Sans Frontières

Thandi Shabangu, a Treatment Action Campaign (TAC) member and community worker living in
Gauteng, is one of the thousands of people living with HIV in South Africa who have been affected by
recent stock-outsof antiretroviral (ARV) combination medicine lopinavir/ritonavir (LPV/r). Shabangu
started taking ARVs in 2004. She switched to a second line regimen containing LPV/r, sold under the
brand name Aluvia in 2006 after developing resistance to first-line ARVs following an interruption of
her treatment during a period of hospitalisation for meningitis.
In 2015, Shabangu’s treatment was interrupted again – this
time due to widespread stock-outs of LPV/r. Shabangu fears
that the interruption could lead her to develop f urther
resistance: ‘I’m no longer taking Aluvia because of the
stockout. This problem is very big, because it’s a matter of
life and death. If you don’t take your Aluvia, you are going to
resist.’
Stock-outs of LPV/r have resulted in treatment
interruptions for thousands of patients during 2015 who,
like Shabangu, are receiving second-line ARV regimens
through public sector health facilities. LPV/r is provided in
standardised second-line regimens for children, adolescents
and adults1 in South Africa, where approximately 200,000
of the 3 million people receiving ARVs require –second-line
treatment.2
During 2015, severe shortages of LPV/r (200/50mg
and 100/25mg formulations) resulted in stock-outs of this
medicine in facilities around the country. Between April
and October 2015, stock-outs of LPV/r were reported by
57 facilities3 and four provincial depots to a civil society
consortium monitoring medicine stock-outs in the country.
The consortium was informed, in 65 percent of reports, that
patients were being sent home from facilities with no supply
of LPV/r and, in the other 35 percent of reports, that patients
were being sent home from clinics with an inadequate
supply.4
Interruptions of ARV treatment due to stockouts are
extremely problematic, both for patients receiving treatment
and for the long-term sustainability of South Africa’s ARV
programme.
Patients experiencing treatment interruption face
increased risks of immunological failure, opportunistic
infections, further resistance, and even death.5 In addition
to severe health consequences, treatment interruptions can
cause emotional and financial distress for people living with
HIV and their families.
Duringstock-outs, patients are often informed by
healthcare workers that they should procure medications
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from private pharmacies during stock-outs, which is
unaffordable for many. ‘When my Aluvia was finished I went
to the clinic and they told me, “No, we don’t have Aluvia, so
you’re supposed to go to the chemist to buy the Aluvia.” The
challenge is, what if people don’t have money or parents or
someone to help them get the medicine? For me I had that
problem,’ Shabangu says.
Treatment interruptions also jeopardise the long term
sustainability of the ARV programme in South Africa. Patients
who experience treatment interruptions due to stock-outs
may develop further resistance and require significantly more
costly third-line regimens. Third-line ARV regimens procured
for public sector use are currently 6.5 times more expensive
than second-line regimens6.
Treatment interruptions may also cause patients’
previously suppressed viral loads to rebound7 – increasing
their risks of onward transmission of HIV to their sexual
partners when not utilising condoms consistently.
Clinicians and advocates further fear that stock-outs will
impact negatively on patients’ long-term adherence. Lauren
Jankelowitz, CEO of the HIV Clinicians Society of Southern
Africa explains: ‘Part of the difficulty is that you’ve spent 10
years telling patients that you have to take every dose and
you can’t miss and you can’t be late and it’s so important to
adhere, and now we’re saying, “Oh, okay, well, if you miss a
couple of doses it’s not the end of the world.” Psychologically
it can be the end of the world for adherence.’

What caused the LPV/r stock-outs and
what are potential solutions?
Stockouts of LPV/r have largely occurred as a result of
AbbVie’s inability to provide adequate supply to meet need.
AbbVie is currently the only supplier of LPV/r in South Africa,
and holds multiple patent monopolies on formulations of
this medicine, lasting until at least 2026 (see table 1).
While AbbVie is the only supplier of LPV/r in South Africa,
it is not the only supplier globally. Multiple generic suppliers
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of LPV/r products have been quality assured by the WHO, and
some generic products have already been registered locally.
Yet, to date, patent monopolies held by AbbVie in South
Africa have blocked the use of registered generics to increase
supply and curb stock-outs.
Given that AbbVie has been unable to ensure security
of supply, mechanisms to facilitate use of generic LPV/r
products in South Africa should be urgently pursued.
Mechanisms to allow for use of generic products under
patent protection include voluntary and compulsory licences.
As their name suggests, ‘voluntary licences’ are licences
that are granted voluntarily by the patent-holding companies
to allow for production and use of generic products during
periods of patent protection. Voluntary licences may be
granted via agreements between patent holders and generic
producing companies or via intermediary organisations, such
as the Medicines Patent Pool (a UN backed, international
voluntary licensing mechanism).
Via the Medicines Patent Pool (MPP), AbbVie has granted a
voluntary licence for generic production and use of paediatric
40/10mg LPV/r tablets and suspension – formulations that
are not produced or marketed by AbbVie. However, since the
2010 establishment of the MPP, AbbVie has refused to grant
licences for generic production of 200/50mg and 100/25mg
LPV/r formulations used in ARV regimens for older children,
adolescents and adults.8
Given AbbVie’s refusal to voluntarily grant licences for
generic production and use of 200/50mg and 100/25mg
formulations, coupled with their inability to provide
adequate supply, non-voluntary licences (known as
compulsory licences) should be issued to allow for use of
generic LPV/r products in South Africa.
On 26 October 2015, Médecins Sans Frontières (MSF)
publicly called on the National Department of Health (NDOH)
to issue a compulsory licence to allow for use generic LPV/r
products in South Africa on the grounds that that public
health demands are not being met to an adequate extent.
Compulsory licences (including public non-commercial
or government use licences) are licences that allow for
use generic versions of products during patent monopoly
periods without the consent of the patent holder. These types
of licences are allowed under international trade agreements
(including WTO’s Agreement on Trade Related Aspects
of Intellectual Property Rights [TRIPS]) and South Africa’s
national laws to protect health. Compulsory licences can be
issued to allow for generic manufacture of medicines for a
range of reasons, including the inability of the patent holder
to provide an adequate supply or market their products at
reasonable and affordable prices. While South Africa has
never granted a compulsory licence on a medicine, this
safeguard has been used in many other parts of the world to
improve medicine accessibility and affordability.9

Thandi Shabangu is one of the thousands of people
living with HIV in South Africa who have been affected
by recent stockouts of antiretroviral combination
medicine lopinavir/ritonavir. (Image: Mark Napier)

Following MSF’s call for compulsory licensing, the NDOH
released a public statement re-iterating South Africa’s right
to use safeguards in TRIPS to protect health, and noting
it was considering voluntary licensing via the Medicines
Patent Pool and/or the use of parallel importation to
respond to stock-outs.
In a response to the NDOH statement, MSF emphasised
its support of the NDOH’s willingness to explore TRIPS
safeguards to increase LPV/r supply, but noted that AbbVie
has repeatedly refused to grant adequate voluntary licences
and therefore compulsory licensing by government is
necessary to ensure supply. MSF further cautioned against
the use of parallel importation to resolve South Africa’s
current supply shortages of LPV/r, as parallel importation
involves procuring the patent holder’s product (in this
case AbbVie’s LPV/r) from other markets, which could
lead to further shortages in other parts of the world and
competition among countries for limited supply, given
the fact that AbbVie’s failure to provide sufficient supply
has also been reported in other countries such as Kenya,
Tanzania, Uganda and Lesotho.
As ARV programmes in South Africa and other countries
mature, demand for second and subsequent lines of ARV
treatment will only increase, AbbVie’s failure to date to
ensure adequate supply highlights the urgency of ensuring
reliable and secure supply from more than one source for
critical ARV medicines such as LPV/r.

NSP Review #14 2015

15

FEATURE

TB

A TIMELINE OF INTELLECTUAL PROPERTY
REFORM IN SOUTH AFRICA 1994 - 2005

IN SA

1994

20-YEAR PATENTS FOR MEDS

2001

DOHA** PUTS PATIENTS OVER PROFITS

South Africa signs TRIPS* agreeing to provide 20-year patents on medicines

How do the LPV/r stock-outs and MSF’s
call for compulsory licensing relate to
the Fix The Patent Laws campaign?
While South Africa’s current patent laws allow for
compulsory licensing, the Fix The Patent Laws (FTPL)
coalition has noted that legislative amendments should
be adopted into South Africa’s national laws to allow
for a simpler, more workable and expedited procedures
for granting compulsory licences in the country. The
FTPL coalition is a joint coalition of 18 patient groups
working in the fields of cancer, mental health, diabetes,
epilepsy, other non-communicable diseases, sexual and
reproductive health, TB and HIV.11
In addition to simplifying procedures for granting
compulsory licences, the coalition has recommended
the full adoption into South Africa’s laws of safeguards
to protect health allowed under the Agreement on Trade
Related Aspects of Intellectual Property Rights (TRIPS).
In 2013, following advocacy of the FTPL coalition, the
Department of Trade and Industry (DTI) released a draft
National Policy on Intellectual Property committing to full
adoption of TRIPS safeguards into South Africa’s national
laws. Yet, two years after the release of the draft policy,
the policy has not been finalised and bills to amend the
Patents Act and related legislation to fully adopt TRIPS
safeguards have not been brought before parliament. 12
Further, since the 2013 release of the draft policy,
the international pharmaceutical industry has lobbied
against proposed reforms to protect health, and tried to
undermine the FTPL coalition’s efforts through covert
campaigns.
20-YEAR
PATENTS
FORcoalition
MEDS called upon the DTI
In October
2015,
the FTPL
South Africa signs TRIPS* agreeing to provide 20-year patents on medicines
for urgent action, and to end delays in patent law reform.
A timeline of intellectual property reform was released by
the coalition and, in response to the coalition’s letter to
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WTO member countries declare that governments should use TRIPS
safeguards to protect health over patents
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VICTORY FOR AFFORDABLE
ARVS
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TAC and SECTION27’s Competition Commission challenges against
patents allow generic ARVs in South Africa, toppling prices

2009

SOUTH AFRICA ANNOUNCES LAW REFORM

2011

ABUSIVE PATENTS REVEALED

Government announces plans to reform the country’s patent laws

Report reveals that 80% of patents granted in South Africa
are not new or innovative

CAMPAIGN LAUNCHED FOR AFFORDABLE MEDS
TAC, MSF and SECTION27 launch campaign to reform the patent laws
with TRIPS safeguards to protect health

DRAFT INTELLECTUAL PROPERTY POLICY RELEASED

2013

South African government finally releases draft policy that commits to reforming
patent laws to improve access to affordable generic meds

PHARMAGATE!

2014

Media exposes Big Pharma plot to sabotage reform of South Africa’s patent laws.
Health Minister calls plot “satanic”

CALL TO ACTION
People take to the streets across the country to demand
end to delays in finalising IP policy

2015

SAVE OUR
LIVES SAVE OUR
SAVE OURLIVES
LIVES

A GROWING MOVEMENT
Frustrated with delays, more patient groups join
the campaign to reform the patent laws

PHARMA PUSH BACK
Big Pharma use AGOA trade negotiations with the US to
pressure South Africa to abandon law reform to protect health

2009
16

SOUTH AFRICA ANNOUNCES LAW REFORM
Government announces plans to reform the country’s patent laws
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WHY ARE WE WAITING?
Two years after release of draft IP policy, still no finalised policy in sight.
Many people in South Africa left unable to access the medicines they need
TRIPS* is an international agreement that sets the standards of intellectual property (IP) protection that
member countries of the World Trade Organisation (WTO) are required to provide. TRIPS requires that
countries provide 20-year patents (which are a form of IP) on products and processes that are new and
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FOOTNOTES

2013

2014

1. Paediatric patients are given LPV/r in first line regimens
2. According to November 2015 communication with the NDOH
3. In 10 percent of reports more than 500 patients per facility
were affected, in another 10 percent of reports 300-500 patients
per facility were affected, in 20 percent of reports 100-200
patients per facility were affected and in the remaining 60
percent of reports, up to 100 patients per facility were affected.
Of the resolved cases, the stockouts lasted an average of 30
days with the lengthiest one lasting for 180 days.
4. During August 2015, the National Department of Health
(NDOH) requested facilities to limit refills to one month’s supply
until stock stabilises, although preferred supply is three months.
5. https://www.msf.org.za/msf-publications/south-africashould-override-patent-on-key-hiv-medicine-after-widespreadstock-out
6. http://www.nspreview.org/2015/06/10/weak-rand-meansSouth African government finally releases draft policy that commits to reforming
south-africa-pays-more-for-arvspatent laws to improve access to affordable generic meds
7. https://aidsinfo.nih.gov/guidelines/html/1/adult-andadolescent-arv-guidelines/18/discontinuation-or-interruptionof-antiretroviral-therapy
8. https://www.msf.org.za/msf-publications/south-africashould-override-patent-on-key-hiv-medicine-after-widespreadstock-out
9. https://www.msf.org.za/msf-publications/south-africaMedia exposes Big Pharma plot to sabotage reform of South Africa’s patent laws.
should-override-patent-on-key-hiv-medicine-after-widespreadHealth Minister calls plot “satanic”
stock-out
10. http://www.bloomberg.com/news/articles/2015-11-02/
south-africa-asked-to-allow-generic-versions-of-abbvie-hivdrug
People take to the streets across the country to demand
end to delays
in finalising
IP policycoalition of the Treatment
11. Fix the Patent
Laws
is a joint
Action Campaign (TAC), Médecins Sans Frontières (MSF),
SECTION27, the South African Non-Communicable Diseases
Alliance (SANCD Alliance), DiabetesSA, EpilepsySA, Marie
SAVE OUR
Stopes
South Africa, the Stop Stockouts Project (SSP), the
LIVES SAVE OUR
SAVE OURLIVES African Depression and Anxiety Group (SADAG), Cape
South
LIVES
Mental
Health (CMH), the South African Federation of Mental
Frustrated with delays, more patient groups join
Health (SAFMH),
the Schizophrenia and Bipolar Disorders
the campaign to reform the patent laws
Alliance (SABDA), as well as the Cancer Alliance, including
alliance members: the Cancer Association of South Africa
(CANSA), People Living With Cancer (PLWC), CanSurvive, CHOC
Childhood Cancer Foundation South Africa and Advocates for
Breast Cancer.
Big Pharma use AGOA trade negotiations with the US to
Southhas
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to abandon
law reform
to protect
health the
12. To date,pressure
the DTI
only
released
a bill
to amend
Copyright Act. Coalition members of the FTPL coalition made
comments on this bill which can be read at http://www.
fixthepatentlaws.org/?p=1027

DRAFT INTELLECTUAL PROPERTY POLICY RELEASED

PHARMAGATE!

CALL TO ACTION

2015

A GROWING MOVEMENT
PHARMA PUSH BACK

WHY ARE WE WAITING?

Two years after release of draft IP policy, still no finalised policy in sight.
Many people in South Africa left unable to access the medicines they need
TRIPS* is an international agreement that sets the standards of intellectual property (IP) protection that
member countries of the World Trade Organisation (WTO) are required to provide. TRIPS requires that
countries provide 20-year patents (which are a form of IP) on products and processes that are new and
innovative. While TRIPS requires that countries grant 20-year patents on new medicines, it also
contains safeguards to protect health over patents. The 2001 Doha** Declaration reaffirmed the right of
WTO member countries to use these safeguards. South Africa's laws provide 20-year patents but do not
contain all the necessary safeguards to protect health. The Fix the Patent Laws (FTPL) coalition is
campaigning for SA to fully adopt safeguards to protect health into its national laws, in order to
improve access to affordable medicines. The FTPL coalition is comprised of 18 patient groups in South
Africa who have witnessed first-hand how South Africa’s IP laws block access to affordable medicines.

When will AbbVie’s
patent monopoly on
LPV/r actually expire?
For patient groups, departments of
health and generic competitors alike,
identifying when patent monopoly
protection on medicines actually end is
notoriously complex. In large part, this is
due to the lack of transparency allowed
by governments and international patent
filling mechanisms (such as the Patent
Cooperation Treaty) in patent applications.
Currently many patents are filed under obscure
names with no mention of the medicine to which
they are related and sometimes under no name, but
rather the chemical structure of the compound to
which the patent is related – known as Marakush
claims.
To provide greater transparency on when
monopoly periods expire on critical antiretroviral
medicines, the MPP has created a global patent
database which is available on their website.
According to the database, in South Africa the
initial compound patent on lopinavir will expire in
2017 and the initial compound patent on ritonavir
was not granted. Yet additional secondary patents
on heat stable and other formulations of ritonavir
and LPV/r have been granted, lasting up until 2026.
In response to MSF’s call for compulsory licences
on these products, AbbVie has publicly stated
that its patent monopolies will expire in 2016.10
To ensure that confusing and non-transparent
information about patents do not continue to
block generic versions of these medicines – AbbVie
should issue an official statement that its will not
assert its patent monopolies on these products
after 2016 and also sign a broad voluntary licence
agreement with the Medicines Patent Pool to avoid
unnecessary patent barriers and shortages in other
relevant low- and middle-income countries.

Developed by Design for development www.d4d.co.za
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South Africa is coughing up
too much money for DR-TB
treatment
Julia Hill, Médecins Sans Frontières

Over a year ago, on October 30, 2014, three young South Africans whose lives were profoundly
affected by their battle with extensively drug-resistant tuberculosis (XDR-TB) led a group of supporters
to the offices of the country’s regulator, the Medicines Control Council (MCC), to make an urgent
plea. In front of an MCC representative, Phumeza Tisile, Andaleeb Rinquest and Morgan Scholtz read
aloud a letter signed by over 100 patients with DR-TB, clinicians, healthcare workers, and civil society
organisations.1 The letter outlined a clear call to the MCC: register generic versions of a drug called
linezolid, so prices fall and patients with DR-TB across the country have access.2
Phumeza, Andaleeb and Morgan were well aware that they
might not have been alive that day if they hadn’t received
linezolid as part of their XDR-TB treatment. Phumeza was the
first person in Khayelitsha that Médecins Sans Frontières (MSF)
started on a regimen containing linezolid in 2011, and she
was pronounced cured in August 2013. She credits linezolid
with turning around her prognosis when no other regimen
had proved strong enough to beat her strain of TB.3 While
she received the drug at no cost from MSF, the organisation
was shelling out nearly R600 per daily 600 mg tablet (US$60
at the time) to purchase the only available product4 from
pharmaceutical company, Pfizer (Note: this price rose to over
R700/tablet, or $65 at the time, by mid-20145).
In South Africa’s public health system, however, linezolid
was – and still is – available only in limited circumstances,
when a doctor makes a strong enough clinical case to justify
the price.6 If not approved, the patient faces the choice of
paying for the drug on the private market, or hoping they
can survive DR-TB without it.7 Andaleeb and Morgan had
relied on significant support and sacrifices from their families
to scrape together tens of thousands of rand per month to
purchase the drug, and halved the daily linezolid dose when
permitted to do so by their doctor, to make a pricey box of
tablets last longer.
In mid-2014, MSF received approval from the MCC for
a Section 21 authorisation to import generic linezolid
from Hetero and provide it to patients with DR-TB in its
Khayelitsha project. The Hetero product was unregistered
in South Africa, but had received approval in the UK from

a stringent regulatory authority. Section 21 applications
to the MCC are typically used to import unregistered
medicines when no product is available in South Africa, but
in this case, MSF justified their request for an import waiver
on the lack of affordability for Pfizer’s product, and in light
of the constitutional right of people in South Africa to
have access to healthcare services. MSF purchased Hetero’s
generic product at an 88 percent price reduction on the
Pfizer private sector price at that time, for $8 per 600mg
tablet (R85 in June 2014).8
The same Hetero product used by MSF under a
Section 21 authorisation was undergoing review at the
MCC in October 2014. It seemed reasonable to assume
that if generic products were registered, the National
Department of Health (NDOH) – with one of the largest
global demands for the drug – could be offered a similar
or better price than MSF, and linezolid could presumably
be included in regimens of all DR-TB patients in South
Africa who needed the drug. Additionally, Pfizer’s patent
on linezolid in South Africa expired in August 2014,
leaving registration the only barrier for generic companies
interested to compete in the tender.
Before the end of 2014, the MCC granted activists
their wish to see a generic linezolid supplier registered.
Unfortunately, the price situation remains dire in 2015,
with private sector prices subsequently rising, rather than
falling. Today, Pfizer markets linezolid in the South African
private sector at over R855/tablet ($62)9. Hetero linezolid,
which is marketed by Sanofi, costs over R655/
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DR-TB survivor Andaleeb Rinquest may not have been alive had she not received linezolid.

tablet ($47).10 Earlier this year, the NDOH requested bids
from suppliers to provide over 1.1 million linezolid tablets
between October 1, 2015 and September 30, 201711, but
no suppliers were contracted12, suggesting that neither
Pfizer nor Sanofi responded with an acceptable public
sector price.
When the NDOH does not purchase a drug on tender,
provinces may choose to purchase the drug through a
‘buyout’, directly from suppliers. Some provinces have taken
this route – and the ‘discount’ prices being quoted provide a
sense of the ludicrous offers the NDOH must have received.
Chart 1 compares linezolid prices quoted to the Provincial
Government of the Western Cape in June 201513 – notably,
the Sanofi/Hetero price quoted to the PGWC represents
nearly a 50 percent mark-up on the price MSF pays for the
same supplier’s product, inclusive of import duties and
VAT. The linezolid supplier duopoly in South Africa is clearly
asking the NDOH to cough up more cash than is reasonable
when DR-TB patients’ lives are on the line.
Objectively, all of these prices are high – especially
considering that linezolid is only one of several expensive
drugs that are beneficial to include in a robust DR-TB
regimen. But what is a reasonable price for South Africa to
pay? In the immediate term, companies should be offering
countries like South Africa prices on par with the Global
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Drug Facility (GDF), which is the supply channel for the
Global Fund. At present, the GDF price for linezolid stands
between $5.35 and $5.48 per 600 mg tablet14 (R76)15.
In the longer term, prices could fall even further, as
countries’ demand for new DR-TB drugs increases, and
greater competition develops among suppliers. A recent
study suggested the cost of MDR-TB treatment could be at
least 80-85 percent lower than the current prices charged
by manufacturers. This study estimated that, accounting for
production and packaging costs, and factoring in a small
profit margin similar to those charged for antiretroviral
drugs, the target price of $4.90–$12.8016 (R67–R176) per
month for linezolid could be achieved17.
To achieve more reasonable linezolid prices in South
Africa, several things need to happen. Firstly, suppliers
who are already registered to sell linezolid in South Africa
must offer lower prices to the Department of Health (DOH).
Secondly, other quality-assured generic suppliers should file
for registration in South Africa, and the MCC should prioritise
such applications for rapid registration. At least six generic
suppliers already have tentative approval from the US Food
and Drug Administration.18 If these quality-assured suppliers
were to approach the DOH with more affordable prices than
currently on offer from Pfizer or Sanofi, the DOH could seek
permission from the MCC through a Section 21 application

FEATURE

TB

IN SA
to import more affordable products, prior to their full
registration in South Africa.
Thirdly, the DOH and other countries – especially those
with high DR-TB burdens – should continue to vocalise
present and potential future demand for linezolid and
other DR-TB drugs, so that generic suppliers are given the
appropriate signals to invest in scaling up production.
The NDOH has already expressed its intent to place 3,000
patients per year on linezolid in the short-term19, with the
intention to expand access over time to reach more of the
nearly 19,000 patients diagnosed every year with DR-TB20
in South Africa.
MSF experience in Khayelitsha has shown that when
linezolid prices fall, access to treatment expands – in the
months following Section 21 approval for MSF to import

generic linezolid, the number of DR-TB patients initiated
by MSF on linezolid-containing regimens jumped from a
maximum of four per month, to between seven and nine
patients per month. MSF doctors no longer feel constrained
to limit provision to just a fraction of patients who have run
out of adequate treatment options, but similar scale-up
has not been possible at DOH facilities. The World Health
Organisation recently included linezolid and other new DRTB medicines on its Essential Medicines List21, yet availability
of these drugs will continue to be compromised unless
significant gains are made toward greater affordability. In
the same way that South Africa has realised low prices for
HIV treatment in the last decade, taking steps to ensure
robust generic competition are critical to bring the era of
high prices for DR-TB drugs to an end.

•

2015 LINEZOLID PRICES IN SOUTH AFRICA
Supply Source

Private sector price/600mg
tablet

Currency*

ZAR

Discount price/600mg tablet
(offered June 2015 to the
Provincial Govt of Western
Cape)

USD

ZAR

USD

Lowest approx. price per
patient for 2-year linezolid
supply (1x600mg tablet
daily)
ZAR

USD

Pfizer

855

62

214

15.50

162,640

11,293

Sanofi (marketing Hetero)

655

47

159

11.50

116,070

8,394

MSF (purchasing Hetero
product via MSF supply
channels; only used in MSF
project area in Khayelitsha,
Western Cape)

109

7.90

590 **

42.50

79,570

5,753

*All currency conversions as of November 4, 2015 on http://www.xe.com/currencyconverter/
**Quoted by Sanofi to MSF during 2015, for small batches needed to fill a supply gap, for provision to public sector patients in
MSF project area of Khayelitsha, Western Cape.
FOOTNOTES
1. Julia E. Hill (2015): Linezolid in South Africa: The regulatory authority’s
role in supporting access to improved treatment regimens for drugresistant tuberculosis, Clinical Research and Regulatory Affairs, DOI:
10.3109/10601333.2015.1079216
2. http://www.treatmentactiongroup.org/sites/g/files/
g450272/f/201411/MCC%20linezolid%20letter.pdf
3. Tisile P. Access to diagnostics that can detect drug-resistant
tuberculosis. 2014. Available online at: http://blogs.msf.org/en/patients/
blogs/tb-me/access-to-diagnostics-that-can-detect-drug-resistanttuberculosis, accessed 10 Feb 2015.
4. https://www.msf.org.za/msf-publications/msf-reports-promisingresults-treating-xdr-tb-patients-with-linezolid-primary-care
5. https://www.msf.org.za/msf-publications/more-msf-patients-with-drtb-gain-access-to-dramatically-cheaper-version-life
6. http://www.hst.org.za/sites/default/files/TBpolicy.pdf
7. http://www.health-e.org.za/2014/10/03/xdr-tb-patients-smugglepills-treatment-priced-reach/
8. http://www.msfaccess.org/content/linezolid-fact-sheet-0
9. All subsequent price conversions as of November 4, 2015 on http://
www.xe.com/currencyconverter/
10. http://mpr.code4sa.org/#search:linezolid
11. http://www.health.gov.za/tender/docs/tenders/HP022015AI01Bid.pdf

12. http://www.health.gov.za/tender/docs/contructs/HP022015AICC.
pdf
13.Personal communication between MSF and PGWC.
14.http://www.stoptb.org/gdf/drugsupply/pc3.asp?PID=818
15. Exchange rates as of October 29, 2015 on http://www.xe.com/
currencyconverter/
16. Gotham D et al. Target generic prices for novel treatments for
drug-resistant tuberculosis.15thEuropean AIDS Conference, Barcelona,
abstract PS2/4, 2015.
17. Exchange rates as of November 4, 2015 on http://www.xe.com/
currencyconverter/
18. FDA reviews the marketing applications using its normal standards
for authorization. If the product still has marketing protection in the
U.S., FDA issues a “tentative approval” rather than a “full” approval. The
“tentative” approval signifies that the product meets all safety, efficacy,
and manufacturing quality standards for marketing in the U.S., and, but
for the legal market protection, it would be on the U.S. market.
19. http://www.health-e.org.za/2015/06/11/more-than-r130-millionslated-for-new-tb-drugs/
20. http://apps.who.int/iris/
bitstream/10665/191102/1/9789241565059_eng.pdf?ua=1
21. http://www.who.int/tb/features_archive/essential_medicines_2015/
en/
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The treatment pipeline:
moving beyond “Making the
most of what we’ve got”
Erica Lessem, Treatment Action Group

For decades, those living with tuberculosis (TB) and their care providers have operated in conditions
of scarcity and neglect: inadequate funding for programmes and research, ageing infrastructure and
outdated technologies, limited scientific understanding, knowledge gaps on existing treatments, low
public attention, and absent political will.
The limited response to TB born of these conditions remains
entrenched, even with two new drugs conditionally approved
by stringent regulatory authorities,1,2 a new global strategy
to end TB from the World Health Organisation (WHO) that
envisions a world free of TB (with a 95 percent reduction
in TB deaths and 90 percent reduction in TB incidence by
2035 compared with 2015 levels),3 and a relative increase
in resources for TB drug development since 2006.4 (Though
funding for TB research and development [R&D] is still grossly
insufficient, investments in TB drug research, which amounted
to US$243 million in 2014, have reached just one-third of the
annual target set by the Global Plan to Stop TB, 2011–2015.)5
To their credit, TB treatment researchers are making the
most of what they have, cobbling together combinations and
treatment strategies to better use existing medicines and the

few new experimental drugs available, as well as exploring
adjunct, host-directed therapies to improve treatment. For
the first time since 2009, a new drug candidate recently
entered phase I (see table 1).6 Studies are at last under way or
coming together to test new drugs in smarter combinations
to determine the safety of co-administration and optimal
regimens for multidrug-resistant TB (MDR-TB). Innovative
trial designs are attempting to shorten treatment for drugsensitive TB (DS-TB), and improved preventive therapy for TB,
including for MDR-TB, is progressing.
But for the most part, these research efforts won’t bear
fruit for years. Drug sponsors are slow or unwilling to
collaborate, pharmaceutical investment is minimal, and
TB treatment trials remain lengthy. This work should have
advanced long ago – but better late than never.

DRUG

CLASS

SPONSOR(S)

PHASE

delamanid

nitroimidazole

Otsuka, NIAID, UNITAID

pretomanid

nitroimidazole

TB Alliance

bedaquiline

diarylquinoline

Janssen, TB Alliance, NIAID, SAMRC, the Union, UNITAID,
USAID

sutezolid

oxazolidinone

Sequella

TBA-354

nitroimidazole

TB Alliance

III
III
IIb/III
IIa
I

Table 1. New Drugs in development for tuberculosis
NIAID: National Institute of Allergy and Infectious Diseases (United States). SAMRC: South African Medical Research Council. The Union:
International Union Against Tuberculosis and Lung Disease

In the meantime, TB programmes, donors, multilateral
agencies, nongovernmental organisations providing
technical assistance, and pharmaceutical companies
have been slow and unambitious in rolling out available
strategies and new technologies. Nearly half a million
people develop MDR-TB a year, yet less than one in four
is diagnosed, and even fewer start treatment.7 According

to estimates based on WHO guidelines, bedaquiline or
delamanid is clinically appropriate for a third of those
who develop MDR-TB (160,000 people per year),8 yet only
about 2,000 people in total have received bedaquiline
or delamanid outside of a clinical trial.9 TB drug research
and programming alike need an infusion of urgency,
coordination, and funding.
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TB infection
Preventing TB requires infection control to avert transmission,
and preventive therapy for TB infection (often referred to as
latent TB infection, or LTBI, as it is asymptomatic and is not
transmissible), as an improved vaccine is years away (see
Tuberculosis Vaccines Pipeline). Modelling demonstrates
that rapidly reducing TB incidence and death on the path
to elimination depends on treating both active TB disease
and TB infection.10 With an estimated one-third of the
world’s population infected with TB, we need a much better
understanding of who is most at risk of progression from TB
infection to active TB disease to target prevention efforts.
Meanwhile, efforts advance to refine prevention strategies. In
2014, the WHO issued refreshingly clear and concise guidelines
on testing for and treating TB infection.11 The Temprano study
had two exciting findings regarding TB prevention in people
with HIV: 1) starting ART immediately reduced the risk of death
and serious HIV-related illness, including TB, by 44 percent, and,
2) six months of isoniazid preventive therapy reduced the risk
of severe HIV morbidity by 35 percent, with no increased risk of
other adverse events.12 These results warrant an update to the
WHO guidelines, emphasising the importance of earlier ART
initiation and treatment of TB infection in those with HIV as long
as active TB disease is ruled out (even in the absence of testing
for TB infection).
Shortened regimens such as three months of once-weekly
doses of isoniazid and rifapentine (3HP) are now recommended,
and may confer advantages in some settings. But it is unclear if
shorter is better in settings with high rates of transmission, such
as mines in South Africa, as the protective effects of preventive
therapy last only for the duration of treatment.13
Strategies for preventing infection with MDR-TB from
progressing to active disease are urgently needed. Three new
large-scale clinical trials, Phoenix (A5300), TB CHAMP, and V
QUIN, which will test either delamanid or levofloxacin, will
build a much-needed evidence-based approach for treating
TB infection in children and/or adults with close contact with
someone with MDR-TB.14,15,16

Active TB disease
For the first time in six years, a new drug candidate for TB
has entered phase I clinical trials.17 TBA-354, the newest
nitroimidazole under study, is in the same class of drugs as
delamanid and pretomanid (formerly PA-824).
Little progress has been made on other early-stage
candidates. For example, there is still no evidence to suggest
that SQ109 has clinical activity in persons with TB disease,
and AZD5847 is no longer in development for TB.
The resulting small number of plausible new compounds
(five) and narrow diversity of new drug classes (two, as
linezolid from the oxazolidinones is already on the market) for
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TB treatment remain a serious concern (see table 1). For most
of these products, progress remains glacially slow. We urgently
need more investment and collaboration to bring them
forward, as well as new candidates to come through preclinical
development. With so few options, researchers are focusing
on repurposing what’s available, for both drug-sensitive (DS-)
and drug-resistant TB (DR-TB). Efforts are also picking up to
evaluate the utility and safety of host-directed therapy.18

DS-TB
The quest for shorter treatments for DS-TB continues, with a
commitment to optimising the use of older treatments and
some creative thinking on how to use new ones. Better use
of rifamycins, whose potent anti-TB activity and likely current
underdosing offer promise, could potentially be one avenue
for shortening DS-TB treatment. The potential efficacy benefits
and safety of higher doses of rifampicin appear promising so far
(PanACEA MAMS-TB-01).19 More studies are planned to look at
rifampicin and rifapentine in higher doses to shorten treatment.
These approaches to optimise rifamycins – some with the
addition of moxifloxacin – are among the most straightforward
options for potentially shortening DS-TB treatment using
existing drugs, since REMox and OFLOTUB clearly showed that
exchanging one standard first-line TB drug with moxifloxacin
or gatifloxacin is not enough to meaningfully reduce treatment
duration without a much greater risk of relapse than the sixmonth standard of care.20,21 The APT study will examine the role
of new drug pretomanid, in DS-TB treatment.22 There are also
plans to study clofazimine in DS-TB.23
TRUNCATE-TB is aiming to take a different approach, by
seeking to produce relapse-free cure in most patients, while
accepting that in a clinical trial there may be more relapses
than with the current standard of care. TRUNCATE-TB will
use an adaptive design to test several two-month DS-TB
regimens including new and repurposed drugs (including
high-dose rifampin, linezolid, clofazimine, delamanid, and
bedaquiline); it will also attempt to identify who may be at
increased risk of relapse.24

Studies for DS-TB and some forms of
DR-TB
Two new trials are looking at using new drugs to treat DS-TB,
in addition to some forms of DR-TB: the phase III STAND-TB
trial, designed to evaluate four- and six-month regimens of
pretomanid, moxifloxacin, and pyrazinamide, has started.25
NC-005, a two-month phase II study looking at pretomanid,
bedaquiline, and pyrazinamide, has also begun (this trial will
also include moxifloxacin in an arm for people with MDR-TB).26
Both trials offer hope for the tremendous advantage of alloral regimens with greatly reduced pill burdens, fewer drugs
(and potentially fewer side effects), and shorter treatment for
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DS-TB and some MDR-TB, but also raise troubling questions
about trial design, the management of drug-resistance, and
the wisdom of moving into combination drug development
without robust data on individual new drugs.

DR-TB
While Otsuka completes its phase III trial that adds delamanid
to the current standard of care for MDR-TB, investigators are
struggling to advance trials to understand how to better use
delamanid and bedaquiline as part of optimised regimens
for MDR-TB, in trials such as STREAM II, NExT, Nix-TB, A5343,
endTB, and TB-PRACTECAL. A few other trials, such as
STREAM I, Opti-Q, and studies on clofazimine and linezolid,
seek to improve MDR-TB treatment without new drugs.

Conclusions and recommendations
With few new drugs to work with, inadequate investment from
drug sponsors, and limited funding, TB treatment researchers
are in the difficult position of trying to do more with less.
To ensure the development and availability of improved
treatment strategies for TB, we must:
• Move promising preclinical drug candidates into clinical
development more quickly.
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clinical development.
• Increase funding for TB R&D.
• Invest existing resources wisely.
• Design studies with high scientific rigor.
• Make new drugs available for pragmatic and investigatorinitiated research.
• Plan for access earlier and ensure early/emergency access
when needed before approval.
• Improve regulatory structures and harmonise them
regionally.
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The critical role of regulators
Lindsay McKenna and Erica Lessem, Treatment Action Group

Regulatory agencies play a vital role in the research and treatment of tuberculosis (TB) and, indeed,
most medical conditions. Approval by a regulatory authority is necessary to conduct a clinical trial,
and later, to ensure access to treatment once research shows sufficient evidence that a new product is
safe and effective. Yet most regulators worldwide are poorly equipped to rapidly and rigorously review
new products to determine their safety, efficacy, and quality. And patients, doctors, programmes, and
pharmaceutical entities are stuck along with them as they try to navigate the delicate balance required
to be both thorough and efficient in their review of applications to study new investigational drugs,
and to market medications once developed.
Regulators are often underfunded, mired in political
controversies, and lack the resources and power to
efficiently and appropriately regulate research and
medicines. This is especially true for TB, a disease that, until
2012, went without a single approval for a new drug from
a new drug class in over 50 years. This innovation gap left
regulators without experience or expertise in evaluating
new treatment options with potential for improving
existing lengthy and often toxic cures for TB. Regulatory
inefficiencies that result from gaps in resources, power,
experience, and expertise can be a disservice to TB patients
by causing delays in reviews and potentially even poor
decisions (e.g. approving a product that has not been
demonstrated to be safe or effective, or conversely, denying
the approval of a product that could benefit patients).
These inefficiencies can also affect patients by
discouraging pharmaceutical companies from filing for
approval altogether. Companies are already reluctant to
register a product in countries where they are unlikely
to make any profit. A substantive amount of time and
expense is required to prepare applications for research or
marketing approval; especially considering that the format
and language of those applications (called ‘dossiers’) are
often regulator-specific. This discourages companies from

widely registering their new drugs or other products. While
the responsibility of registration lies firmly with the product
sponsor, and activists should continue to urge companies to
file for approval widely, regulators can do more to facilitate
this process.
Regulatory authorities should explore regional
harmonisation to facilitate broader registration without
jeopardising quality. This might entail the creation of one
overarching regional regulatory agency, which would
require sponsors to file only one application (in one
language, with one format, one list of requirements, and
one set of queries to which to respond) to obtain approval
in multiple countries. A regionally harmonised regulatory
infrastructure would allow participating countries to pool
financial and human resources and expertise, while also
making the regulatory process simpler and more affordable
for applicants. This would also create an opportunity to pool
markets for products or demand for research across several
countries, helping to promote the inclusion of countries
that companies might otherwise overlook because of small
or unprofitable markets, or language barriers.
In addition to functional and coordinated regulatory
systems, more transparent ones – with mechanisms for the
public to track and provide input into regulatory

In addition to functional and coordinated regulatory
systems, more transparent ones – with mechanisms for
the public to track and provide input into regulatory
processes – are essential.
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processes – are essential. Despite facing challenges of its
own, and recent legislative threats to further strip its power
to regulate, the US Food and Drug Administration (FDA)
sets a strong precedent for a transparent regulator. The FDA
has policies and procedures in place that reduce regulatory
inefficiencies and promote transparency, including clear
timelines, public hearings to solicit input prior to approval,
and public posting of comprehensive data supporting
new drug applications prior to and post-approval. Activists
should call for similar accountability and transparency from
their regulators.
Another key function of regulatory authorities is to
provide clear, safe, efficient, and sound mechanisms for
pre-approval access when appropriate. Allowing regulated
access to investigational new drugs with sufficient evidence
of safety and efficacy is vitally important for patients with
difficult to treat forms of drug-resistant TB, and other lifethreatening diseases for whom existing approved treatment
options are insufficient and who do not qualify for a clinical
trial. Similarly, access to drugs that are approved elsewhere
but not yet in South Africa – such as cheaper, generic forms
of existing drugs – is necessary in case existing options
within South Africa are inaccessible due to price or supply
issues. The Medicines Control Council (MCC) laudably has
allowed pre-approval access under these conditions – for
example, by working with the National Department of
Health (NDOH) and clinicians in South Africa to create a
Clinical Access Programme to allow for controlled, pre-

approval access to new TB drug bedaquiline, and allowing
the employment of a Section 21 waiver to sanction the
importation of a cheaper, generic form of linezolid, also
important for treating some cases of drug-resistant TB. But
in each of these instances, processes were slow to advance,
leaving many gravely ill and infectious patients without
access in the interim. In South Africa and elsewhere, clear,
transparent, and efficient processes to request and grant
pre-approval access – including on the basis of affordability
– must exist.
Indeed, in South Africa, the regulatory system is
undergoing reformation. The MCC is soon to be replaced
by a new body, the South African Health Products
Regulatory Association (SAHPRA). Thus, the opportunity
is ripe to ensure that the new regulatory system is
functional, efficient, transparent, and designed to keep
the best interests of patients in mind. If this opportunity
is not squandered, SAHPRA may indeed be able to serve
as a model for other regulators, and perhaps the centre
of a harmonised regulatory authority to ensure quality,
efficiency, and access across the region.

•

Adapted from: Lessem E. Improving Regulatory Systems to
Address Global TB Drug Access Failures. Tagline. New York:
Treatment Action Group; October 2015. Available here:
www.treatmentactiongroup.org/tagline/2015/fall/
improving-regulatory-systems-address-global-tb-drugaccess-failures.

[...] the opportunity is ripe to ensure that the new
regulatory system is functional, efficient, transparent,
and designed to keep the best interests of patients
in mind.
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South Africa should triple
funding for TB research
Mike Frick, Treatment Action Group

Tuberculosis (TB) research is gravely underfunded. Analysis in the Treatment Action Group (TAG)’s
annual Report on Tuberculosis Research Funding Trends shows that the world spent just $674 million on
TB research and development (R&D) in 2014. This is barely one-third of the $2-billion experts estimate
the world must spend each year to eliminate TB. Funding for TB R&D has not grown by any significant
amount since 2009. Similarly, efforts to end the TB epidemic have shown few signs of progress. TB is
now the leading cause of death from an infectious disease globally, responsible for killing 1.5 million
people in 2014. The rise of drug-resistant TB (DR-TB), which continues to cause half a million people
to fall sick each year, suggests that the epidemic is moving faster than research and programmatic
attempts to overcome it.
Sixty percent of TB R&D funding comes from public
institutions, typically government ministries of health, science
and international development. Private sector contributions
to TB R&D are anaemic: combined, industry groups spent
under $100 million on TB research in 2014. This means that
closing the $1.3-billion funding gap and accelerating TB
research will require a massive increase in funding from
country governments. South African leadership in this area is
vital, not only because South Africa’s high incidence of TB and
TB/HIV makes it one of the 22 TB high-burden countries, but
also because South African institutions and scientists already
play an outsized role in conducting high-quality TB research.
From basic bench science at public universities to clinical
trials of new TB drugs and vaccines, South African scientists
occupy a central place in global efforts to develop better ways
to prevent, detect and treat TB. But how much funding does
South Africa’s government give to TB R&D each year?
In absolute terms, not very much. According to research
by TAG, South Africa’s government spent $4.7 million (R50.3
million) on TB R&D in 2014. This level of funding pales in
comparison to the $247 million and $44.5 million spent by
the United States and United Kingdom, respectively, and
falls below the $9.1 million spent by India. South Africa
ranks higher when its funding for TB research is assessed
relative to its Gross Domestic Product (GDP). By this measure,
South Africa ranks fourth among countries in terms of the
proportion of its GDP that goes to TB R&D – behind the U.K.,
USA and Switzerland, but ahead of the European Union,
India, and Japan (see table). In other words, South Africa’s
support for TB research only looks generous relative to the
poor performance of countries with larger economies.

The South African government awards most of its money
for TB research through the South African Medical Research
Council (MRC). In 2014, the MRC disbursed close to $1.4
million (R15 million) under the South African Department of
Science and Technology (DST)’s TB Research and Innovation
Initiative. These funds covered projects ranging from TB
drug discovery to point-of-care diagnostic development.
In addition to resources from the DST, the MRC gave $2.5
million (R26.7 million) to TB R&D – most of it going to South
African universities. Stellenbosch University received the
most government funding for TB research in 2014, followed
by the University of Cape Town, the University of the Western
Cape, and North-West University.
Combined, the MRC and DST spent $3.9 million (R42.3
million) on TB R&D in South Africa in 2014 – an amount
matched and exceeded by several donors outside South
Africa. For example, the US National Institutes of Health and
the Bill & Melinda Gates Foundation gave $3.3 million and
$5.9 million, respectively, to support TB research at South
African universities and independent research institutions.
A detailed look at TB research activities at the University
of Cape Town reveals the extent to which South African TB
researchers rely on foreign governments and philanthropies.
TB research institutes and centres affiliated with the
University of Cape Town – including the South African TB
Vaccine Initiative, the Clinical Infectious Diseases Research
Initiative, and the Molecular Mycobacteriology Research Unit,
among others – reported expenditures on 85 TB research
awards in 2014. Only 20 – less than one-quarter – of these
awards came from the South African Government.
South Africa’s scientists – and the 450,000 South
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Africans that fall ill with TB each year – deserve more support.
South Africa’s government should commit to tripling its
spending on TB R&D over the next three years, moving from
$4.7 million a year to $15 million. Given the shallow pool
of resources available for TB research globally, even this
modest increase would noticeably lift TB research efforts. If
South Africa gave $15 million to TB R&D each year, it would
outspend Germany, France, Switzerland, and Canada at their
current levels of funding. With this level of expenditure, South
Africa would rank first among all countries in terms of TB
research funding as a percentage of GDP. A heftier financial
contribution would also give South Africa more leverage to
set and direct its own TB research agenda, helping to ensure
that research conducted in South Africa responds to the
unmet medical needs of people affected by TB in the country.
Tripling funding for TB R&D would also help the South
African government deliver on the multiple international
promises it has made to tackle the TB epidemic. In 2012,
ministers of health from the BRICS countries (Brazil, Russia,
India, China and South Africa) signed the Delhi Communiqué,
resolving to jointly tackle DR-TB through collaboration on
TB research. In 2009, South Africa signed the Beijing Call
for Action, which included “a call for substantially increased
investment by governments in research and development
of new diagnostics, medicines and vaccines to prevent and
manage TB and M/XDR-TB”. And in 2007, African ministers
of health pledged to spend at least 2 percent of their annual
health budgets on research. Years later, these and other
pledges remain unrealised. The need for intensified research
and innovation in TB has only grown in the intervening
years. The World Health Organisation’s End TB Strategy warns
that new drugs, diagnostics and vaccines to fight TB must
be introduced no later than 2025 in order to achieve the
ambitious goal of eliminating TB by 2035. The shortness of
this timeline means that South Africa cannot afford to wait to
increase its financial support for TB R&D.
Increasing funding for TB R&D would also help South
Africa’s government fulfill its obligations under international
human rights law. As a State Party to the International

Covenant on Economic, Social and Cultural Rights (ICESCR),
the South African government is obligated to take steps
to progressively realise the right to the highest attainable
standard of health (ICESCR Article 12). For diseases like TB,
where inadequate and outdated tools hinder a vigorous public
health response, fulfilling the right to health may require
investing in research and development. In General Comment
14, the Committee on Economic, Social and Cultural Rights
clarified the normative content of the right to health, noting
that it includes ‘the promotion of medical research and health
education’ and ‘fostering the recognition of factors that favour
positive health results’, including research.
Linking TB research and the right to health would also
allow the government of South Africa to uphold a related
right: the right of everyone to enjoy the benefits of scientific
progress and its applications (Article 15 of the ICESCR).
The obligations of states under this right include the
‘development and diffusion’ of science, and some scholars
and organisations have argued that this might require
purposive investments in R&D to address harms experienced
disproportionately by vulnerable groups – an interpretation
that makes a powerful argument for supporting research
on TB, a disease that exacts its greatest toll on the socially
marginalised.
One opportunity for South Africa to realise the rights to
health and scientific progress through increased support
for TB research has already arrived. In November 2015, the
MRC held a workshop to develop a national TB research
strategy for South Africa. At a second meeting, scheduled for
December 7, 2015, a broader constituency of stakeholders
will turn the list of research questions generated at the first
meeting into a comprehensive TB research roadmap. Civil
society in South Africa should actively participate in this
process to ensure that the resulting plan reflects the needs of
TB-affected communities, and comes with dedicated funding.
Backing this plan with new funding commitments would
help South Africa’s financial investments in TB research catch
up to the important contributions its scientists and people
are already making to fight against TB.

Increasing funding for TB R&D would also help
South Africa’s government fulfill its obligations
under international human rights law.
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FUNDING FOR TB R&D AS A PERCENTAGE OF COUNTRY GDP

Country
Singapore

TB R&D Funding
2014

GDP 2014 USD
Billions

1

$2,942

1.72

16

2

$247,045,638

$17,419

2.79

8

3

South Africa

$4,743,304

$350

0.76

21

4

Switzerland

$7,834,737

$685

2.87

7

5

Denmark

$3,550,541

$342

2.98

5

6

New Zealand

$1,551,021

$188

1.27

18

7

Norway

$3,539,071

$500

1.65

17

8

India

$9,069,674

$2,067

0.81

20

9

Australia

$6,360,973

$1,454

2.39

10

10

The Netherlands

$3,767,121

$870

2.16

12

11

Sweden

$2,122,923

$571

3.41

3

12

Canada

$5,826,492

$1,787

1.73

15

13

European Union

$41,976,394

$13,403

2.14

13

14

Germany

$11,684,001

$3,853

2.92

6

15

France

$8,049,793

$2,829

2.26

11

16

Taiwan*

$1,017,002

$530

2.7

9

17

Chile

$263,896

$258

0.42

24

18

Hong Kong

$293,302

$291

0.75

22

19

$1,370,663

$1,410

4.04

1

20

$350,519

$378

0.17

25

21

Japan

$2,730,101

$4,602

3.39

4

22

Brazil

$1,373,244

$2,346

1.21

19

23

$132,406

$540

0.65

23

24

South Korea
Colombia

Argentina

$44,540,305

TB R&D
expenditure as
precent of GDP
Rank Order

14

United States

$308

R&D
expenditure as
percent of GDP
Rank Order

2.1

United Kingdom

$8,129,846

Expenditure on
R&D as percent
of GDP 2005–
2012

* Data on GDP taken from the National Statistics Bureau of the Republic of China (Taiwan); all other data on GDP and R&D
expenditure come from the World Bank.
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Change will be difficult, but no
change will be fatal – WHO
Dr Lucica Ditiu, Executive Director of Stop TB Partnership

The 2015 WHO Global TB Report was launched recently and the main take home message is that if
we are to reach the Sustainable Development Goals (SDGs) and End TB Strategy targets, we need to
CHANGE. Now, not later. It is already late.
a diseases that is curable in six months kills more people
than HIV/AIDS? What kind of minds and hearts do we have?
There are new estimates in 2014 for TB in children –
1,000,000 cases and 140,000 deaths every year – double
the estimates from last year’s report. It is good that we
know more now and we are able to have better estimates.
But what we know now is terrifying – we actually have a
much larger burden, we fight a bigger monster and, in fact,
we do not even know for certain how big it is. Such a high
burden in children means that there is a lot of transmission
happening – and a lack of household TB contact tracing.
The MDR-TB situation shows a depressingly slow
progress- a very small increase in the number of people
diagnosed with TB from 94,000 in 2012 to 123,000 in 2014
(out of which only 110,000 MDR-TB cases were enrolled in
treatment) with just 50% of those treated being cured. This
means that we are still at the level of 1 in 10 people with
MDR-TB being lucky to be diagnosed, treated and cured.
All this data has been trying to tell us for several years
that we need to change. We need to have a TB data
revolution! We Wneed to do prevalence surveys and
repeat – that we are aware of what kind of burden

Current efforts will not end TB by
2035 but by 2182
140
TB INCIDENCE PER 100 000

It took me a few days to put these thoughts together, as I
re-read the last three Global TB Reports published in 2014,
2013 and 2012. When the 2014 WHO Global TB Report was
released, based on 2013 data, I wrote a little piece saying
‘Same numbers, same trends, why we need to change’.
Two years ago, when the 2013 WHO Global TB Report
was published, I said: “The WHO report shows that quality
TB care can save millions of lives, but we are advancing far
too slowly. Let me be clear about what we are facing. At the
current rate of progress, we will not eliminate TB”.
Unfortunately, all these statements are valid today as
well. And I am worried that the data and trends that will
appear in the next year’s report will not be too different.
Earlier this week, in the Lancet Series on “How to
Eliminate TB,” the stark statement was like a cold shower for
me and it should be for those of us working in TB: ‘….there
is a gap between data and implementation. The policy and
implementation framework that have been adopted in the
past decades have just not worked.’
Indeed, for several years now, the data has been trying
to tell us what to do… we have not listened very much, I am
afraid.
The 2014 data shows the same trend of decline of TB
incidence at 1.5 % year. The 2014 estimated incidence was
133/100,000 (from 126/100,000 in 2013) and this means that
at the current rate, we will reach the 10/100 000 target of
the End TB Strategy not in 2035 -but in 2182.
Out of the estimated 9.6 million TB cases in 2014 (an
increase of 0.6 million from 2013 due to better estimates
from prevalence survey data), only 6.3 million were reported
by National Programmes to WHO. So, the missing 3 million
cases are still there, if anything we know now that there are
actually 3.3 million missing. If anything, we know we miss
even more.
The 2014 data is showing that TB is killing 4,400 people
a day and it is now in a shameful leading position among
infectious killers. How can we, as human beings accept that
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we have and where we have it. We need all this data to be
disaggregated at a subnational level, by gender, age group,
and geographical areas. We need to know our “hot or cold
spots” and we need to use all this information to prioritise
interventions and make a bigger impact.
We need to know our costing and financial figures and
to use them to make solid and credible TB investment cases.
We need to ensure that we optimise interventions and we
get more from each investment. Not only to convince the
Ministers of Health, but the Ministers of Finance and heads
of governments. TB depends on the domestic investments
and we need to make sure that we focus on this in the
coming years.
We need to seriously speak about ending TB, going
beyond “controlling TB”. We must speak prevention, we must
speak about the treatment of TB infection. We have 2 billion
people infected with TB and 10% of them will develop
TB sometime during their lifetime. We cannot ignore this.
When do we actually start the serious conversation about
TB infection?
We need to find the 3.3 million missing cases. TB REACH
and other projects have shown that it is possible – with a
great open mind and desire to change and with modest
investments. We need to scale up successful projects in
countries, we need to hold hands with communities, with
the private sector, with non-health sectors. We need to
seriously do early – active case finding and engagement of
key and vulnerable populations. Think together and find
solutions together – not just ticking boxes for participation.
We simply cannot afford to have another report saying
1 in 10 estimated new MDR-TB was diagnosed, treated and
cured. We need drug susceptibility testing for all. Point of
care diagnosis and a treatment regimen that is short, cheap
and without the horrible side effects we see today. We need
the right amount of funding for research to be able to get
these tools.
But in the meantime, we can do it!
We know how do it, we are a very dedicated and
hardworking community, we should not be shy or worried
or constrained by anything – let us be bold and do it! It will

Dr Lucica Ditiu, Executive Director of Stop TB
Partnership. (Image: stoptb.org)

not be easy – and we will need funding for all these bold
interventions, a serious amount of funding. The modelling
done for the Global Plan to End TB 2016-2020: The Paradigm
Shift shows that if we are serious about implementing
at scale comprehensive packages of tried and tested
interventions and if we want to properly fund the research
for development of new tools with the aim of ending TB, the
funding needs have to be much higher than what we used
to have in the current Global Plan.
It will not be easy to secure this funding – from domestic
sources, donors, and a fully replenished Global Fund. It will
not be easy. But there is no way back – we must do it!
No change in our approach will be fatal. It is already fatal
for more than 4,400 people and 440 children every single
day.
Change does not start with money, it starts with us and
our mindsets. As George Bernard Shaw said, ’Progress is
impossible without change, and those who cannot change
their minds cannot change anything!’
I know we will do it!

•

We know how do it, we are a very dedicated
and hardworking community, we should not be
shy or worried or constrained by anything – let
us be bold and do it!
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Silicosis: will there
be justice?
Marcus Low, Treatment Action Campaign

For decades, gold mining companies in South Africa have failed to take the necessary steps to protect
their employees from inhaling dangerously high levels of silica dust. As a result, hundreds of thousands
of former mineworkers have developed silicosis or contracted tuberculosis. It is estimated that over 20
percent of former workers in South Africa’s gold mines who are still alive have silicosis.
Now, mineworkers are seeking justice. In 2011, the
Constitutional Court ruled that former mineworkers can
bring civil claims against mining companies in addition to the
paltry compensation available through an existing statutory
mechanism. If the former mineworkers have their way, those
civil claims will now proceed in the form of a class action
lawsuit – a case likely to cost the 32 gold mining companies
involved billions of rands.
For two weeks this October, the South Gauteng High
Court heard arguments from an extraordinary assembly of
South Africa’s top legal counsel for and against allowing the
case to proceed as a class action. The counsel for the workers
argued that a class action is the only realistic way in which
workers could access justice – since it is not feasible that
over a hundred thousand mineworkers, most of whom are
poor, sick and live in rural areas, will bring separate cases. In
addition, counsel argued that proceeding as a class action
makes sense because there are many common issues to be
dealt with – such as what legal obligations mining companies
had and have for the safety of their workers.
In response, counsel for the mining companies argued
that a class action would be unmanageable due to the long
time period (1965 to the present) and the wide variety of
mines and mining companies involved. They however did
not put forward any alternative proposals as to how over a
hundred thousand mineworkers might access justice.
The court has reserved judgment. If the court rules that
the matter can go ahead as a class action it would either
proceed to trial or be settled out of court.

What are the mining companies
alleged to have done wrong?
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Counsel for the applicants presented evidence showing that
gold mining companies in South Africa systematically and
over decades failed to protect their workers from exposure
to dangerously high levels of silica dust. It should be noted,
though, that since these hearings were only concerned with
establishing whether or not the case could proceed as a class
action, this evidence wasn’t dissected as would be done in
a trial. Instead, counsel for the mineworkers merely had to
convince the three judges that on the face of it there was a
case to be answered.
They referred to four sources of evidence to make their
case. Most compellingly, they referenced the extremely
high prevalence of silicosis among former workers in the
gold mines. Clearly, if the mining companies had sufficiently
protected their workers there simply wouldn’t be so many
people with silicosis around. Secondly they cited a number
of independent reports into the mining industry and safety
in mines that were published through the decades. Thirdly
they cited reports from the industry itself. And finally, they
cited some of the personal accounts of the miners who are
applicants in the case.
The core counter argument from the mining companies
was that it does not make sense to treat the industry, or
former miners, as homogenous. They argued that different
mines did things differently, that underground conditions at
mines differed substantially, and that given all this variation,
there is a risk of punishing some mines for the transgressions
of others.

Are the mining companies legally
liable?
One of the remarkable things about the hearings was that
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the mining companies did not attempt to deny the fact that
large numbers of their workers contracted silicosis. Instead,
they provided a number of arguments as to why some or
specific mining companies could not be held accountable.
One of these arguments related to the difficulty of proving
causality.
In this regard, the so-called ‘but for’ test was at issue. To
pass the ‘but for’ test, it would need to be shown that ‘but for’
the wrongful conduct of the mining companies, the miners
would not have contracted lung diseases. If this could not be
proved, the company could not be held liable.
Put another way, it is possible that some miners would
still have developed lung disease even if the companies
did everything they were supposed to. This makes proving
causation potentially tricky. In response, counsel for the
miners cited the 2012 Constitutional Court judgment in the
case of Dudley Lee. Mr Lee contracted TB while incarcerated
at Pollsmoor Prison in Cape Town. In Mr Lee’s case, the court
ruled that a strict application of the ‘but for’ principle would
not serve the interests of justice. Instead, the court followed
a flexible approach to the ‘but for’ test, an approach informed
by the interests of justice in the context of vulnerable people
and the difficulty in proving causation when it comes to lung
disease. It went so far as to indicate that acts or ommissions
that increase the risk of contracting lung disease may on their
own be sufficient to prove causation. The same, the lawyers
argued, would apply in regards to mining companies and
silicosis and/or TB.

Will the families of deceased
mineworkers have access to
compensation?
Another hotly debated issue was the transmissibility
of damages (whether or not the families of deceased
mineworkers would also have a right to compensation).
Certain types of damages, such as loss of wages, are
automatically ‘transmissible’ to surviving dependants.

However, other types, such as damages for ‘pain and
suffering’ have not in the past been ‘transmissible’. In this
regard, the court heard evidence about the wider impact of a
miner becoming sick with silicosis and/or TB. In many cases,
this meant that families lost bread-winners and that wives
or daughters had to give up employment or educational
opportunities to look after these sick men. Lawyers for the
miners argued that the distinction between the types of
damages is not rational. They urged the court to develop
the common law to allow for the transmissibility of damages
such as those for pain and suffering.

The two classes
The mineworkers asked the court to ‘certify’ two classes.
The first class would include everyone who had worked
on a gold mine in South Africa for at least two years since
1965 and developed silicosis. This class includes workers
who have both silicosis and TB. It is also not limited to just
South African citizens. If certified, former mineworkers who
live in neighbouring countries will also be able to access
compensation as members of the class.
The second class is the TB-only class. It is the same as
the first class except that it excludes all people with silicosis
(whether or not they have TB as well). The TB-only class
was much more hotly debated in court than the silicosis
class. Counsel for the applicants presented evidence that
excessive exposure to silica dust significantly increases the
risk of developing TB – even if the silica dust exposure is not
sufficient to cause actual silicosis. Counsel for the mining
companies responded by arguing that TB has many potential
causes and that exposure to silica dust would in most cases
have been only one risk factor among many. Here too,
though, the Lee judgment appears to have set a precedent
that will favour the mineworkers: the causation questions
that made the Lee case difficult are precisely the same as
those that the mining companies say render the TB class
impossible. The court in Lee’s case, however, cut through the
problems to reach a just outcome.

•
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Silicosis: an epidemic
of racism?
Pete Lewis, GroundUp

As the judges of the South Gauteng High Court prepare their findings in the massive silicosis class
action case, GroundUp’s Pete Lewis reflects on the failure of the compensation system to protect black
mineworkers from the disease, condemning them to poverty and destitution.
The judges of the South Gauteng High Court reserved
judgment in the silicosis hearing, which pits lawyers for
miners suffering from silicosis and TB against lawyers
for South Africa’s top gold mining companies. It is worth
reflecting upon the enormity of the matter before the court.
Why is it so ‘historic’?
In the first decade of the twentieth century, white
mineworkers’ death rates from silicosis and associated TB
reached catastrophic proportions – a virtual wipe-out of
the entire cadre of workers in ten years or less. This was the
result of the ‘speed up’ in production after companies such as
Anglo American bundled small gold mine claims into massive
oligopolies for foreign (mostly British) investors to feast upon.
White miners, many from the tin mines in Cornwall which
had been closed, marched and protested. Since they now
had the vote after the British victory over the Boer republic
at the turn of the century, the colonial state responded,
with the Mines and Works Act of 1911. In the following 30
years, a system was designed which Professor Jonathan
Myers, renowned epidemiologist and expert witness for
the mineworkers in the silicosis case, has described as
a ‘benchmark’ occupational health system (diagnosis,
treatment, and compensation, all courtesy of the state) – all,
of course, exclusively for white miners.
The Mines and Works Act ensured that white mineworkers
were given more and more of an overseer role over black
mineworkers (a situation the miners describe clearly in their
affidavits to the court). This supervisory role was limited to
white mineworkers and enforced through the restriction
of blasting certificates to whites only. As a result, white
mineworkers’ exposure to silica dust was progressively
reduced over time, as they became supervisors and spent
less and less time in the really dusty jobs. Although silicosis
among white mineworkers was never eliminated, the system
ensured that they would be diagnosed early, and retired
comfortably on good pensions supplemented by good
compensation payments for their disease. Their underground
working conditions, and their living conditions ensured that
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their silicosis only rarely progressed to TB.
The occupational health system for black mineworkers,
on the other hand, was effectively under the control of the
mining companies and rare attempts to interfere with it,
however muted, from the state compensation authorities
were swiftly brushed aside. Right from the beginning of the
‘speed up’, the few reports from an even fewer number of
concerned medical experts were ignored by the new colonial
state and the mining companies.
The political power of the gold mining industry in
the colonial state ensured that the mines’ argument that
black mineworkers were migrants on short intermittent
contracts and therefore less exposed to silica dust and the
risk of silicosis and TB than white miners, held sway in the
corridors of colonial and apartheid power. There was never
any scientific evidence for this argument because the mines
did not conduct the necessary research, the colonial and
then apartheid state would not fund it, the racist white
mineworkers’ union only took collective action to defend
its own narrow race interests, and those scientists who saw
the need for such research were employed either within the
hostile state, or by the mining houses themselves.
The gold companies did not have sufficient confidence in
their hypothesis to attempt to prove it, and since no-one was
forcing them to do so, they let sleeping dogs lie.
In the current class action certification silicosis case, one
advocate for Anglo American suggested that the Ernest
Oppenheimer Hospital is, and has been since its inception,
internationally recognised as a leader in its field. But where
is the evidence for this? The only evidence we have of the
results of the gold mines’ health and safety management
system is the hundreds of thousands of former mineworkers
sick with lung disease all over southern Africa.
Indeed, the gold mines themselves were unable in court
to gainsay the evidence from disease prevalence studies
conducted after the advent of democracy in 1994 cited by
the mineworkers’ lawyers, including one (finally) financed by
Anglo American. These studies found disease prevalences of
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Ngqukumbana Makhubalo (80) was given a payout for an injury to his leg but no money for other impairments
as a result of his time underground. (Image: Gary Horlor)

around 20 to 30 percent among living former gold miners.
The mining companies’ response has been that this disaster
is not of their making, that it has always been the state’s
responsibility to look after black mineworkers after they leave
the mine, and that the state has failed to do so.
This has also been the mines’ argument when faced with
the fact that huge numbers of mineworkers now live in
shacks. In the case of Lonmin, this argument was sent packing
in the judicial commission of inquiry into the Marikana
massacre, which, among other things, recommended that the
Department of Minerals and Energy investigate the extent to
which Lonmin had reneged on its mining licence obligations
to provide decent housing for its workers.
Unfortunately, the terms of licences to gold mining
companies do not include an obligation to provide a
modern, comprehensive occupational health service to all
workers at risk of silicosis and TB, using the benchmark of the
white miners’ historical privilege in that regard. Assuming
competent enforcement, that may be the only way to ensure
that the gold mining companies will put their money where
their mouths are in the 21st century.
In the Truth and Reconciliation Commission’s final
report on business and apartheid, Anglo American made a
valiant attempt to distance itself from the apartheid state,

insisting that it had fought apartheid measures such as job
reservation, and refused to apologise for its exploitation
of black mineworkers under the cover of apartheid rules.
It issued only one apology at the TRC relevant to this case:
when the apartheid government eased the Group Areas
Act slightly, allowing the mines to house up to 3 percent of
black mineworkers in family housing, Anglo American only
managed to get 1 percent into family housing. By the time
of the TRC report, the devastating epidemic of silicosis and
TB among former mineworkers was already known, and
the very revealing findings of the 1995 Leon Commission of
Inquiry into Safety and Health in Mines (the precursor to the
new regulatory regime under the Mines Safety and Health
Act 1996) were in the public domain. Anglo American did not
apologise for that.
At any rate, the argument of colonial and apartheid
state failure no longer holds to the same extent in the light
of the Department of Health’s recent initiatives to extend
better occupational health services to former mineworkers
using the very large quantum of largely unspent funds
from the compensation fund set up in terms of the
Occupational Diseases in Mines and Works Act. Yet still
the contribution of the mining industry to this initiative is
paltry in monetary terms.
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There is one puzzle that persists in the debate. The
incidence of silicosis in black mineworkers has risen
steadily and significantly since the 1980s, as the results of
statutory post-mortem examinations of lungs and hearts of
mineworkers who die in service from any cause, drawn on by
the mineworkers’ attorneys, reveal. The argument that this is
because black mineworkers’ contracts – and therefore their
exposure to silica dust – were lengthened in the 1980s, is being
investigated currently by epidemiologists such as Professor
Rodney Ehrlich of UCT, not without staggering difficulties.
The historian Jock McCulloch, drawing on extensive
documentary research in state archives, contends that black
mineworkers have always had a much higher silicosis and TB
incidence rates than white mineworkers, and that the mine
occupational health ‘services’ and research, and the apartheid
state’s capture or collusion machinations, were effectively a
giant conspiracy to obscure this fact. He suggests that the
difference was due to the much more dangerous levels of
exposure to silica dust that black mineworkers had to endure
because of the difference between their role in production, at
the sharp end, compared to that of their white ‘baas’, whose
supervisory role meant that he was removed from it.
In her ground-breaking book, published in 1983 – after
her assassination by apartheid security forces – entitled
Black Gold: the Mozambican miner, proletarian and peasant,
Ruth First constructed comprehensive work histories of
Mozambican gold miners who had returned to their land
in 1975 on the victory of Frelimo against the colonial
regime. The Frelimo government commissioned First to
investigate what it should do to accommodate the returning
mineworkers productively on their land. First’s research
showed that from at least the 1940s, the frequency of
contracts of these workers had markedly increased, until
by the early 1960s, most of them were effectively full-time
permanent workers on the mines, with only short visits to
their families at Christmas.
If her findings are generally true across the whole Southern
African region, the historic argument put forward by the
mining companies of ‘porous service’ by their black workers
falls away. And if that is true, then the increasing incidence
in silicosis observed by autopsy since the 1980s should be
interpreted as showing a temporary fall in incidence around

the late 1970s and 1980s from a historical high, rather than a
rise from a historically low incidence until a trend towards a
historically high incidence began in the 1980s.
We do know that from 1974 onwards, when Hastings Banda
withdrew Malawian mineworkers from the SA gold mines,
and the Frelimo victory led to an exodus of Mozambican
mineworkers until they returned in large numbers in the
1990s, there was a period of twenty years in which the mining
companies drew much more extensively on the South African
labour-sending areas, especially the Eastern Cape, and by
the mid-1980s most of these mineworkers were effectively
working on permanent full-time contracts. This substitution
of South African workers for more experienced, and therefore
more dust-exposed foreign workers, which reached its peak
and zenith in the 1990s, perhaps could have a bearing on the
significant increase in silicosis incidence revealed over the past
30 years in autopsy records.
One other reference, purely anecdotal, has a bearing on
this puzzle. In a tiny footnote in his book Labour in the South
African Gold Mines 1911-69, Francis Wilson quotes a personal
communication by a social researcher doing field work in
one of the areas from which men went to the gold mines.
‘All the men in the village had died of silicosis,’ he writes.
If that is true, and even partially generalisable, then once
again the mines’ argument about reduced exposure of black
mineworkers to silica dust falls away.
The compensation system for mineworkers was set up
early in the 20th century precisely because it was understood
that white mineworkers would not have access to expensive
common law remedies for the massive burden of disease.
State compensation was built on two principles; no fault
needed to be established, and no causal relationship
between silica dust exposure with or without TB needed to
be proved for compensation – it was deemed automatically
compensable occupational disease. Now the wheel has come
full circle. Because of the failure of the mining companies to
build a comprehensive occupational health system for black
mineworkers, we are back to a class action under common
law as the only means of redress.
www.groundup.org.za. Views expressed are not necessarily
those of GroundUp.

The incidence of silicosis in black mineworkers has risen
steadily and significantly since the 1980s, as the results of
statutory post-mortem examinations of lungs and hearts of
mineworkers who die in service from any cause [...]
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Why TB and HIV community
should care about the
private health inquiry
Umunyana Rugege, SECTION27

In South Africa, people seek their constitutional right to access to healthcare in the public sector or
the private sector, or both. Approximately 19 percent of the population or 8.8 million people use the
private health sector, with the remainder relying on the limited resources in the public sector.
The public sector continues to see stockouts of essential
medicines, and a shortage of adequate staff, equipment
and proper infrastructure. While the private sector is better
equipped to deliver healthcare services, those services are out
of reach of the majority of people. The inequality in the health
system in some ways reflects the inequality in our society.
In January 2014, the Competition Commission launched
a far-reaching inquiry into the private health sector to
understand the nature of the sector and the way it delivers
healthcare services. Ultimately, the inquiry may deliver
recommendations for changes to the system that will go
some way to address the inequalities.
SECTION27 has been involved in the inquiry from the very
start, emphasising the need for a patient-focused inquiry. The
sector is complex, involving hospital groups, manufacturers
and distributors of medicines and medical devices,
pharmacies, health professionals, medical aid schemes, and,
of course, the regulators – the Council for Medical Schemes,
Health Professions Council of South Africa and Department of
Health – all of which have a public interest mandate to protect
members of the public who access the private health system.
In 2011, Andaleeb Rinquest was diagnosed with XDR-TB.
Andeleeb spent a lot of money on doctors and tests but could
not continue to self-fund her treatment. She sought treatment
in the public sector after her health had deteriorated. The
treatment was unsuccessful and she was hospitalised again
in 2013, in a private hospital. However, Discovery Health, her
medical aid scheme, refused to pay for the full treatment of
XDR-TB and sent her to the public sector to seek treatment.
While treatment for XDR-TB is available in the public sector, it
is limited by the high cost of the drugs. SECTION27 lodged a
complaint to Discovery, alleging that the refusal to pay for her
treatment was a violation of her rights. Discovery eventually
paid for her treatment, in the private sector. Andeleeb
completed her treatment and is in good health.
Patients living with HIV have also struggled to access
treatment in the private sector. ‘ES’, a mother and teacher

living with HIV from Pretoria, is a member of Genesis Medical
Scheme. Her medical scheme told her to go to the public
sector for treatment and to get the clinic to invoice the
scheme. However, ES has not disclosed her HIV status and
fears being seen collecting treatment at her community
clinic. As a teacher, she must be in school early in the
morning and stays late, preparing lessons and helping
learners in need. She therefore has gone to a private clinic to
buy her treatment and funds the entire monthly cost herself
as her scheme refused to pay for treatment in the private
sector. SECTION27 is also providing legal assistance to ES.
The question, however, still remains: how do the majority of
patients navigate this complex system without assistance? The
health inquiry is considering these kinds of barriers to access.
All schemes are obliged to pay in full for the diagnosis,
treatment and care of HIV/AIDS and TB, regardless of the
plan the member and their dependants are on. However,
Andaleeb, ES and many others face financial hardship, debt
and despair when they try to access their rights to healthcare
services through the private sector. The health inquiry is,
among other issues, looking at the legal framework and the
ability of regulators to meet their mandate to protect all
patients. The impact of the failures in the private system on
access to health services in the public health system is also an
important aspect of the inquiry.
In February 2016, the health inquiry will hold public
hearings in which all stakeholders will participate. It is
important for patient advocacy groups to participate in this
inquiry to ensure that the commission is not only concerned
with the complexities of the companies involved in the
sector, but that the rights of those who use the system are
central to the inquiry.
At the end of 2106, the commission will publish its
final report, which may include recommendations for
reforms to the sector. SECTION27 believes that any such
recommendations must protect the rights of people in the TB
and HIV community.
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Free State
province: Is there
any hope left?

FREE STATE
IN CHAINS

Report back from the
People’s Commission
of Inquiry
into the Free State Healt
hcare System – 7-8 July
2015

Lotti Rutter, Treatment Action Campaign

This story has been told countless times. Published in a stream of newspaper scoops. Handwritten
on cardboard boxes carried by exasperated activists. In the anonymous letters of frustrated doctors.
In the statements of concerned stakeholders. In the defence arguments of the so-called ‘Bophelo
House 94’, convicted of attending a peaceful night vigil. In the reports of the South African Human
Rights Commission. Most recently, through the piles of testimony heard and analysed by the People’s
Commission of Inquiry.
The evidence is mounting and it cannot be ignored any
longer. It certainly cannot be dismissed as ‘propaganda’
from the Treatment Action Campaign (TAC). It is the voice
of the people who try to use clinics and hospitals every day,
battling inefficiencies and negligence, in lengthy processes
and undignified conditions. It is the voice of the healthcare
professionals who no longer have the time, resources or
support to provide appropriate medical care to patients.
It is the voice of the 24 percent of doctors who stopped
working for the Free State Health Department in the last year.
The reality is that while some throw parties to congratulate
themselves on ‘gains’, poor people across the Free State suffer
frustrations, indignities and tragedies within the system.
The People’s Commission of Inquiry into the Free State
healthcare system listened to these voices. It found that
little has changed since the National Health Department
investigated the province in 2008 – rather that the situation
may even have worsened. Based upon their findings, clear
recommendations have been outlined to address the crisis*.
One thing is certain, strong leadership and political will are
needed to turn things around. The question now is whether
the Free State government will hear the loud cries of this
collective voice?

We know it is difficult to hear criticism. We know it is
tough to be faced with frequent complaints. We know it is
hard to b e told you are failing. But, remember: it is not as
difficult as watching a loved one die on the side of the road
waiting for an ambulance that never arrives. It is not as tough
as being told to mop up when your waters break as you are
going through a painful labour. It is not as hard as struggling
to walk to the clinic on crutches, only to find that the stock of
pain medication has run out.
Only time will tell if Premier Ace Magashule and MEC of
Health Benny Malakoane hear these cries. But if they fall on
deaf ears, if these issues are not addressed, if justice is not
served, then we will be left with no choice but to return to
the days of civil disobedience.
Freedom or death, victory is certain.
Aluta continua!

* The report of the People’s Commission of Inquiry into
the Free State healthcare system can be found online at
www.tac.org.za/news/evidence-submitted-peoplescommission-inquiry. Alternatively email lotti.rutter@tac.
org.za to request a copy.
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Findings and recommendations of the People’s
Commission of Inquiry
Finding 1: The South African Government, in
particular the provincial Free State government,
is failing to assume its responsibility to protect
access to healthcare services, especially for the
poor in the Free State.
RECOMMENDATIONS:
1.1. A
 national task team should be established by the
National Department of Health to investigate the findings
of this report in the context of the 2007 Human Rights
Commission report and the 2009 IST reports;
1.2. The parliamentary portfolio committee on health
must hold the national and provincial executives
to account based on the commission’s findings and
recommendations, and demand that the national task
team completes its work swiftly and thoroughly, and
without political interference;
1.3. The South African Human Rights Commission should,
as a matter of urgency, return to the Free State and
investigate how the situation has changed since their
2007 report;
1.4. The Free State Department of Health should establish
a provincial task team to deal with the challenges
outlined in the commission’s findings, and openly
involve community and civil society in this process. The
department must commit to fixed time frames for this
process, and must respond comprehensively to the
issues outlined in this document within a fixed period. It
must show its commitment to move forward by setting
transparent targets and deadlines to meet its goals.

Finding 2: Shortages and stock-outs of
medication and medical supplies are chronic,
endanger the lives and health of vulnerable
people across the Free State, and discourage
people from accessing health care and trusting
in the healthcare system;

causes of stock-outs and potential solutions to
improve the supply chain.
2.1.2. The department take urgent action to address
those facilities in Fezile Dab Lejweleputswa District
reporting ARV and TB stock-outs, where close to 42
percent (13/31) of facilities reported ARV/TB stockouts.
2.1.3. The provincial department develop and implement
a provincial action plan to resolve and prevent stock
outs in the province, with clear timelines and an
evaluation of these action plans and provision for
emergencies, and focus on the worst hit districts.
2.1.4. The National Department of Health, in collaboration
with the provincial Department of Health, establish
and implement national minimum standards for
supply chain management and the resolution of
stock-outs.
2.2. The provincial Department of Health, in collaboration
with the provincial Treasury, must adequately cost the
provision of pharmaceuticals in the province. According
to the provincial Department of Health, the unavailability
of medicines in the provinces is due to “declining
provincial allocation and increasing price of medication,
including the increasing patient numbers”.
2.3. The department must, as a matter of urgency, address
the current shortage of pharmacists in the province
and ensure that it has the required funding to fill these
positions in the province.

Finding 3: The provincial emergency medical
services and patient transport systems
are characterised by long waiting times,
unreliability and indignity – all experienced in
the most vulnerable and frightening moments
of life for people who depend on these services;
and, many of the oral testimonies spoke of
people having to make out-of-pocket payments
for transport to health facilities.

RECOMMENDATIONS:
2.1. The provincial Department of Health must implement the
recommendations made in the 2014 Stock-Outs Survey in
South African Second Annual Report. Namely, that:
2.1.1. The provincial Department of Health follow
the example set by the National Department of
Health and the Limpopo, Gauteng, Northern Cape,
North West and Western Cape provincial health
departments, and engage with civil society on the
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RECOMMENDATIONS:
3.1. The Free State Department of Health, as a matter
of urgency, must address the current shortage of
ambulances in the province in order to meet the national
norm of one ambulance per 10,000 population;
3.2. The department, with the support of provincial Treasury,
should undertake a full costing of the provincial EMS
programme;
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3.3. The department must review its Planned Patient
Transport programme to ensure that patients have
access to transport to and from health facilities, to
prevent unnecessary out-of-pocket payments. This
will also help to strengthen service at the district
level and ensure the referral system between
facilities is accessible to patients, thereby effectively
operationalising the primary healthcare approach;
3.4. The department must take the necessary steps to
address the shortage in emergency medical personnel
by filling all vacant posts.
3.5. The provincial Department of Health must cut red tape
and bureaucracy – people are being shunted between
one facility and the next unnecessarily because of
processes that do not work, including a muddled
patient referral process, poor planning for patient
transport, and mismanagement of the deployment
system for ambulances.

Finding 4: Healthcare facilities in the Free
State are often in disrepair and equipment is
frequently broken or unavailable.
RECOMMENDATIONS:
4.1. In line with the recommendations made by the
SAHRC in 2009, the department must ensure that
there is adequate funding and personnel to properly
maintain health facilities, including being fitted with
the appropriate technology (medical equipment, ICT
equipment, access to internet, etc.).
4.2. The department, in conjunction with the
Department of Public Works, must strengthen the

infrastructure unit (engineers, maintenance crew,
quantity surveyors, quality control) to address
backlog maintenance, routine maintenance and
the building of new health facilities, and to prevent
any unnecessary under-expenditure of the Health
Infrastructure Grant.

Finding 5: Insufficient human resources
and poor management of human resources
prevent the fulfilment of the right of access to
healthcare services.
The findings of the 2012 National Healthcare Facilities
Baseline Audit (the ‘Audit’) corroborate the communities’
portrait of human resource shortages in the Free State. The
Audit notes the ommission of national human resource
norms as a major impediment to proper staffing and thereby
the fulfilment of the right of access to healthcare services. The
lack of national norms persists today.
At the provincial level, the Audit measured compliance
with six ‘Priority Areas on Vital Measures’. Free State healthcare
facilities were, on average, only 44 percent compliant with the
priority area, measuring whether staff demonstrate a ‘positive
and caring attitude’, and only 57 percent compliant with
requirements related to ‘waiting times’.

RECOMMENDATIONS:
5.1. The Free State Department of Health, as a matter of
urgency, must address the numerous human resource
issues, problems and challenges, including those
related to staff shortages and the impact thereof on the
provision of quality health services;
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5.2. The department must address the Report of the
Auditor General year ended 31 March 2013 and
ensure that there is a human resource plan in place,
that vacant posts are filled within 12 months and that
an organisational structure be in place based on the
department’s strategic plan;
5. 3. The provincial Department of Health should carry out
investigations into each allegation made in the verbal
and written testimonies with regard to health personnel
failures – including neglect and bad attitudes – and that,
following this investigation, disciplinary action be taken
where appropriate and compensation be paid out to
victims of neglect or ill-treatment;
5.4. Leaders at the provincial Department of Health must
pay attention to staff complaints – working conditions
for nurses, doctors, paramedics and ambulance drivers
are far from ideal. Senior officials must communicate
with staff on the ground to understand the failings in
the system and to rectify these with better planning, ongoing training, support, and provide adequate facilities
and supplies in the clinic and hospitals where they work;
5.5. Improved staff support systems should be put in place
by the provincial Department of Health. Staff are aware
of the constant projection of failure in the health system
and are sensitive to the fact that, ultimately, healthcare
workers themselves become victims to the system
and are alienated from what they know to be proper
professional conduct. Healthcare staff choose this
vocation because they care about individuals. However,
they are constantly susceptible to failure because they
do not have the time, tools, or medicines to do their
job properly. Support systems must urgently be put in
place to deal with the systemic psychological and social
malfunctioning of the entire system of healthcare in Free
State. Stress, exhaustion, and burn out as a result of the
malfunctioning system can manifest in the mistreatment
of patients by staff. Wellness sessions and psychological
evaluation relating to individual suitability to work in this
sector should be established;
5.6. The National Department of Health must rapidly finalise
and clarify its national community healthcare workers’
policy, and the provincial Department of Health must set
in place a transparent plan to re-employ the Free State
community healthcare workers under dignified and
formalised working conditions.

Finding 6: Whistleblowing and candid
engagement with the provincial department
by healthcare personnel and/or the public
is discouraged and at times met with severe
intimidation.
RECOMMENDATIONS:
6.1. The National Department of Health must ensure that
safe mechanisms are in place within the provincial
Department of Health for staff and patients to
communicate their experiences of the healthcare system
in the Free State;
6.2. That the provincial government must create a
system whereby management teams regularly visit
communities to see and hear the needs and concerns of
citizens first-hand.

Finding 7: There is ineffective, unresponsive
and unaccountable leadership, particularly from
senior officials in the provincial department.
RECOMMENDATION:
7.1. That the MEC for Health and other responsible
individuals be held accountable for the failings in the
healthcare system in Free State. It is essential that
those in positions of power set higher standards of
professionalism and respect for patients.

Finding 8: The provincial health department
has a history of poor planning, budgeting,
expenditure and oversight.
8.1. That the Free State Department of Health must
communicate what the annual budget is per clinic and
facility. This information should be displayed clearly at
all facilities, to be monitored by those who use it;
8.2. The department must ensure that clinic committees
and other structures understand that their
responsibilities include monitoring the resources that
ensure the proper running of health facilities, and
that these structures are supported by the provincial
department.

“...the MEC for Health and other responsible
individuals be held accountable for the failings in the
healthcare system in Free State.”
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TESTIMONIES
Interviews by Ufrieda Ho

Betty Mabuza, Welkom
Talking about the child she lost isn’t easy for Betty Mabuza. The 31-year-old says some days she
manages to talk about the baby boy, who would have been her second child, without a tear falling.
Most days, though, she crumples in a heap of heartache and despair.
‘Sometimes I am at the PEP Stores and I see all the baby
clothes they have and I can’t help thinking about him,’ says
Mabuza, breaking down. It’s only five months since the ordeal
of losing her child.
Mabuza gave testimony even though she knew it would
stir up raw emotions; she wanted to be heard. She says she
knows she should have been given better care and she knows
that, had nurses and doctors done better, her boy would have
had a fighting chance.
Mabuza arrived at the commission as part of the Welkom
delegation giving testimony on day one. She’s a resident in
Tshepong, near Odendaalsrus.
Speaking through an interpreter, she said: ‘I fell pregnant
last year and by February this year I had done my whole
nine months. I was last at the Tshepong Clinic in February
with pains but the sister told me she couldn’t transfer me
to Bongani Hospital because my tummy was inconsistent
– sometimes big and sometimes small. They just gave me
medication and told me to go home.’
Days later though, she felt pains she couldn’t understand
so she returned to the clinic, where she was made to wait
before nurses told her her appointment dates were wrong
and that she should walk to the hospital if she wanted help.
‘I started to walk home. On the way I did a call-back to my
mother and, when she phoned, I said to her: “Mama I think I’m
about to give birth, but I’m still walking.” I just had to walk and
pray. I begged God,” she says.
Tears roll down Mabuza’s cheeks. She made it home and
got to the Bongani Hospital that morning. But there she
would undergo more humiliation and maltreatment, she says.
‘When I got to the hospital, the sisters told me to sit and

wait, and I waited for hours in pain. It was after 3 pm in the
afternoon when they took me to a bed and they told me to
sit upright. I was checked by more than 10 nurses and they
all said they could feel nothing, and said there weren’t any
problems and I should wait for the doctor,’ says Mabuza.
When the doctor arrived though, he had the most
devastating news for her. ‘He looked at me and told me to
just rest and sleep on the bed. Then he examined me and
he looked me in the eyes and said angrily: “What does it
mean if the baby’s heart is not beating?” I just kept quiet,’ she
remembers.
Then the doctor said to her: ‘This child you are carrying
has been dead since January.’ Repeating these words leaves
Mabuza sobbing.
It wasn’t the end. She was left in the room alone, even
as labour had started. She says: ‘A nurse came in and just
said, “Are you able to give birth on your own?” I knew I
couldn’t but only later, when I looked down and the head
of the baby was already coming out, did the nurses come
to help me.
‘I pushed so hard I thought I was going to die. They
showed me my baby. It was terrible, my child was rotten,’ says
Mabuza, choking back tears.
Worse still, straight after this traumatic process, the nurses
made her wait in the corridors, without counselling, a kind
word, or bathing her. It was only when the nightshift nurses
arrived on duty that she was bathed.
That day in hospital was months ago, but the sadness
hasn’t left her. Her pain and trauma remain. She says: ‘I don’t
eat a lot, I think about him a lot. I think that if my child could
be dead inside of me for so long then I should die too.’

“They showed me my baby. It was terrible,
my child was rotten.”
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Vele Gadebe, Harrismith
Vele Gadebe is a doting grandfather; he loves two-year-old Melokuhle. But much as he wishes all that’s
wonderful in the world for her, he knows she will never have one of the most precious things: she’ll
never know her mother, Thandeka.
Thandeka died when Melokuhle was just three months old.
Gadebe will never forget the days leading up to his 22-yearold daughter’s death. It’s what’s brought him to the People’s
Commission of Inquiry.
The Harrismith local’s testimony is of the callous attitude
of nurses, ‘too busy to give his child oxygen’, ambulances that
never arrive, bureaucracy, bullying, and no one with answers
or willing to take responsibility.
It started after his daughter had a caesarean section.
Thandeka started coughing badly and Gadebe ended up
taking his daughter to the Thebe Hospital near their home.
But doctors there only see patients between about 8 am and
1 pm, says Gadebe, despite the fact that people arrive hours
earlier to queue and that there are still people in the queue
after lunch hour.
‘The nurses just told me, “you can write your complaints in
the book” when I complained,’ says Gadebe.
He took his daughter to a private doctor, someone he
identified as ‘Dr Lucky’. By this point Thandeka was weak,
unable to walk or to lift herself from a prone position.

‘Dr Lucky told us to take her to the hospital and said we
should call an ambulance, but the ambulance never came. In
the end Dr Lucky took us there himself because he knew that
she might die,’ says Gadebe.
He adds: ‘When we arrived at the hospital I asked for a
wheelchair and some help to carry my daughter from the
car. The nurse pointed to the wheelchair and told me I had to
abide by her rules or leave the hospital.
‘When I asked her for something to help my daughter
breathe, she said she was busy and I would have to wait – she
was too busy to give oxygen for my child to breathe.’
Finally a doctor appeared. Gadebe complained to him and
all he did was to give him a number for the hospital where
he could lay a complaint. While the doctor saw to Thandeka,
Gadebe tried to lay a complaint, and the supervising nurse
who was had bullied Gadebe disappeared.
Moments later, though, the doctor reappeared.
‘He said, “Who is the father of this child?” and when I said
it’s me, he told me he wanted to talk privately with me. My
daughter had passed on. That is how it ended.’

“When I asked her for something to help my
daughter breathe, she said she was busy and I
would have to wait – she was too busy to give
oxygen for my child to breathe.”
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Rural mental health matters
Shannon Morgan, The Rural Mental Health Campaign & Kate Sherry, Rural Rehab South Africa

It has been two years since the National Mental Health Policy Framework and Strategic Plan (20132020) was released and very little progress has been made in realising the commitments made within
its pages. While mental health remains poorly recognised and resourced across the health system, rural
communities are often the hardest hit by the lack of services. In 2014, concerned stakeholders united
to launch the Rural Mental Health Campaign, based on the belief that there is “no health without
mental health” and that every person has the constitutional right to have access to the best possible
mental health care, regardless of where they live.
On World Mental Health Day, the campaign released a
report that highlights the state of rural mental health care
in South Africa and the shocking inequalities that still exist
within our health system. The report is based on the real
life testimonies of mental health care users living in rural
areas in the Eastern Cape, Kwa-Zulu Natal, Limpopo and
North West, as well as contributions from experts in the
field on aspects such as state budgeting for mental health,
human resources, access to medication and the need for
rehabilitation.
Rural areas in South Africa account for 40-45% of
the population but still remain the most underserved
and marginalised. Human resources for health are
overwhelmingly concentrated in the private sector, and
of the minority who work for government, only a fraction
choose to work in rural areas (see box on opposite page).
Ongeziwe from the Eastern Cape expresses his frustration
at the lack of psychiatrists in his area: “I need to see the
psychiatrist to discuss my case as I would like to know if I am
better now. I am just drinking medication again and again
forever. I would like to know the name of my illness and what
caused it.”

According to Daygan Eager, from the Rural Health
Advocacy Project, provinces spend only a tiny proportion
of their health budgets on mental health, despite the fact
that neuropsychiatric disorders now rank third in their
contribution to the burden of disease in South Africa. In
Gauteng, North West, Mpumalanga and Northern Cape, this
amount is a mere 5% of the total provincial health budget.
Hendry, a mental healthcare user from Tzaneen, says: “The
clinic is always full so I do not receive any counselling from
the clinic and I also wait for a long time to get medication.”
Patrick from Limpopo adds: “Sometimes the medication is
not available and I am referred to the hospital that is far and
even there the medication is not available. Two months I did
not receive Haloperidol2 as it was not available.” The Stop
Stock Outs Campaign found that psychiatric medications
accounted for 10% of reported medication stock outs
between January and July 2015.
For many rural people with mental health conditions, the
cost and logistics of accessing distant mental health care
services are prohibitive. In a rural village in the Eastern Cape,
where ambulances are seldom seen, a private vehicle can
2. Antipsychotic medication.

KEY FINDINGS: Mental health services in rural areas are
still largely inadequate, due to:
• Inaccessible services, mostly sited in urban tertiary
centres;
• Grossly inadequate budget allocations by provinces;
• Frequent drug stock-outs, leading to high relapse
rates;
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• Lack of human resources for mental health
• Lack of psychosocial rehabilitation, resulting in poor
recovery and “revolving door” care
• Stigma and discrimination

cost up to R600 (one way) to transport an ill person to the
nearest hospital. As a result, many remain on suboptimal
treatment regimes, with sustained ill health and often serious
side-effects from the medication over time. The costs of
accessing regular treatment also plunge households even
deeper into poverty, affecting the health of the entire family.
But medication is only one aspect of mental health care.
Without community-based support structures and skilled
psychosocial rehabilitation, people with mental illness may
remain excluded from society, and fail to fulfil their potential
as workers, breadwinners, parents, neighbours, and members
of society. This is a cost our country cannot afford, and yet
planning and budgeting for rehabilitation continues almost
non-existent – despite its central place in the Mental Health
Strategic Framework.
Mental health is not a separate issue from physical
health, or indeed from some of the National Department of
Health’s priority conditions. Anele Yawa, from the Treatment
Action Campaign, points out the close links between HIV/
AIDS and mental health: “Learning that one is HIV positive
can be very traumatic. Stigma is still rife in many of our
communities and many of us struggle with both external
and internal stigma. Too often we suffer our mental health
problems in silence and in shame.” He also suggests that
mental health problems may be a significant factor in the
high rate of loss to follow-up in HAART programs, currently
estimated at 40% at three years.
Thembelihle, who is HIV positive and a mental health
care user shares her challenges in accessing mental
health care services in a rural area of Kwa Zulu Natal. “I
was diagnosed with HIV in 1999 and then I was initiated
on ARVs in 2004. As time went on I developed a mental
health problem due to stress, and I started mental health
treatment in 2010. To access ARVs is not a challenge – it is
easily accessible. Doctors are always available when I am
booked for an appointment. All services are in place. The
challenge that I have is that mental health hospitals are
very far from where I live. I need to take one or two public
transport to reach the place.” The message is clear: without

Human resources for
health:
• 84% of the population accesses public sector
health services which is served by 30% of
the country’s doctors. The private sector only
accounts for 16% of the population but is served
by 70% of the county’s doctors.
• In South Africa only 12% of doctors and 19% of
nurses work in rural areas.
• There are 2.6 occupational therapists and
psychologists in the public sector for every
100 000 people
• And only 1.2 psychiatrists in the public sector for
every 100 000 people
• There are seven times more psychologists and
three times more occupational therapists in the
private sector

integrating mental health into all health care, we may well
fail to achieve other health system goals.
These are the real life experiences of South African who for
too long have been overlooked and forgotten. The Campaign
draws attention to this crisis in the right to health and dignity
of some of South Africa’s most vulnerable citizens, and
sounds a call to action. The National Mental Health Strategic
Framework was an important step: now let us continue to
move forward.
To view the full report, go to www.ruresa.com/projects-campaigns.html
For more information on the Rural Mental Health Campaign,
and to donate to our work, please contact Shannon Morgan
at ruralrehabsa@gmail.com
Credit: Mental Health Matters Magazine by SADAG

Mental health is not a separate issue from
physical health, or indeed from some of
the National Department of Health’s priority
conditions.
NSP Review #14 2015
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16 years ago Khayelitsha was TAC’s first branch. Today there are over 60 branches in Khayelitsha alone and more
than 250 across the country! TAC branches are composed of people with HIV and TB, users of the health system,
intimately aware of how it works or doesn’t.
In Khayelitsha over the years TAC has worked with health professionals and Doctors without Borders in
particular to introduce programmes for Prevention of Mother-to-Child transmission, then antiretroviral
treatment; it has distributed millions of condoms leading to a decline in Sexually Transmitted Infections.
Now it has evolved into an organisation which whilst keeping its focus on HIV is looked to by the community
to address many other challenges in the health system, most recently the problem of neo-natal mortality,
disability and substance abuse.
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In the beginning
there was the TAC
Feature and images by Nomatter Ndebele, NSP Review

It takes a special kind of person to work for the Treatment Action Campaign; in fact, one probably has
to be a little crazy! There are no office hours, and often it seems that ‘after hours’, are the only hours.
You can never not answer the phone, and when you do, you have to have a solution. And, if you work
for TAC Khayelitsha, in the third biggest township in the country, you represent the social justice
movement’s oldest and most established branch.
The Khayelitsha TAC office doesn’t look like much from the
outside. It’s a plain yellow-brick building sandwiched between
a cell phone shop and a furniture shop at the end of the
bustling and noisy Nonqubelo Taxi Rank. Like this building, the
organisation itself is an unassuming structure. It showed up
one day, facilitated invaluable change, without ever changing
itself, and never broke down. Almost 17 Years ago, the TAC
decided that enough was enough. A few brave citizens took
a stand against large pharmaceutical companies, challenged
a government, changed the narrative of HIV/AIDS, and saved
millions of lives. And every day, they do it again.
South Africa has the largest ARV programme in the world,
with over three million people accessing the life-saving
drugs. But only a few people can tell you what it was like
to see people dying like flies in the early 90s before the
programme was introduced. Only a few people can tell you
what it was like to be the first to speak out about HIV/AIDS at
a time where nobody wanted to speak out.
When brave and resolute TAC volunteers in the Western
Cape took to the streets in HIV-positive T-shirts 17 years ago,
they had no way of knowing that, in time, they would be
present in medical facilities, schools, homes and community
centres, encouraging people to take treatment.

It became the duty of ordinary citizens who had seen
loved ones die, who themselves were dying, to fight for
everyone who was infected and affected by HIV/AIDS. And
what a battle it was – fought on ideological, political and
socio-economic fronts, and changing South Africa for the
better.
There are now hundreds of small community TAC
branches all over the country, focused on making the South
Africa health system work for and with its citizens. This a
great achievement, but it is good to take a moment to reflect,
to see where we came from, what we changed, who we
changed, and why we changed things.
Over the years, the TAC has become more than just an
organisation that deals with ‘sick people’. It has become a
cornerstone for many communities, providing invaluable
assistance to the marginalised.
The following pieces were collated from the TAC in the
Western Cape. These individual testimonies, and stories of
working partnerships are just a snippet of the work done
by TAC. And when hundreds of voices echo in the streets,
and across the country, singing ‘Sihamba noTAC thina’, it is
a sincere commitment to moving forward towards a better
South Africa for all.

•

Over the years, the TAC has become more
than just an organisation that deals with ‘sick
people’. It has become a cornerstone for
many communities, providing invaluable
assistance to the marginalised.
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Mandla Majola, provincial coordinator of the TAC Western Cape
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Mandla Majola: Finding
his life’s path
When Mandla Majola joined the Treatment Action Campaign (TAC) his father was not impressed. He
had sent his son to study law in the hope that one day he would be somebody. Instead, Mandla gave
it all up to join a group of old women walking around in T-shirts that said ‘HIV-positive’. At the time it
seemed a frivolous cause, maybe even an illegitimate one. But when the disease found its way into
their family, Mandla realised he was in it for the long run.
The death of Mandla’s aunt was a difficult time for his family.
She had been clear about her HIV status but the family elders
were still in denial. Their explanation for her death was that
their child had been bewitched. ‘The family never spoke
about her cause of death,’ recalls Mandla.
After his aunt’s death, Mandla was determined to find
out more about HIV/AIDS and make a difference to people’s
lives. It was never a selfish decision. Commenting on why he
decided he had to be part of the movement all those years
ago, Mandla speaks about growing up in an environment
that taught him about the importance of community.
‘It’s always about your neighbour; it’s a foreign thing to
think about myself and my family. I worry about the child
next door, I didn’t grow up in an environment that says it’s
not my business,’ he says. It is this attitude that allows him to
declare himself a humanist.
Today, Mandla is the Western Cape’s provincial
coordinator, overseeing 60 TAC branches in Khayelitsha. The
TAC has come a long way from its humble beginnings at the
Klipfontein branch, where they started with 30 members.
‘Our meeting venue was tiny, and most people were standing
outside listening in through the windows,’ says Mandla.
Back then, Mandla says the TAC was no more than a group
of women who had to build a bigger network. Although
HIV/AIDS affected both men and women, it was always the
women who felt its wrath, and who became caregivers to
the sick. Grandmothers had to nurse their children back to
health, and looked after orphaned children. Now, the TAC’s
leadership is dominated by women.
As long as people are dying from HIV/AIDS, the TAC
will be relevant. The organisation has lasted over the years
because of its understanding that some battles cannot be

won in isolation. It is imperative that they create working
relationships with other organisations. Because it is always
the first to extend a helping hand to partner organisations, it
is never short of assistance when it is required.
But there are still issues that Mandla worries about,
including finances.
Recently, the TAC has been going through a very
difficult financial period, funding is drying up, and without
financial muscle, it is difficult to continue treatment literacy
programmes and the other programmes the TAC provides for
the community.
Mandla is also concerned about the disconnection
between issues identified at district level offices and those
at the national office of the TAC. One such issue is substance
abuse. ‘Many people think it’s irrelevant but we see so many
14-year-olds being abused because they are busy with tik,’
says Mandla.
‘The only thing that they have is sexual intercourse to
get money, and that is a direct threat to our prevention and
strategies of HIV,’ he explains. But, ‘If there is no funding for
drugs and substance abuse, we can’t address these issues
and then we are irrelevant,’ he says.
While the TAC has come a long way, there is a lot more
work to be done. There are many social ills and socioeconomic inequities that continue to drive the spread of HIV/
AIDS. There are still many people who do not know enough
about HIV/AIDS, and there are even more people who rely on
the TAC to keep up the good fight.
While some argue that TAC is an organisation that is
impatient in its activism. Mandla is adamant that they cannot
be anything else. ‘We are activists, we can’t wait for the
government when people are dying now.’

•

After his aunt’s death, Mandla was determined to find out more
about HIV/AIDS and make a difference to people’s lives.

NSP Review #14 2015

55

FEATURE

WESTERN
CAPE TAC

Nompumelelo Matangana has worked tirelessly to ensure that the work done by the TAC filters down into the
working relations of healthcare workers.
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‘I felt the wrath of HIV’
It was a poster that read ‘HIV Testing’ that changed Nompumelelo Mantangana’s life. In 2000, she was
a nurse at Nyanga Junction and every morning she would come to work and see a poster on the wall
that encouraged people to come and test for HIV. Despite this call, the clinic was not able to conduct
testing every day because the clinic psychologist was not available for counselling.
‘I was so frustrated, and I demanded training,’ says
Nompumelelo, now provincial chairperson of the TAC.
Her request was granted. But when she started testing
people, Nompumelelo says that is when she really felt the
‘wrath of HIV’. At the time Médecins Sans Frontières (MSF)
was providing ARVs in Khayelitsha, so she referred many of
her patients there.
Although it seemed the best solution at the time,
Nompumelelo was still unhappy. ‘It was unfair for people
to go so far, I didn’t understand how people could not have
treatment in South Africa, how only people with money
could access medication,’ she says.
Two years later, this very frustration hit closer to home.
Nompumelelo’s brother was diagnosed with HIV in 2002.
She tried everything she could, but still she was unable to
get medication for her brother, leading to his death. When
she suffered the same experience with a second brother,
Nompumelelo didn’t need anything else, or anyone else, to
tell her that she needed to be part of the solution.
Throwing herself into the Treatment Action Campaign
(TAC), Nompumelelo got involved in door-to-door campaigns
that mobilised the community and educated them about
HIV/AIDS. In the beginning, there wasn’t a single NGO in
Gugulethu, recalls Nompumelelo and only 10 people were on
medication, but these 10 people were empowered and able
to empower those around them in turn.
Fifteen years on, Nompumelelo says, ‘the TAC is working
wonders in Khayelitsha’. It has managed to change the

mindset of healthcare workers and has won them over. But
relations between TAC members and healthcare workers
weren’t easy in the early days. ‘The healthcare workers felt
under pressure and threatened by the TAC,’ she says. Being a
healthcare worker herself, Nompumelelo made an effort to
show other community workers what the TAC was about, and
why it was important for the communities to have a working
partnership. So she went about recruiting as many colleagues
as she could to join the TAC.
Today, the TAC has a working partnership with all of the
clinics in Khayelitsha. On any given day, you will find a TAC
volunteer providing treatment literacy of HIV/AIDS in the
waiting rooms. The organisation has strong relations with
facility managers, and is able to raise issues of the community
to the higher management teams of the facilities. This work
on the ground, is the real indicator of the TAC’s relevance,
says Nompumelelo.
‘The TAC is still relevant: its strength is not in offices – it’s
in provinces, it’s in branches,’ she says. The closer the TAC is to
people, the better it works, and many lives are changed. While
she is aware that there is a lot more work to be done, there is
still time to reflect on the gains that the TAC has made.
In 2010 Nompumelelo was selected to go to New York,
to accept an award for the best community movement on
behalf of the TAC. That experience further solidified her
commitment to the movement. ‘If we can be recognised
internationally, it means we can be around for a longer time,’
she says.

•

‘The TAC is still relevant: its strength is not
in offices – it’s in provinces, it’s in branches,’
she says. The closer the TAC is to people, the
better it works, and many lives are changed.
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Angy Peter (above) shares a lighter moment while telling of her experiences with the TAC and below in one of
the TAC T-shirts.
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Becoming a believer
If it wasn’t for the TAC, Angy Peter would never have started taking ARVs.
When the fight against HIV/AIDS started, there were two
teams: the believers and the non-believers. At the time, our
president, Thabo Mbeki, and Minister of Health Dr Manto
Shabalala Msimang were non-believers. They told many
South Africans that HIV/AIDS was not a real thing and,
unfortunately, many of them, like Angy, believed them.
‘I didn’t have time for ARVs. The minister was telling us
that we just needed to eat beetroot and vegetables; this
was someone who was educated, of course I listened to her,’
she says.
Angy was halfway there: she went to the clinic regularly
for checkups but always returned home to her two litres of
maas and garlic mix, which she kept in the fridge. She had
accepted her status, but she was not going to take ARVs.
Angy first encountered the TAC when she was sitting
at the clinic. ‘I remember I was patient number 15 and
there was this lady who was speaking about HIV, and I
was interested because I wanted to know more.’ Her first
impression of this woman was that she was incredibly smart
and obviously had to be someone very important to be able
to stand up in front of group of people and speak so frankly
and accurately about HIV.
Angy enjoyed attending support groups, she never
missed a single session. But when the question of ARVs came
up, she would just glaze over the topic. She had her garlic mix
and she was making a memory box of her life. In her mind,
she was set, there wasn’t anything else that she needed.
One of her friends, now colleague, would often bring up
the topic of ARVs. For months she would say to me, ‘Come
on Angy, just try. I mean, look at me. I am taking them and I
am fine.’
These conversations and her exposure to treatment

literacy were eventually enough to convince Angy. She joined
the believers and traded in her garlic mix for ARV treatment.
Ten years later, she is a staff member at the TAC, preaching
the gospel of ARVs to hundreds of people everyday.
Angy still remembers the first march she attended. ‘I was
wearing the red HIV T-shirt and it was the biggest march I had
ever seen,’ she says. On that day Angy also discovered that
normal working hours were not a thing. Whenever there was
an emergency, the TAC had to be there. Towards the end of
their march, they heard that xenophobic attacks had broken
out and that hundreds of foreign nationals were being
displaced. The TAC ended the march and headed straight to
a community hall, where they jumped right in to feed the
displaced and ensure that they had a place to sleep.
‘That was when I realised that money was no more
important than a person’s life,’ she says.
Angy was earning a stipend of R800. It was not much
but that didn’t matter to her: she was making a difference
to people’s lives, she had a passion for it, and that was what
mattered the most.
Over the years, Angy has come to appreciate the
transparency and honesty of leadership within the
organisation. She recalls a day when they received some
money from a donor. She and a colleague were called to
the boardroom and had an open discussion about where
the money came from and what was going to be done
with it. ‘That was the first time I ever saw money handled
transparently,’ she said.
Angy also enjoys the fact that she is free to go about her
work without being constantly monitored. The openness
allows people to work to their fullest capabilities; the staff
come to work, because they want to be there.

•

‘I didn’t have time for ARVs. The minister was
telling us that we just needed to eat beetroot
and vegetables; this was someone who was
educated, of course I listened to her,’ she says.
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Reverend Xapile (above), says the TAC still needs to tap into rural communities to educate them about HIV/
AIDS. Photographs (below) of Reverend Spiwo Xapile hanging in his office at JG Zwane.
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The broad church of the TAC
There was a time when HIV/AIDS was the biggest taboo. People shut their doors and turned away from
people with HIV. However, one church took a bold move to speak openly about HIV and encouraged
people from the congregation to engage with HIV, to learn more, and share their experiences whether
infected or affected by AIDS.
JG Zwane church in Gugulethu, has been around for many
years, the entrance hall is decorated with photos and
short stories of people who were involved in the apartheid
struggle. It has always been a church that has been highly
involved in community issues. When HIV/AIDS came to the
fore and devastated many families, there was no way the
church could sit back and do nothing.
‘People thought that HIV was God’s punishment, but if
that was the case then we should all have had it, because we
are all sinners,’ says Reverend Spiwo Xapile.
Reflecting back on his relationship with the TAC, the
Reverend recalls how difficult it was to bring HIV/AIDS to the
congregation.
‘Some people left the church, they did not want to be part
of a church that associated itself with HIV,’ he said.
It was one thing to speak openly about HIV within the
congregation, but getting people to fully engage the issue,
and fight the stigma around the disease was another thing.
That was where the Treatment Action Campaign (TAC)
came in.
There are two things that define the TAC for Reverend
Xapile: their ability to educate and their ability to engage
people with no formal education.
When it comes to sexuality, there are some areas that
the church cannot delve into. ‘I often see the congregation
thinking to themselves, does the pastor know about these
things he is talking about,’ he muses.
The TAC fills that gap for us, they are far removed enough
to be able to speak openly and frankly, yet at the same time
they are close enough that the congregation listens, respects
them and really takes their education to heart, he explains.
While the TAC has made huge strides in the Western Cape,

Reverend Xapile does not believe their work is done. ‘There
are still many rural communities that are still untapped, what
will happen if we never reach them?’ he says.
At the time of this interview, it was day three of the
nationwide #FeesMustFall protest. University students
all over the country demonstrated against the high price
of education. ‘We are sitting at the dawn of a struggle of
education, but it’s not just the university students, that
need education, the community needs education ,’ says the
Reverend.
Despite having won the battle around stigma within his
own congregation. Reverend Xapile is well aware that there
are many churches that still have a long way to go. ‘I was
disillusioned when I had to try and make people see the
obvious,’ says the Reverend.
Sometimes it is difficult to marry the teachings of religion
with reality. Often people are willing to suffer on earth in the
hope that things will be better in the afterlife. ‘There is this
idea that things that don’t work here, will work in heaven, but
actually God wants us to create something new in this world,’
he says.
Whatever their religious affiliations, the TAC has ensured
that people are educated about HIV. ‘You know, I think that all
those people that work there are atheists, but they have such
a deep understanding of humanity,’ says the Reverend.
Humanity is at the centre of the TAC story. And, it is a love
for humankind and the desire to see an end to suffering that
drives the relationship between JG Zwane and the TAC. The
TAC holds a special place in the church as evident in one of
the pictures in Reverend Xapile’s office: alongside a big cross
is a framed photo of him in the TAC’s iconic HIV-positive
T-shirt.

•

“There is this idea that things that don’t work here, will
work in heaven, but actually God wants us to create
something new in this world.”
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MaDlamini (above) is determined to get justice for the death of her daughter, Tamara. Photographs of
Tamara’s injuries (below left) after she was beaten, before being discharged, and a picture of Tamara.
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Losing Tamara: the TAC
and MaDlamini head to
parliament
MaDlamini tells the story bravely, she does not falter at any point in her narrative, and is happy to
backtrack to fill in missing gaps she remembers as she goes along.
MaDlamini’s daughter looks just like her. She hands me a
photo of a smiling girl in a red soccer jersey. ‘This is Tamara,’
she says fondly.
‘My Tamara was absolutely fine, but after the operation,
she was never the same again,’ says MaDlamini.
In 2010 Tamara underwent an operation to ease the
migraines she had been suffering from. A scan revealed
that a cyst on her brain that was the cause of her migraines
and she was admitted to Khayelitsha Day Hospital to
undergo surgery.
A day later, MaDlamini was surprised when she arrived
at the hospital and found Tamara, who had just come out
of surgery, in a normal ward and apparently ready to be
discharged.
‘It did not make sense to me at all, after such a huge
operation I expected to her to be in ICU to recover, but
when I arrived they told me that she was being discharged.’
Tamara was in no state to leave the hospital as she was

still semi-conscious. Despite this, nurses insisted that she
was ready to go home. MaDlamini, demanded to see the
doctor that had conducted the operation and she was
told that he was not available as he had gone overseas.
MaDlamini had come to visit Tamara after work, it was very
late and she had not organised any transport to take her
daughter home. She tried to explain this to the nurses and
asked for a wheelchair, which she was denied, and she was
told to hire a car to take her home.
MaDlamini took Tamara home, but she was not going to
sit back. She decided to go to the media and tell them how
her daughter had been treated. She was interviewed by a
local newspaper, and after the paper contacted hospital
officials, MaDlamini received a call, begging her to not to
publish the story, and rather to come in for a meeting to
discuss a way to help Tamara. MaDlamini agreed to attend
the meeting, but made it clear that she was still going to
publish her story.

MaDlamini took Tamara home, but she was not
going to sit back. She decided to go to the
media and tell them how her daughter had
been treated.
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MaDlamini arrived at Khayelitsha Day Hospital and
expected to see the doctor that operated on Tamara.
Instead, she received an apology and was told that Tamara
had been wrongly discharged and that she was to bring
her back.
That should have been the end of her problems. It
sounded like everything would be taken care of. The
hospital was to fetch Tamara and take her to a facility of
MaDlamini’s choice for rehabilitation. MaDlamini chose the
facility that was nearest to her, and gave consent for Tamara
to go.
At this point, Madlamini thought that her daughter
would be taken care of. But that was not the case. Tamara
spent two days at the rehabilitation centre, but was not
attended to at all. When MaDlamini would visit her hospital,
the nurses would look at her and say, ‘Oh look, here comes
the newspaper lady.’
For days, MaDlamini went back and forth between
Khayelitsha Hospital and the rehabilitation centre trying
to get someone to see to her daughter, but nobody was
willing to assist her. She was given conflicting information
about who was responsible for her daughter and where she
would be attended to.
And yet again, MaDlamini received a call one afternoon
telling her to come and fetch Tamara as she was being
discharged.
As before, Tamara was in no condition to be discharged.
‘My child did not look okay,’ recalls MaDlamini, ‘but what
could I do? I started to dress her to take her home.’
When her mother undressed her, she found that
Tamara had been severely beaten. Her body was covered
in welts and bruises and her hip was broken. Tamara was
disorientated unable to speak.
There was another patient sitting in the waiting room.
MaDlamini asked her if she had seen what happened to
Tamara. The lady told her that she didn’t know anything, but
that whenever the nurses went to see Tamara, they would
always close the curtains around her bed.
MaDlamini demanded to see the doctor: she wanted

to know what had been done to her daughter, why and
by whom. When the doctor came, his response was that
Tamara had not been beaten, and that all the marks on her
body were caused by the bed sheet.
MaDlamini throws her hands in front of her in
exasperation. ‘How can a sheet leave such marks on a
person?’ To this day, she still doesn’t understand. Without
any further explanations she was told to take her daughter
home, as there was nothing else to be done for her.
‘I took Tamara home, and I did my best to take care of
her, but she left us in April of this year.’
Despite being turned from pillar to post at the hospital,
MaDlamini refused to give up. She wanted answers,
she was not prepared to let her daughter die in vain. So
MaDlamini turned to the TAC. The organisation intervened
on her behalf, attending all meetings with her and making
sure there was enough pressure on the hospital officials
to conduct a full investigation as to what had really
happened.
After countless meetings, and little support from the
hospital, MaDlamini’s case was escalated to a portfolio
committee in parliament.
‘I’ve been all the way to parliament about this case,’ she
says.
MaDlamini is not ready to give up the fight. She pauses
for a minute thinking about what it is that she really wants.
‘I lost Tamara, so I have already lost everything, but I want to
know who was responsible,’ she says.
Mike Hamca, of TAC Khayelitsha has assisted MaDlamini
throughout her case, and he is adamant that the truth will
be revealed. Over the past few months, the TAC has been a
pillar of strength for MaDlamini. It has stood up for her and
encouraged her not to give up.
‘If it wasn’t for the TAC, I don’t know where I would be.
I’m just a cleaner, and I have no money but the TAC didn’t
look at that.’
An investigation is pending on the matter and
MaDlamini is currently waiting to hear back from the
portfolio committee that has taken up her case.

•

MaDlamini throws her hands in front of her in
exasperation. ‘How can a sheet leave such
marks on a person?’ To this day, she still doesn’t
understand.
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LT. Colonel Masiba of the FCS unit at the Khayelitsha Police Station.

TAC AND THE POLICE

Building trust with the police
It is 10 am on Tuesday morning. TAC volunteer Lumkile Sizila has arrived unannounced at the
Khayelitsha Police Station to speak to Lieutenant Colonel Masiba, the unit commander of the family
and children sexual offences unit (FCS) that works closely with the Treatment Action Campaign (TAC) in
Khayelitsha.
Lt Colonel Masiba isn’t fazed by Lumkile’s surprise visit. ‘This is
what they do, they just arrive,’ she says laughing. She takes a
more serious tone when she explains that her door is always
open to the TAC: ‘They are the community, we must respect
the community,’ she says.
The FCS unit at the Khayelitsha Police Station, deals with
rape cases, and other sexual offences for minors under the
age of 12. When it is quiet, they deal with five cases in a week,
and when its gets busy, especially towards the festive season,
the unit can deal with 10 to 12 cases.
Across the country, ordinary citizens have had difficult
relationships with the police; Khayelitsha is much the same.
There is a strong belief among communities that if you do
not know someone personally within the police force, it is
unlikely that your case will be attended to.
This belief is an perception that the colonel does not
deny. She speaks frankly about the community’s lack of trust
in the police – it is the reason the TAC-FCS relationship is so
important.
Because the TAC belongs to, and is so well-entrenched
in and trusted by the community, people who need the
help of the police will often turn to the TAC for support. ‘The

community trusts the TAC, and that gives us an opportunity
to make sure that we filter the right information to the
community,’ says Colonel Masiba.
The TAC has become a mouthpiece for both the
community and the police. ‘When we take a case, there are
certain processes we have to follow, and people don’t always
understand that, and it looks like we are not doing anything,’
explains Colonel Masiba.
In order to get around this, the FCS is happy to brief
TAC representatives on the status of various cases. If TAC
members have an understanding of what is going on, they
are able to relay the information back to the community,
ensuring that nobody is left out.
Other than relaying information about specific cases,
the TAC also works with the community on ways to interact
more effectively with the police on an individual level, and
educating people about police processes, making it easier for
them to work together to fight sexual abuse. While levels of
abuse have dropped in Khayelitsha, the battle is far from over.
With her door open to the TAC, Colonel Masiba is certain that
bringing an end to sexual abuse is a battle that they can win
together.

•
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‘When I talk about civil society, I am talking about the
TAC; they know the people, they are able to reach
the people, and they know what will work for the
Khayelitsha community and what won’t.’
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TAC AND SEXUAL VIOLENCE

Bringing comfort to the
community: the Thuthuzela/
TAC story
‘Thuthuzela’ means to comfort. This is the first thing Genine Josias the medical coordinator at the
Thuthuzela Care Centre says. The centre is many things, but first and foremost it is a place of comfort
for victims of sexual abuse.
The centre is housed in a wing at the new Khayelitsha Day
Hospital. Just two years old, Thuthuzela followed a similar
path to the Simelela Rape Survivors Centre, which offered a
one-stop facility that changed the lives of victims of sexual
abuse in Khayelitsha.
Years ago, Khayelitsha was marked by high incidents of
rape and sexual abuse cases. At the time, there was very
little support for victims; all they could do was report the
case and hope it would be followed through. But this was a
harrowing process for someone who had just been violated
and Genine Josias, a medical doctor, decided something
had to be done. Working hand-in-hand with the TAC,
Simelela was born.
At Simelela, victims of abuse received emotional
support, medical assistance, and legal guidance – a place,
finally, people could turn to in their time of need.
But, unknown to Dr Josias, the government had started a
similar programme called Thuthuzela. ‘It was the exact same
thing we were doing at Simelela,’ she says. Initially Simelela
and the government did not have a good relationship – it
looked as if Simelela was taking over their initiatives. It
took time for both parties to come to an agreeable working
relationship but, after much consultation, Simelela was
taken up as a formal Thuthuzela centre.
For Dr Josias this change had both positive and negative
implications: the funding and facilities would make a huge
difference to the work that they do, allowing them to reach a
greater number of people, but closing Simelela meant losing
a lot of people who had come to seek help at the centre.
‘Without the TAC, we would never have made it,’ says Dr
Josias.
Dr Josias believes that the TAC’s strength is its ability to

educate people in a relatable and dignified way and plays
a vital role in informing people about the services available
to the community. Its large network means that important
information trickles down to every school, household and
community centre. ‘If it wasn’t for the TAC, people wouldn’t
know about these services,’ says Dr Josias.
Although Thuthuzela is funded by the government, the
funds are always focused on providing services, rather than
marketing. People who work in the centres don’t have the
time to reach out to communities and that is the gap the
TAC fills.
After 15 years working with the TAC, Dr Josias refuses to
do any work without them: ‘When I talk about civil society,
I am talking about the TAC; they know the people, they are
able to reach the people, and they know what will work for
the Khayelitsha community and what won’t.’
Since the inception of Thuthuzela, sexual abuse rates
have dropped in Khayelitsha, and the rate of convictions
has increased. Because of the groundwork done by the TAC,
when people arrive at the centre, they know what to expect,
they know what questions to ask, and they have an idea of
the processes that will follow. This preparation allows the
professionals at the centre to focus on providing quality
services to the victims.
The TAC has always had an aggressive strategy when it
comes to condom distribution. In one day, one volunteer
can distribute about 9,000 condoms and Thuthuzela
has tagged onto the TAC’s distribution tactics to market
their services and the centre’s details to schools across
Khayelitsha. ‘It’s easier to reach the kids if the information
is on something like a ruler, it’s right there, it’s in their mind
and they know where they can go,’ says Dr Josias.
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TAC AND THE COURTS

The TAC has
MaMatwa’s back
It was about 11 pm on a Sunday night when MaMatwa heard a knock on her door. She asked who
it was and the person responded by saying they had come to buy sheep’s heads. ‘I was surprised,
because everybody knows that I only sell the heads during the week. So I asked myself who would
come on a Sunday,’ says MaMatwa.
A few hours later, she was a woken by a big bang and within
seconds the bed she was sharing with her daughter and
granddaughter was engulfed in flames. There was smoke
everywhere and her bedroom was burning.
MaMatwa managed to get off the bed, she tried to reach
her for her granddaughter but she was severely burned, her
skin was falling off and MaMatwa could not get a firm hold
of her.
She ran towards the door, but struggled to unlock it.
She turned to the window next to the door and shouted for
help. Her neighbour’s children stood staring at her, doing
nothing, while MaMatwa pleaded for help from inside the
burning house.
Eventually, people in the neighbourhood heard the
screams and came to help. They also were unable to unlock
the door and ended up breaking it down. MaMatwa and her
two other children, who slept in a different room, managed
to survive. But her daughter and the granddaughter who
were severely burned, succumbed to their injuries in hospital.
Khwezi, her neighbour’s child and a friend had thrown a
petrol bomb into MaMatwa’s house, accusing her of being a
witch. They believed MaMatwa had bewitched their mother
and killed her.
‘When my neighbour died, they didn’t even tell me. The
sent word to all the other neighbours in the street, but never
said a word to me,’ says MaMatwa.

MaMatwa had always had a good relationship with
her neighbour – she even had a spare key to her house
in case the children came home from school before their
mom. When Khwezi came to stay though, that all changed.
Khwezi would never greet MaMatwa or ask for the key if he
came home early. Soon the rest of the family followed suit.
MaMatwa doesn’t know what changed, but she would often
overhear the children saying that she had better leave since
she killed their mom. ‘They never said these things to me
directly, so I could not confront them,’ she says.
After the attack, MaMatwa first sought help from her
community. She tried to speak to various people in her
community committee, but each person had an excuse.
‘They would say they are no longer on the committee,’ she
recalls. It seemed as though everybody was starting to
believe she was involved in her neighbour’s death.
MaMatwa received no support from the police
throughout her case. She believes the investigating officer
was sympathetic to the accused and his family, even though
she had been wronged. When everybody turned their backs
on her, TAC members were the only people who extended
a helping hand. ‘I knew the TAC existed, but I thought they
only focused on health issues,’ says MaMatwa.
By definition, health is more than just a state of physical
well-being, it is a combination of physical, mental and
social well-being. Over the years, the TAC has moved

By definition, health is more than just a state
of physical well-being, it is a combination of
physical, mental and social well-being.
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MaMatwa has moved back into her house that was petrol-bombed in 2009. A photograph of MaMatwa’s
daughter (above right) who died the night her house was petrol bombed.

from focusing strictly on health issues to taking up socioeconomic issues that the community of Khayelitsha is faced
with. This is why TAC is a familiar name in every household
and why anybody in need, like MaMatwa, can turn to the
TAC for assistance.
There is a picture of MaMatwa’s daughter on the wall. It is
the only picture in the lounge. Although it’s been years since
the fire, the house is still empty. It is very much ‘in-between’,
one cannot tell if MaMatwa is moving in or moving out. ‘It’s
not easy,’ says MaMatwa.
She is still living next to the neighbours who accused her
of killing their mother and her friend. They do not speak to
one another, despite seeing each other every day. It was a
decision of bravery that led her back to her damaged house.
‘My kids were refusing to come back,’ she says. MaMatwa’s
surviving children were afraid that they would be attacked
again and lose their lives. Despite her own fears, she
reassured her children and convinced them to come back to
the house with her. ‘I told them, it doesn’t matter where we
are, if we are to die, we will die,’ she told them.
After four months of living with relatives, MaMatwa and
her children returned to the house.
For months, nothing was said. The community largely
ignored what happened to MaMatwa. But one day, one of

the children that was involved in the attack confessed that
he and Khwezi had had petrol bombs that they wanted to
throw into the house. He admitted that the one he threw
towards the kitchen did not go off, but Khwezi’s had landed
on the bed started the blaze.
Despite this confession, the prosecutor still tried to find a
way for the two to be granted bail.
When she heard this, MaMatwa was devastated. How could
her pain, and the loss of her children go unnoticed? It seemed
as though poor people could never be afforded justice.
I asked them, ‘You want to give these kids bail, but will my
children get bail from their graves?’
‘If it wasn’t for TAC, this case would never have gone
forward, and these kids would never have been put in jail,’
says MaMatwa.
After months of back and forth, Khwezi and his
accomplice were sentenced to 25 years’ imprisonment.
Throughout the trial, MaMatwa received support from
the TAC. They accompanied her to every court appearance,
and made sure all the volunteers who attended the trial
were fed.
‘I am not afraid of anything anymore. Because I know that
whatever comes, I will turn to the TAC and they will never
turn their backs on me,’ says MaMatwa.
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Mandisa Sonti was unable to fight back the tears while telling her sister’s story.
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Mandisa Sonti: A family’s
tragedy
59-year-old Mandisa Sonti is in tears by the time she gets to the end of her story. Her partner has come
out of the bedroom and is now sitting next to her, handing her a tissue.
Mandisa had always been close to her sister. Life had often
dealt her sister a harsh hand and Mandisa was always the
person she turned to in times of need.
*Nontombi had often been unwell. She struggled with
high blood pressure and diabetes but for years was able to
manage her condition. In 2014 however, Nontombi’s health
took a turn for the worse. She was frequently ill and became
more and more withdrawn. And then, her children Thozama
and Siyanda started to fight constantly, making life at home
even harder.
Siyanda, the eldest, was a talented young man who had
a bright future ahead of him. ‘He was a fantastic artist, he
could start drawing and I would come out exactly as I am,’ says
Mandisa.
At some point, though, Siyanda got involved with the
wrong crowd and drugs started to ruin his life. ‘He would take
tik and be uncontrollable, even though his mother was sick.
He was always kicking his sister out of the house and I would
phone begging him to stop,’ Mandisa says.
When things got particularly bad, Mandisa would move to
her sister’s house for a few days. Upon her arrival, the children
would stop fighting and her sister rallied. ‘Whenever I was at
the house, Nontombi would recover, she would be up and
about. But just let me leave and the phone would ring and say
I must come back.’ This trend continued: whenever Mandisa
would leave her sister, she would come back to find her
severely distressed. But each time she tried to find out what
was wrong, her sister would say nothing.
One afternoon, Mandisa arrived at her sister’s house after
hearing that her condition was getting worse. When she
arrived at the house, Siyanda was passed out on the couch
and her sister was in her bedroom, completely disorientated.
‘The sheets on her bed were very messy and something just
didn’t feel right,’ recalls Mandisa.
She could not shake the feeling, and so she took her
sister to the hospital, where she was told that Nontombi was
suffering from depression. Mandisa tried to get her sister to
open up to her, but all she would say was, ‘It’s these kids, they
are bothering me,’ without elaborating on what she meant.
When Mandisa took her sister home, she was determined
to find out exactly what has happening. She called a

neighbour over and asked her to speak to Nontombi. ‘I started
to suspect that maybe she just didn’t want to tell me what the
problem was,’ says Mandisa.
When the neighbour arrived, she stood out of sight and
listened in. Finally her sister opened up: Her son, Siyanda was
sexually abusing her. (Mandisa later found used condoms
hidden in the pillowcase.)
Mandisa went straight to the police and Siyanda was
arrested. He remained in prison for two months but was
never asked to give a statement. His mother underwent tests,
the results of which were never furnished. The police found
explicit sexual drawings of Siyanda and his mother that he
had drawn. These pictures never made it to his docket. ‘That
investigating officer did nothing,’ says Mandisa.
Throughout the investigation, Siyanda’s docket remained
empty. Eventually his case was dismissed and he was simply
told to ‘leave the house and go somewhere else’.
Nomtombi died in hospital, and for an entire week her
body was missing. For days Mandisa travelled between
the Khayelitsha and Tygerberg hospitals trying to find her
sister’s body.
‘After everything she had been through, they wouldn’t give
me her body,’ she says through tears.
During this time, the TAC was the only place that Mandisa
could turn. At her request, the TAC was able to garner media
attention for her story. She never attended a court hearing
without a group of volunteers that supported her, and during
the mourning period, the TAC provided whatever support she
needed. They also attended the funeral and helped where
they could.
‘The TAC solves all our problems. If it was left up to the
government, we would be living like animals,’ says Mandisa.
The TAC has long transcended its scope of being a health
organisation. It has taken up all the issues of the community,
be it family disputes or legal issues, never turning its back on
any one. Mandisa says she doesn’t know how she would’ve
have got through the ordeal if it wasn’t for the TAC. ‘If I hear
of anyone with a problem, I refer them to TAC because I know
that they will get help, like I did.’
*Not her real name.
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Stephen Lewis Foundation Statement

TAC $1 Million Match Challenge
November 20, 2015
“It is a bitter irony to recognize that on World AIDS Day, December 1st, the premier organization in the fight against
HIV/AIDS is in desperate financial straits. I speak of course of the Treatment Action Campaign of South Africa. No
government, no international financial institution, no other NGO has come close to saving so many lives. Without TAC’s
brilliant, principled, unswerving interventions, millions would have died, and millions would not now be in treatment.
They took on a government in denial and forced it to completely reverse policy. If there’s any justice in this world, the
international community of funders will fill TAC’s coffers to overflowing.”

—Stephen Lewis, Chair of the Board
Stephen Lewis Foundation

“If there is no civil society, if there is no Treatment Action Campaign, governments go to sleep. They go to sleep, and
money directed to HIV is redirected. We are not even very close to ending the war on HIV, because the incidences have
not been managed. When I am talking about HIV incidences, I am talking about who is probably going to die in the
next 50 years, and that is young women. South Africa could turn back in the blink of an eye… Be counted and be part
of the solution, at least see us through the end of the AIDS epidemic. If you believe in that, you need to put your penny,
your dollar, your rand, your shilling on the table. And we will make sure that your shilling goes far beyond what you can
imagine.”

—Vuyiseka Dubula,Board Member & Former Secretary General
Treatment Action Campaign

T

he Treatment Action Campaign (TAC) has been
the voice of the African continent on the HIV &
AIDS pandemic for more than 15 years. The world is
now in danger of losing one of its most important activist
organizations. TAC has been struggling with a pending
financial crisis for more than a year, and the situation is
now truly dire. They are already being forced to retrench
and have cut back infrastructure; unless they are able to
obtain $2–3 million dollars in new funding by March 1st
2016, their doors will begin to close. Committed, hugely
experienced and talented staff will be forced to seek
other employment, and “the world’s most effective AIDS
group”1 will start to fade into memory. This cannot possibly be allowed to happen, and the Foundation is now
moving together with TAC to ensure that it does not.
South Africa has always been highly influential in the
region; all the high prevalence countries look to South
Africa to take the lead, and that leading role has been
shaped by TAC. TAC’s future will also affect the futures
of thousands of other truly essential organizations in
the countries most affected by HIV & AIDS. It will be a
harbinger of things to come if TAC is allowed to fail.
The Stephen Lewis Foundation is therefore issuing
a challenge to the world’s funders: to the large private

1

New York Times, August 20, 2006

foundations, family foundations, national governments,
corporate partners and global financial institutions
whose decisions have an impact on countless lives
in the fight against HIV & AIDS. We are asking that
these organizations join with us in securing the future
of South Africa’s Treatment Action Campaign. The
Foundation will match up to $1 million dollars in
contributions for TAC’s budget. We welcome and
entreat all potential donors, from far and wide, to meet
this commitment in order to ensure that TAC reaches its
target by March 1st, 2016. We are making this dramatic
overture to open the possibility that TAC will be made
secure and buoyant into the future. Our hope is that
a group of supporters will come together, with an
understanding of the need to establish sustainable
funding for TAC for the next 3–5 years. Our challenge
will help to take TAC through the first year, giving
everyone the incentive to stabilize the future.
TAC has been a relentless voice of and for people
living with AIDS since 1998. Arising out of South African
communities at the epicenter of the pandemic, TAC has
mobilized a nation, made brilliant use of the courts,
applied constant and consistent pressure on decisionmakers, and saved millions of lives. Through its peaceful
activism, TAC supporters forced their government to
stop denying AIDS. They forced drug companies to stop

Turning the Tide of AIDS in Africa · stephenlewisfoundation.org

denying HIV treatment to all but the wealthiest. They
forced their urgent message—our members are dying; you
must act—upon an indifferent world.
Because of TAC’s determined activism, the South
African government relented, the official policy of AIDS
denialism was overturned, and access to treatment
was brought to life. South Africa’s universal government treatment programme is now the largest in the
world. TAC itself now has over 8,000 members and a
comprehensive network of 182 branches and provincial
offices in seven of the country’s provinces. They organize locally, demanding genuine accountability and the
delivery of quality health care services to all the people
infected and affected by HIV & AIDS their communities.
TAC’s work on HIV prevention, and treatment literacy
and care at the grassroots is vital to ensure that people
enter and succeed on life-saving treatment.
AIDS is not over. 37 million people are infected with
AIDS around the world, 25.8 million of them are in
Africa. In South Africa alone there are more than 3
million people struggling to stay on treatment, over
300,000 new infections each year, and 400 people
dying each day from AIDS and TB. Young girls in South
Africa are more likely to die of AIDS-related causes than
any other. The struggle is in full throttle, and the need
for TAC’s leadership is as great as it has ever been. What
is changed and failing is the attention of major global
funders. In 2015, PEPFAR gave $413 million to the South
African government, and nothing directly to TAC. The
Global Fund gave $150 million to the government, and
nothing to TAC. And TAC is not alone, we have been
witnessing a steady erosion of support for civil society
and community-based organizations—the actual front
line of the fight against HIV & AIDS—across subSaharan Africa.
UNAIDS is calling for the HIV and AIDS response to
be fast-tracked over the next five years. They warn that
unless the response is considerably strengthened by
2020, the sustainable development goals for health the
international community has set for 2030 will not be
reached. In the report UNAIDS released this year with
the Lancet Commission, they further warn that the failure to seriously engage with the challenges HIV & AIDS
is currently presenting could lead to a global resurgence

of the disease. The continuing strong presence of TAC,
and of other key civil society organizations, is absolutely
essential to keep the response on track.
This is why TAC and the Stephen Lewis Foundation
are urgently seeking contributions from private and
family foundations, and from national governments,
who should be mobilizing their international assistance
mechanisms, such as DFiD, CIDA, SIDA, Noraid and
USAID. All of them fully realize what is at stake here and
should consider making donations directly to TAC. TAC
is also pursuing greater support from domestic sources
within South Africa. Perhaps above all, there is a clear
obligation on the United Nations agencies—such as
WHO, UNICEF, UNDP, UNFPA and UN Women—to meet
the expectations of their coordinating body, UNAIDS.
These agencies should most certainly come together to
make a collective contribution to TAC.
The Foundation is digging deep. While we have been
supporting TAC since 2006, we are now dramatically
stepping up our contribution because this is a critical
juncture in the organization’s life and indeed, in the
course of the pandemic. We have moved rapidly to
leverage these funds with the support of a new donor.
This enables us to maintain our existing financial partnerships with over 140 community-based organizations
in the 15 countries hardest hit by the pandemic, whose
work is also being seriously undermined by the drifting
attention of the major donors.
There are at least three million people alive and on
ARV treatment today in South Africa who would never
have been on treatment if it had not been for TAC. We
would not have the AIDS response apparatus that exists
now in so many countries if it wasn’t for TAC. They
are so important in the life of this pandemic, and it is
devastating to think that they could be closing their
offices. TAC must have secure funding until 2020, for
the sake of the millions of people in South Africa and
across the region who are struggling to survive, and
who won’t survive without TAC’s involvement. Strong
activism and rights-based, democratic leadership by
TAC has driven the HIV & AIDS response for 15 years.
TAC simply must continue.
Contributions to meet this challenge can be made
directly to TAC or to the SLF.

For further information or questions, please contact:
Ilana Landsberg-Lewis
Executive Director
Stephen Lewis Foundation
416-533-9292, ext 245
execdir@stephenlewisfoundation.org

Anele Yawa
General Secretary
Treatment Action Campaign (TAC)
+27-79-328-1215
anele.yawa@mail.tac.org.za

Helen Chorlton
Acting COO & National Office Manager
Treatment Action Campaign (TAC)
+27-21-422-1700, ext 103
helen.chorlton@mail.tac.org.za
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Did you get all of your medication today?
Uyitholile yonke imithi yakho ekliniki namhlanje?
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Sazise ngokuphela kwemithi
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1. TELL US!
Sazise ukuthi ngeyiphi
imithi ongayitholanga
eklinik?

2. ACTION
Sizokwazisa iDepartment
of Health ukuze senze
isiqiniseko sokuthi
leyomithi iyatholakala
ekliniki yakho

