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Various legal approaches have been taken internationally to improve
global access to essential medicines for people in developing countries.
This book focuses on the millions of people suffering from AIDS, tuber-
culosis and malaria. Beginning with the AIDS campaign for anti-retroviral
medicines (ARVs), Sharifah Sekalala argues that a soft law approach is
more effective than hard law by critiquing the current Trade-Related
Aspects of Intellectual Property Rights (TRIPS) flexibilities within the
WTO. She then considers how soft law has also been instrumental in
the fight against malaria and tuberculosis. Using these compelling case
studies, this book explores law-making on global health and analyzes the
viability of current global health financing trends within new and trad-
itional organizations such as the UN, WHO, UNAIDS, UNITAID and the
Global Fund. This book is essential reading for legal, development, policy
and health scholars, activists, and policymakers working across political
economy, policy studies and global health studies.
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PREFACE

In 1999, a Ugandan woman, mother and friend called Sarah started to get
sick. First it was the flu, then it was malaria. People got malaria every day
so she was not unduly worried. She treated it with quinine, but it seemed
to persist, so a doctor suggested mefloquine, which seemed to help. A few
weeks later, there was a rash and the malaria was back and she was given
chloroquine. She lost weight. She had a raspy cough. She took antibiotics.
These seemed to make her feel a little better. However, before long, she
was sick again. She went to one doctor and then another. Each took her
money. No one could adequately diagnose her. She then opted for
traditional medicines. Perhaps in them lay the cure. She did not get
better. Eventually she contracted Kaposi’s sarcoma. She had lesions on
her neck and skin, which seemed to turn from blue, to black, to purple.
She could not move her neck and she was in agony. She guessed then the
cause of her sickness. She had seen it many times before. She went to her
local clinic and took the test. She was HIV positive!

At the time, a lot of knowledge on AIDS revolved around prevention.
Uganda after all was an AIDS success story; the government had rolled
out a national education programme in schools, hospitals, at trading
centres and on billboards. The prevention message was everywhere. As
a society, Uganda had broken the taboo of talking about AIDS. Condom
use, faithfulness, abstinence, even the dangers of blood transfusion were
general knowledge. But what this campaign did not deal with was what
happened to the people who already had AIDS. It was clear that you died,
that it was a long, agonizing death and that there was suffering. There
were some vague mutterings of medicines that made you better for a
while, but that had not really registered because all the messages revolved
around prevention. You tried not to get AIDS. What happened after you
got it was less clear.

Sarah went to the national referral hospital in Mulago. They knew
about the drugs, but they did not have any. The hospital at the time
was implementing the Structural Adjustment reform programmes

ix
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X PREFACE

recommended by the IMF, which had led to the introduction of user fees
that were supposed to make the hospital pay for itself. Patients had to
bring their own gloves and their own syringes. The doctors worked in
private clinics to augment their income, and everything for some reason
took a very long time. She queued religiously for a most days, but in vain.
She went to another hospital run by an international organization, but
she was not eligible to receive drugs from them. The only drug pro-
gramme they ran was for members of the army. A relative later told her
about the mission hospital in Nsambya. It was rumoured that there were
drugs there. You had to pay for them, but at least while you were on them
you were not in pain, you did not suffer so much and most importantly
you would not die.

So Sarah went to the mission hospital. It was true they did have drugs,
but the drugs were expensive. She had to pay about 800,000 Uganda
shillings every fortnight. This was approximately 800 US dollars. She did
not even earn that in a month. It was expensive, but what was expense
when faced with the choice of a long, tortuous death? She paid at the time
for the first batch. She used up her meagre savings and she borrowed
against her salary. Later her relatives chipped in; her friends did too as
well but for how long could they continue to do so? Soon it dawned on
her: she could not afford the drugs. At the time, she had begun to feel a
little better, so she discontinued treatment. Within 6 months, she was
critically ill again. Her relatives rallied once more, collected the money
and the hospital put her back onto the drugs. But it was too little, too late.
She was grateful that her relatives were looking after her, that they were
helping her so she could live, but she knew as well as they did that they
could not do it forever. Three weeks later she stopped taking the drugs.

By this point, she had tuberculosis, the malaria was back and she was
in agony from the rasping cough that racked her emaciated body. The
doctors could no longer find her veins to attach IV drips. She was
continuously in agony. Death, when it came, was a release. She was only
33 years old.

Sarah’s experience was not unique. Coming from Uganda, I knew this
experience to be shared by thousands of others in the country and
I believed millions in Africa and around the world. This made me realize
the double burden which AIDS sufferers had to endure. Not only had
they to deal with the trauma of the disease, and all its manifestations, but
they also had to find the means to pay for the only treatment that would
help them. And of course treatment was and remains available. Anti-
retroviral (ARV) drugs can and do offer relief. They can and do save
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PREFACE xi

lives. They can and do reduce the impact of the disease and the level of
pain a sufferer has to experience. There are also increasingly sophisti-
cated medicines to cure malaria and even drug-resistant tuberculosis.

But the problem is one of access. It was obvious that this was condi-
tioned not by need but by wealth. If you had money, you could be treated
and probably survive free of the most severe effects of the disease. If you
did not, then you were doomed to long periods of suffering and an
inevitably agonizing death.

But why, I wondered, was this issue of access to drugs so bound up
with individuals having the means to pay? Even a cursory review of the
nature and source of the drugs gave one answer: they were invented and
produced by international pharmaceutical corporations that operated
for profit. These companies would not simply develop, manufacture
and distribute treatments for nothing; someone had to pay for them,
and they were and are expensive. Of course, governments around the
world could meet these costs, but the majority of sufferers exist in the
poorest regions of the world, in countries like Uganda in sub-Saharan
Africa. Could these countries afford the seemingly endless bill for free
and unlimited treatment for all when other diseases and other problems
of impoverishment also needed attention? Perhaps, instead, these poor
countries could produce their own drugs but it was not as simple as that.
ARV drugs were protected by international patents. If countries were
allowed simply to ignore these, what incentive would there be for the big
pharmaceutical companies to develop more and better drugs, maybe in
time, even a cure?

The international spread and threat of AIDS has drawn considerable
attention to this conundrum of access to ARV drugs. There has been
greater awareness of the dilemma faced by people such as Sarah and of
those poor countries in which they live. Various approaches have been
taken internationally in order to help. The central aim of this book is to
explore those which operated within law. It looks at two general
approaches that have developed. I have termed these the ‘hard law” and
‘soft law” approaches. The hard law involves enforceable legal regimes,
which are derived from the TRIPS Agreement, and created minimum
standards for intellectual property rights, which allowed pharmaceutical
companies to exclude other people from using their inventions. This
allowed them to set higher prices during the period of exclusion, thus
leading to exorbitant costs for patients who needed them. Attempts to use
this hard law to create access to ARVs could never be free of market
considerations. Some money has to change hands and for people like
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xii PREFACE

Sarah, in developing countries, even a little money (when it is for the rest
of your life) becomes a lot of money.

The soft law approach, on the other hand, has evolved continuously in
order to create greater access to ARVs. This book argues, therefore, that
soft law has a greater chance of addressing the access conundrum and
delivery of larger quantities of ARV drugs and also addressing the
secondary opportunistic infections of malaria and tuberculosis, which
afflict many sufferers such as Sarah. For Sarah, this approach came too
late, but for many people in developing countries it has been a game
changer. This book attempts to look at the evolution, merits and poten-
tial problems of this soft approach in creating access to essential medi-
cines for AIDS, malaria and tuberculosis.
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