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From the start, HIV/AIDS has not been like any other epidemic.  The numbers of people infected were immediately far too numerous to warrant the traditional approach of quarantine.  Furthermore, the long period of latency of the virus and the limited modes of transmission, made such an approach disproportionate.  The absence of a rapid cure and the failure to develop quickly a safe and effective vaccine has meant that HIV/AIDS is not suitable for the usual medical or public health responses, used in the past in challenges of this kind.  Moreover, the principal modes of transmission - penetrative sexual activity and injecting drug use - commonly involved stigmatised groups in the community:  sex workers, men who have sex with men and injecting drug users.  From the start, the initial high initial levels of mortality and widespread community fear made HIV/AIDS a most troublesome problem.  


Faced with a challenge of this kind, the natural human reaction is flight or fight.  Unfortunately, flight, in the form of denial and neglect, has all too often been the world's response to HIV/AIDS.  Particularly is this so in the developing world; where a state of denial appears to have paralysed many of those who should have been giving leadership
.  In most parts of the developing world, HIV/AIDS has, from the start, followed the dominant pattern of transmission.  Whereas, initially, in most developed countries, the primary burden of HIV fell upon that cohort of the population involving men who have sex with men (primarily homosexuals) together with some injecting drug users, in developing countries the pattern has been principally one of transmission through sexual contact between persons of the opposite sex, together with mother to child transmission to neonates and, in some cases, through breast feeding.  


I have been a witness to the epidemic of HIV/AIDS, virtually from the beginning.  In Australia, the heaviest toll fell (and still falls) on the homosexual community.  Because of my own sexuality, by the early 1980s, in Sydney, I became aware of the report of a strange new condition that, in large numbers, was striking gay men in Australia, the United States and elsewhere.  Soon I came to now a number of friends who were affected.  For me HIV/AIDS has always been a personal catastrophe - not just a theoretical or intellectual problem.


In the early days, theories abounded as to the cause and origin of the curious debilitating condition that was striking large numbers of otherwise healthy people.  However, eventually it became clear that a new and dangerous epidemic was underway.  Dr Peter Piot and his colleagues described the disease in Central and East Africa
, just three years after its first isolation in the United States
.  These reports were a grim herald for what was to follow.


Not long after he was appointed as the first Director of the Global Programme on AIDS (GPA) his appointment, Jonathan Mann came to Australia.  I met him at one of the first conferences in Australia concerned with the impact of the epidemic in this region.  I was immediately struck by his high sense of dedication and commitment.  Most surprising of all was that he was speaking in a language that I understood:  the language of human rights and individual protection.  His was not the traditional language of the public health official.  I wrote an essay on the subject of the legal responses to HIV.  It was published in the leading Australian law journal
.  Thus began a public involvement in the epidemic that continues to this time.

THE FIRST AIDS PARADOX

I was invited by Dr Mann to become a member of the first Global Commission on AIDS.  This was a supervisory body established by WHO to work in relation to the Global Programme on AIDS of which Jonathan Mann was the Director.  


One of the most influential members of the Commission was Dr June Osborn, then Professor of Public Health of the University of Michigan.  From the start, Professor Osborn insisted that WHO, in all of its interventions on HIV/AIDS, should rest its strategies on the best available empirical data.  AIDS was such an emotional, frightening and stigma-laden condition that nothing else would suffice.  In the place of ignorance, superstition, moralising and fear would be substituted good science, empirical data and a sound knowledge of the epidemic and its modes of transmission.  


At about this stage, I described a virus of a different kind, but also very dangerous, that was spreading almost as quickly as HIV.  This was the virus of highly inefficient laws ("HIL")
.  This was not a novel or unexpected response to an epidemic of such proportions.  It had happened before in history
.  But in the early days of AIDS, the pressure on legislators and governments to produce a legal response - any response - was enormous.  It ran the risk of making victims of everyone
.  Effective and efficient laws and policies, well targeted and proportionate, would be required.  But the over-reach of law was a danger in epidemics.  Together with many others, I lifted my voice in warning. 


The second proposition, expressed at the same time, was that AIDS was riddled with paradoxes
.  The first and central paradox of HIV/AIDS in the first decade after it manifested itself was the one that became best known and best understood.  According to this AIDS paradox, the most effective means of preventing the spread of the virus, at that stage, was protection of the human rights of the people most at risk of acquiring the virus.  This was a paradox because it was contrary to intuitive responses to the spread of a dangerous virus in society.  


In Australia, as a result of a rare cooperation between political leaders in government and opposition and in consequence of well informed and enlightened leadership in politics and administration, the rights-based approach was observed, virtually from the start
.  Radical measures were taken in pursuance of the initial AIDS paradox:

· A massive public information campaign on television and in other media was undertaken to alert the entire Australian community of the existence, dangers, modes of transmission and methods of protection in respect of HIV;

· A specific national structure, NACAIDS (the National Committee on HIV and AIDS) was quickly put in place to mobilise an ongoing national strategy and to devise particular policies, to support relevant interest groups and to promote research, science and information;

· In a courageous decision, health ministers agreed to a national needle and syringe exchange programme.  This was the first formal, national recognition of the reality of illicit drug use in Australia.  Implicitly, it involved a departure from the "zero tolerance" approaches of the "war on drugs".  It embraced instead harm minimisation;

· Even in prisons, where multiple use of injecting drug equipment was a possible risk factor, enlightened prison administrators ensured that bleaching solutions were left available for use for sterilization purposes by those in the prison who had gained access to such equipment;

· School education courses were introduced to inform students in most schools of the dangers of HIV and the modes of avoiding transmission, including the use of condoms;

· Dispensers for anonymous condom sales were introduced in many public places to permit acquisition of protectives, and to overcome the embarrassment or fear involved in purchasing them from pharmacies and other stores;

· The remaining laws, that were still in force in Australia, for the criminalisation of adult, consensual homosexual conduct in private were repealed.  The last such repeal, in Tasmania, followed federal legislation
;

· In many parts of Australia, the laws on prostitution were reformed in order to reduce the risk of an underground culture, out of contact with health messages, and the empowerment necessary for self-protection amongst sex-workers
; and

· To the anti-discrimination laws that had already been enacted, provision was made in a number of States permitting remedies for persons who suffered discrimination on the ground of a relevant health status, including that of being HIV positive
.


In consequence of these radical measures, largely supported at the time by both major political groupings in Australia, the incidence of HIV infections throughout the nation dropped quite rapidly.  The following graph illustrates the reported incidence of HIV in Australia from the beginning of the epidemic, taken at 1980, until the year 2000
.
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Appropriate credit must be given to the political leaders, their advisers and health officials who played a part in reducing the toll of HIV in Australia.  Credit must also be given to NACAIDS and to organisations within the gay community who, at the start, were in the front line.  In the past two years, for the first time, there has been an increase in the number of HIV sero-conversions in Australia as in other developed countries.  This is a serious development.  It appears to be related to fatigue in the gay community and the diminished power of the messages of self-protection after twenty years of relative success.  


The availability of anti-retroviral therapies ("ARVs") under the Australian Pharmaceutical Benefits Scheme for people living with HIV and AIDS has also had a consequence that individuals are less willing to treat HIV, as it truly still is, as a most serious risk to individual health, well being and life. 


By virtue of the early interventions, political leadership and sound policies in accordance with the first AIDS paradox, the rate of Australian infections never reached a plateau where it could take off and penetrate the entire community.  In short, HIV was contained.  Sadly, in most developing countries - and much of the developed world - there has been few cases of similar political leadership.  

THE SECOND AIDS PARADOX

Fears of a major assault by HIV/AIDS upon the health of people in all parts of the world have been fulfilled.  Despite the enormous efforts of WHO and UNAIDS, which was established to coordinate United Nations' strategies in this area, HIV/AIDS has continued to expand.  Indeed, at the XV International Conference on HIV/AIDS held in Bangkok in July 2004 the view was expressed that the pandemic of HIV/AIDS is now "out of control"
.  As if to recognise the seriousness of the global predicament, the Secretary-General of the United Nations (Mr Kofi Annan) attended the biennial conference for the first time.  He urged, not just for Africa but for the world
:

"We need leaders everywhere to demonstrate that speaking up about AIDS is a point of pride, not a source of shame.  There must be no more sticking heads in the sand, no more embarrassment, no more hiding behind a veil of apathy".


The Bangkok conference demonstrated the impact of the "culture wars" upon the controversies over HIV/AIDS, as on so much else in the world today.  One of the liveliest debates in Bangkok concerned a shift towards abstinence as a prevention campaign both in the United States and in some countries of the developing world.  The President of Uganda (Mr Yoweri Museveni) told the Bangkok conference that the first line of defence against HIV/AIDS infection in Uganda was "abstinence and faithfulness".  He declared that the use of condoms was "an improvisation - not a solution"
.  In this respect, his statement reflected the current policy of the United States government which has stepped away from the "rights-based approach" (CNN - condoms, negotiations and [sterile] needles) anchored in virology instead of perceived morality.  


The so-called "ABC" approach (A for Abstinence, B for Being Faithful and C for Condoms) has resulted in a substantial part of the large and generous funding offered, and promised, by the United States government being devoted to strategies of abstinence and faithfulness (strict monogamy and no sex before marriage).  The cost effectiveness of such abstinence strategies has been questioned, although no one doubts that reduction in the number of sexual partners significantly reduces the risks of HIV infection.  Self-evidently, total abstinence from sexual activity would remove one of the main risk factors of infection, so long as it lasted.  The question presented by the "ABC" strategy involves one of emphasis and ideology.  To some extent at least, the strategy responds to the moralising attitudes of religious and other groups that have been concerned, from the first, that the "rights-based" strategy in respect of HIV/AIDS has undermined true morality, promoted promiscuity, condoned drug use and contributed to individual and community moral decay
.


Upon his election as Director-General of the World Health Organisation, Dr Lee Yong-Wook (Republic of Korea) declared that the current mortality from AIDS of approximately 3 million persons each year (mostly in the developing world and substantially in Africa) was totally unacceptable.  If the enormity of this level of death and suffering is considered even for a moment, the conclusion of Dr Lee is plainly correct.  Among the most fundamental of the human rights guaranteed by international human rights law is the right to life
 and the right to access to healthcare
.  These fundamental rights are recognised in the International Guidelines produced by the Second International Consultation on HIV/AIDS and Human Rights jointly organised by the United Nations Office of the High Commissioner for Human Rights and UNAIDS
.  I chaired the consultation that produced those Guidelines.  They grew, in turn, out of an earlier (1989) consultation.  They called on the member states of the United Nations to adopt a number of strategies, including legal strategies, to ensure a coordinated, participatory, transparent and accountable approach to HIV/AIDS, compatible with human rights and fundamental freedoms, in order to respond effectively to the epidemic.


Guideline 6 of the International Guidelines, as first adopted, concerned the right of individual access to healthcare.  As first drafted, the Guideline was qualified and cautious
.  This led to demands for revision.


In consequence, a new consultation took place in Geneva to revise Guideline 6.  I also chaired the new consultation which occurred in July 2002.  At the forefront of the consideration by the Expert Group were a number of key documents of the United Nations.  These included the Declaration of Commitment on HIV/AIDS of the General Assembly of the United Nations
; the Millennium Development Goals declared by world leaders at the United Nations in September 2000
; resolutions of the United Nations Commission on Human Rights on the Right to the Highest Attainable Health Standard
; on Access to Medication
 and General Comment 14 of the United Nations Committee on Economic, Social and Cultural Rights
.


As a result of the deliberations of the second Expert Group, a revised Guideline 6 was adopted in the following terms:

"States should enact legislation to provide for the regulation of HIV-related goods, services and information, so as to ensure widespread availability of quality prevention measures and services, adequate HIV prevention and care information and safe and effective medication at an affordable price.

States should also take measures necessary to ensure for all persons, on a sustained and equal basis, the availability and accessibility of quality goods, services and information for HIV/AIDS prevention, treatment, care and support, including antiretroviral and other safe and effective medicines, diagnostics and related technologies for prevention, curative and palliative care of HIV/AIDS and related opportunistic infections and conditions.

States should take such measures at both the domestic and international levels, with particular attention to vulnerable individuals and populations".


Coinciding with this development of principle, WHO and UNAIDS adopted a global initiative to provide antiretroviral therapy to three million people with HIV/AIDS in developing countries by the end of 2005.  This strategy has become known as the 3 x 5 Strategy
.


It is at this point that a new paradox arises for consideration.  In advance of the 3 x 5 Strategy, some commentators on the "rights-based approach" began to question the effectiveness of this approach, at least in the circumstances of developing countries and specifically the countries of Africa.  One of the key proponents of the need for rethinking has been Dr Kevin M de Cock of the United States Centers for Disease Control and Prevention in Nairobi, Kenya.  Writing in The Lancet
, Dr de Cock and his colleagues suggested that it was time to return to what was, in effect, a more conventional public health strategy to combat HIV/AIDS, with much less emphasis on consent and information for the individual and individual rights.  In effect, the message of Dr de Cock and his co-writers has been that communitarian rather than individual approaches should dominate the response to HIV/AIDS
.


Was this an attempt to return to the siren calls for widespread mandatory testing, common in the United States, that was knocked on the head as futile and ineffective in the early days of the HIV/AIDS pandemic?  Was it a Trojan horse for the current moralistic views promoted, especially in the United States, designed to restore traditional public health control and to identify those morally responsible for spreading a dangerous virus?  Would widespread mandatory testing be followed up by the actual provision of ARVs to poor people in Kenya and other countries of the developing world?  If not, was such widespread testing simply a diversion of scarce resources without the sure promise of any benefit for those tested?  Or was Dr de Cock's intervention a serious scientific one based upon the changing features of the epidemic, the availability now of affordable ARVs in the form of generics and the manifest need to conduct more HIV tests in order to identify those who could benefit from the ARVs if they could be made available in mass quantity?


For the past two years I have been serving with the distinguished group of scientists, ethicists, lawyers and public health experts in a Reference Panel established by UNAIDS to examine questions of HIV/AIDS and Human Rights.  The chair of the Panel, Professor Sofia Gruskin of the Harvard School of Public Health is present in this conference.  I will leave it to her to describe the panel's work.  The questions presented by the views of Dr de Cock have been considered by the Reference Panel.  The consideration has been undertaken in the light of the Guidelines on HIV/AIDS and Human Rights including the revised Guideline 6; the United Nations Resolution; and the new WHO/UNAIDS 3 x 5 Strategy.  


Clearly, the Panel has appreciated that we are in a new international situation which demands new thinking and a willingness, if necessary, to reconsider past approaches.  We now have the ARVs.  A new inexpensive and generally accurate saliva test for the presence of HIV has been developed that facilitates testing on a mass scale.  The development of generic drugs, available under licence to countries in the developing world, to reduce significantly the cost of ARVs and other treatments, together with national contributions and the establishment of the Global Fund
 to support the provision of therapies in developing countries make possible what was hitherto thought completely unaffordable.  Shame and stigma abound as an impediment to people with HIV coming forward to undergo tests and to receive therapies. 


There can be no question that the inequalities in the availability of ARVs throughout the world are serious, continuing and a grave affront to human rights and fundamental freedoms.  A figure sets out the coverage of adults in developing countries with antiretroviral therapy by reference to the WHO regions in 2003:

FIGURE 2
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Central Asia)
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Western Pacific
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6%

WHO ALL REGIONS
 400 000
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What is the lesson from these statistics?  Is it that we should redouble efforts to secure coverage of those who would benefit from ARVs in proper compliance with human right protecting principles of pre-test voluntary and informed consent as is generally observed in the developed world?  Or is it that the needs of the developing countries, notably in Africa, are so large, so urgent, so intractable and so bedevilled by stigma and discrimination, that systems of testing should be introduced with less emphasis upon notions of individual patient prior consent?  Is this the only way to overcome stigma, fear and apathy?  Would it do so in practice?  Is it undesirable because it involves a misuse of the human rights of highly vulnerable and poor people who do not need to have such affronts piled upon their serious health status
?


The ethical dilemmas presented by the reality on the ground, as this epidemic enters its third decade, demand flexibility of approach and a heightened sense of urgency.  But they also require an insistence upon compliance with the international law of human rights.  To the extent that Dr de Cock and his colleagues suggest otherwise, their strategy is not an available option.  UNAIDS and WHO, being agencies of the United Nations, have no option but to conform to the United Nations human rights standards.  Nevertheless, the slow implementation of the 3 x 5 strategy and the reluctance of many countries to protect effectively the human rights and dignity of people living with, or suspected of HIV/AIDS are major stumbling blocks to protecting the most important human right - the right to life and to essential healthcare.

TWO STRATEGIES AT ONCE

Obviously, in Australia and throughout the world, we must maintain our efforts to promote education, prevention, protective laws, media strategies, community engagement and expert dialogue.  To some extent, calls to concentrate on treatment occasionally represent restoration of medical control.  They are sometimes classist in developing countries - favouring powerful patients who can gain access to ARVs over silent, anonymous, powerless individuals who are at high risk but not yet infected.  Especially in Asia, as Marina Mahathir pointed out in her recent Burnet Oration in Melbourne, there is a desperate need for political leadership in the struggle for prevention
.  All too often such leadership is missing.  Perhaps we should be emphasising more often the economic impact of HIV/AIDS on societies in which it appears.  In the days of the mighty market, the economic costs may mean to for politicians and bureaucrats than the human cost.


We must redouble scientific attention towards producing a vaccine and more effective therapies.  Just imagine how many human lives might have been saved, and suffering averted, if the world had spent portion of the sums invested in the Iraq war, and the search for WMDs, on science connected with human health, specifically HIV/AIDS.  I do not agree with much of what Dr Kevin de Cock has written.  But he has thrown down a gauntlet.  At the least, we must insist that human rights discourse and therapy availability proceed in the future with a greater sense of urgency and in a proportionate relationship with each other.  That is the most urgent challenge that is before this conference.  We must address it.
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