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NEW REFERENCE GROUP:  INTROSPECTION

It is a privilege for all of us to be asked to serve for a time on the UNAIDS Reference Group on HIV/AIDS and Human Rights.  It is also a solemn responsibility given the state of the epidemic as disclosed in the documents provided to the members of the Group
.


It is my task to sum up some of the main themes that have emerged during the inaugural meeting.  My summary will reflect some of the suggestions concerning the reference group (the Group) itself; some of the proposals concerning its approach to its mission; some of the main issues which the participants felt should be addressed by the Group and in particular in relation to the major themes on (1) prevention; (2) care and treatment; and (3) mitigating the impact of the epidemic.  Finally, I will offer some thoughts that have emerged during the debates concerning new and different issues for the future of the interface between HIV/AIDS and human rights.


Amongst the proposals for the Group itself and its operations, were the following:

(1)
Membership:  Although the constitution of the Group is a matter for UNAIDS itself, the participants drew attention to a number of specific areas in which there were the most obvious gaps.  These included the inclusion of suitable experts from the Arab world, China, the Commonwealth of Independent States, Eastern Europe and Francophone Africa.  Doubtless the Group should not grow too large and direct communication without interpreters is beneficial.  However, these defects in the current membership were called to notice of UNAIDS.

(2)
Focus:  The participants also drew to attention the defects of expertise that would need to be repaired either by appointed members or by the availability of appropriate consultants.  The areas mentioned included (i) non lawyer expertise in human rights; (ii) people living with HIV and AIDS; and (iii) people from non-Judeo-Christian countries so as to reflect other religious and ethical streams.

(3)
Other UN agencies:  The participants suggested that it would be appropriate to invite observers from other UN agencies to suitable sessions of the Group.  One specific proposal was that experts from the Office of the High Commissioner for Human Rights might be invited to assist in consideration of the developments relevant to special topics, such as the TRIPS Agreement of the World Trade Organisation.  All participants acknowledged the high priority of consideration of the revision or application of that agreement for practical access to therapies, especially in developing countries.  Close cooperation with the Office of the High Commissioner for Human Rights was urged by a number of participants.

(4)
Special Rapporteur:  The participants noted the appointment of the first Special Rapporteur on the Right to Health (Professor Paul Hunt of the University of Essex).  They welcomed his past participation in the work of WHO and UNAIDS.  It was suggested that at a future meeting of the Group arrangements might be made for the Special Rapporteur to meet the Group and to share opinions concerning priorities and how the work of the Group could support his initiatives as well as those of UNAIDS.

(5)
Other Groups: The participants were briefed on the constitution and work of other global reference panels of UNAIDS.  They accepted that they would work independently of the other Groups but that, to some extent, there would be overlap that would suggest the need for liaison and an exchange of views.  One particular area mentioned in this regard was the obvious overlap between the work of the Group on intravenous drug users and the relevance of that work for issues of human rights.  It was suggested that at some time the chairs of the two Groups should meet to discuss liaison and cooperation.

(5)
Methodology:  There was some discussion concerning the ways in which the Group would operate.  It was agreed that it would not be appropriate for the Group to communicate with participating agencies in UNAIDS except through UNAIDS itself.  Nonetheless, in circumstances where it appeared appropriate to encourage certain developments or to discourage others, the participants favoured acting through the chair to communicate opinions and recommendations to the Executive Director of UNAIDS.  One aspect that was mentioned in this regard concerned the initiatives of the UN Office in Vienna to support harm reduction as a strategy in response to the spread of narcotic drugs.  The participants welcomed the invitation extended to the Executive Director of UNAIDS to address the Inter-Governmental Committee on Narcotic Drugs in April 2003.  

(7)
UNAIDS Board:  Reciprocity in the relation between the Group and the board of UNAIDS led to suggestions that UNAIDS should share with the Group copy of the Executive Director's reports to the UNAIDS board so that these could be reviewed from a specifically human rights aspect.  

(8)
Conflicts of interest:  Concern was expressed about the need to avoid any possibility of breach of confidentiality or conflict of interest arising from the expertise of some members of the Group.  The participants agreed that this matter should have early attention so that clear ethical principles could be adopted.

(9)
Resources:  Having regard to the variety and importance of the issues of human rights for the HIV/AIDS epidemic, the need for UNAIDS to devote appropriate resources to service the work of the Group and to assure its effectiveness was emphasised by most participants.

APPROACH TO THE GROUP'S MISSION

In discussing the mission of the Group a number of points emerged concerning the approach that should be taken:

(1)
Norms into action:  There was a candid acknowledgment of the difficulty of translating norms, agreed upon at expert meetings, into action at the grass roots level.  There was a consensus that, in the field of human rights, there was a need for less talk, fewer publications and more affirmative action.  In the words of Dr Ruth Macklin, there was a need to get out of the "passive voice" so that human rights initiatives could be expressed in terms that assigned the obligations of positive action to identified persons or authorities.

(2)
Challenging assumptions:  One of the basic obligations of the Group would be to challenge assumptions that have hitherto been generally accepted.  This was a point made by Mr Anand Grover.  One of the fundamental premises of UNAIDS, and before it of the Global Programme on AIDS, has been the efficacy of the HIV/AIDS paradox. But the Group would have to consider whether protecting confidentiality does have beneficial effects in slowing the spread of the epidemic.  They would have to examine whether countries that have laws upholding human rights have actually done better in the struggle against HIV than countries that do not.  

(3)
Measuring success:  Arising out of this consideration, the participants agreed with the observation of Mariam Maluwa (Law and Human Rights Adviser of UNAIDS) that the Group should assist in building a "framework for accountability".  Any such framework would have to address how efficacy is measured.  What strategies work.  What should be done if it is discovered that strategies inimical to human rights are actually effective in containing the epidemic.  Several participants emphasised the calls that were being voiced for so-called "strong" measures.  A number suggested that these calls signalled the need to revisit and relearn the lessons that had been addressed by an earlier generation at the start of the epidemic.

(4)
Actuality measurement:  The obligation to measure actuality rather than theory was also emphasised.  Some countries may have exceptionally good anti-discrimination laws.  Yet they may not be enforced or respected.  Translating norms into action was a common theme of descriptions of the mandate of the Group.

(5)
Epidemiological data:  Many participants emphasised the need for data addressed to issues of human rights.  Thus it would be important to have access to such data as was available in those countries which had taken a human rights friendly approach as against those which had not.  But was it this differential that had impacted on the spread of the virus?  Were other factors at work?  A number of participants suggested that it would be beneficial if sound epidemiological data could demonstrate the utility of the human rights protecting approach.  Further thought needed to be given as to how such data could be collected and whether it would be persuasive given the multifactorial considerations that impact on the spread of an epidemic such as HIV/AIDS.

(6)
Cultural sensitivity:  The participants discussed the sensitivities that exist in different countries about issues of HIV/AIDS and human rights.  Some strategies (eg condom advertisements, sex education in schools, decriminalisation of MSM) may work in one culture but not be acceptable to power groups in another.  Although fundamental human rights are universal, the implementation of them may sometimes call for strategic variations of approach.

(7)
UN Declaration of Commitment:  There was much discussion of the UN Declaration of Commitment 2001 that arose out of the United Nations General Assembly Special Session on AIDS in June 2001.  Several participants criticised the language and assumptions of the Declaration, including its omissions to identify particular vulnerable groups. Nevertheless, the participants acknowledged that there was good in the Declaration.  It would not be useful for the Group to seek to reopen it.  There was doubt that even such a Declaration could be negotiated today. The participants agreed to work from the Declaration but that the Group should not be limited to the prospectives expressed in it.

(8)
Basic norms:  The Group took as its fundamental reference point the United Nations Guidelines on HIV/AIDS and Human Rights, including the amended Guideline 6 recently adopted by the Executive Director of UNAIDS and the High Commissioner for Human Rights.  Nevertheless, these specialised guidelines have to be viewed in the context of the fundamental human rights instruments of the United Nations.  The Group will not proceed at large on the basis of the moral estimates of its members but will seek to apply the norms of international human rights law as expressed in the treaties and expounded by the treaty bodies and other instrumentalities of the United Nations human rights network.

(9)
Law insufficient:  All of the participants, but most especially the lawyers, emphasised that law was not enough to achieve human rights respect in the context of HIV/AIDS.  Laws and statements of human rights do have value as expressing symbols that can stimulate appropriate rights regarding action.  However, adopting statements and endorsing principles was not the mandate of the Group.  Its primary focus would be upon translating fine words into action.

KEY ISSUES FOR THE GROUP

The participants discussed the enormous variety of issues that would need to be considered as the Group progressed its work.  Amongst the issues mentioned in discussion were the following:

(1)
Concern for the vulnerable:  A number of groups specially vulnerable to the HIV/AIDS epidemic were mentioned as requiring attention in any human rights discourse relevant to HIV/AIDS.  These included women, injecting drug users, commercial sex workers, men who have sex with men, indigenous people, the poor, prison populations and many others.

(2)
Concern on timing:  The participants recognised that there were long-term potential opponents to the struggle to ensure respect for the human rights of those vulnerable in the HIV/AIDS epidemic.  These included some people in politics, in the military, in religious organisations and other patriarchal bodies as well as people who approached the epidemic with ignorance about its dimension, modes of spread and the effective responses.  Many participants acknowledged the need to refocus attention on the epidemic following the rise of political concern about terrorism and the heightened dangers of international conflict.

(3)
Advocacy and litigation:  There was discussion of the role of advocacy and litigation to further respect for human rights in this context.  Much attention has to be paid to sensitising judges and lawyers to the facts of the epidemic and their potential legal implications.  Whilst the utility of these strategies was acknowledged, most participants agreed that these responses represented but the tip of the iceberg in social mobilisation to deal with human rights issues in this context.

(4)
Use of media:  There was discussion concerning the use of the media as an instrument for education and promotion of human rights.  Several participants referred to the well known defects of modern media, particularly where issues of sensitivity were raised.  Nonetheless, the utility of the media as a means of communication was acknowledged.  The participants agreed to study use of media in connection with the work of the Group.

(5)
Useful analogies:  Some thought was given to the study of campaigns in other areas of healthcare.  It was thought that some such campaigns may have instruction for the response to HIV/AIDS.  Amongst those mentioned were campaigns relating to the reproductive health of women and to the reduction of tobacco consumption.  The use of litigation in this regard was mentioned.

(6)
UNAIDS publications:  The participants agreed that it would be necessary to establish a mechanism for reviewing UNAIDS publications and testing them and initiatives of UNAIDS against international human rights standards.  The way in which this is to be done remains to be decided.

(7)
Liaison with religious groups:  It was recognised by many of the participants that serious impediments to effective responses to HIV/AIDS sometimes arose in the punitive and textual approaches of religious groups or individuals concerning the groups and individuals often at risk of HIV/AIDS.  There was discussion about the utility of a symposium or other form of dialogue with religious leaders.  Reference was made to earlier initiatives in this regard and to the difficulty which such initiatives faced having regard to hierarchal and other restraints upon religious spokesmen.  The participants generally endorsed the approach urged by Dr Daniel Tarantola that, in responding to HIV/AIDS and in liaising with religious groups "lower is best".

(8)
Global organisations:  The Group agreed that it would be useful to establish liaison with appropriate international organisations that are supportive of human rights generally and specifically in combating discrimination and other impediments to a successful response to HIV/AIDS.  Amongst the organisations mentioned were the International Commission of Jurists, the International Bar Association, Amnesty International, Union Internationale des Avocats and Human Rights Watch.  It was suggested that these and other bodies should be informed of the establishment of the Group and of its desire to work closely with them in securing effective implementation of human rights norms throughout the world.  The need for networks in regions of the world was recognised.

(9)
Revisiting old issues:  It was also recognised that there would be a need to revisit some old issues that had seemed settled after the early decades of HIV/AIDS.  The advent of new issues, with new technology and a new generation that did not necessarily endorse the assumptions of previous times, had to be accepted.  In this regard participants discussed new calls for procedures of mandatory testing and mandatory screening.  Reference was made to the article by Kevin De Cock and others "Shadow on the Continent:  Public Health and HIV/AIDS in Africa in the 21st Century"
.  The imperfections of the analysis in this article were discussed.  It was noted that the chair of the Group (Dr Sofia Gruskin) had responded to the article in a later issue of the publication:  S Gruskin and B Loff, "Do Human Rights Have a Role in Public Health Work?"
.  There was some consideration of the need for a monitoring group which would identify such articles in influential journals and make arrangements within the Group for prompt responses from a human rights viewpoint.

(10)
Long term role:  The participants debated the possible need in the long term for a revision of the UN Guidelines on HIV/AIDS and Human Rights
.  In this debate I called attention to the consideration of that issue in the meeting of the Expert Group convened by UNAIDS and the Office of the High Commissioner for Human Rights to revise Guideline 6 of the Guidelines
.  Some concern was there expressed that any more general revision of the Guidelines (despite identified imperfections) might open the whole Guidelines up to review in an environment less conducive to a human rights response to the epidemic.  It was for that reason that the joint Expert Group in 2002 had decided not to embark upon a more general revision but to confine its revision to Guideline 6.  The participants agreed that this approach would be prudent for the time being.  However, in due course the Group might be expected to adopt a role of revising other Guidelines as new knowledge and particularly new technological advances in vaccine development, therapies etc, made revision appropriate and necessary.

PARTICULAR TOPICS

Dimension of the problem:  A point made by Dr Mabel Bianco resonated with the participants.  This was that the starting point for a response to the epidemic was an appreciation of its size and elementary features.  Only when the dimensions of the epidemic were known was pressure normally applied to important decision-makers to take remedial action.  Such remedial action necessarily posed issues relevant to universal human rights. 


Prevention:  The participants discussed various forms of preventive measures and the implications for each of them of human rights analysis:


(i)
Condom promotion:  It was suggested that promotion of, and access to, condoms should be seen in the context of a "life-saving technology" to which individuals had basic rights of access.  The particular needs of commercial sex workers, prisoners, persons in mental health institutions and children in this regard were considered.


(ii)
Needle exchange:  The participants discussed the particular issues presented by access to injecting equipment by prisoners and other dependant persons.  Reference was made to initiatives by litigation to ensure access to methadone and to the difficulty which legal regulation (especially of the criminal law) posed for such facilities.  


(iii)
Peer counselling:  The use of peer counselling amongst adolescents, to promote knowledge of HIV and means of avoidance was considered.  It was recognised that this topic raised questions concerning the relative rights of parents and children in respect of the life and health of the latter.


(iv)
Maternal transmission:  The participants discussed mother to child transmission and the human rights of mothers, which were sometimes neglected in the particular, urgent focus of avoiding transmission to the child.


(v)
Vaccines:  The human rights aspects of vaccine development would obviously become more important as vaccines drew closer.


(vi)
Ineffective prevention:  The participants also considered strategies that were ineffective or less relatively effective.  These included calls to abstinence, single messages based on fear or denial, return to traditional culture and medicine and blame on outsiders.


Care and treatment:  The participants welcomed the revised Guideline 6 in the HIV/AIDS and Human Rights International Guidelines.  There was consideration of the relevant developments in Brazil, India and other countries.  A major priority in terms of human rights would be to ensure real access to medical services as well as therapies.  The particular care and treatment needs of vulnerable persons and groups was discussed as was the issue of selection of those who would gain access to limited drug supplies; privacy; and competing priorities in healthcare.


It was recognised that the issues of care and treatment were connected with such topics as health support, community work, employment, counselling, housing and transport of people living with HIV and AIDS.  In deciding issues of care and treatment it was important to involve patients and their families in the allocation of resources.  The different issues presented by access to therapies and vaccines were considered.  Much attention was paid to the relevance of the negotiations concerning the TRIPS Agreement of the World Trade Organisation.  It was appreciated that there was a need to justify HIV specificity, given other important and urgent concerns of global public health, such as malaria, breast cancer, tuberculosis etc.


Mitigating impact:  The participants examined the need to protect PLWAs in respect of confidentiality and discrimination.  The importance of protecting healthcare providers was recognised as a practical issue, sometimes resting on fear without a proper foundation in science.  The particular problem of protecting orphaned children of parents who have died of AIDS was mentioned as was the protection of other vulnerable groups thrown up by the epidemic.  The limits of anti-discrimination law were acknowledged.  The utility and limitations of linking the issues of the epidemic to its economic cost were mentioned.

ISSUES FOR THE FUTURE

Several participants referred to what they saw as the lack of a true global response to HIV and AIDS.  Although there was much rhetoric, there was little real international mobilisation of political will to confront and deal with the consequences of the epidemic.  That this was so could be seen by the sharp contrast between the response to terrorism and that to HIV/AIDS.  If anything, several participants believed that there had been a decline in concern about the epidemic and the poor and marginalised people, especially in developing countries, who were living with HIV and AIDS.  It is in this context that international human rights law and principle need to be mobilised to rekindle and expand international concern so as to procure an effective response in the place of indifference and neglect.


Turning the HIV/AIDS disaster into human rights achievement was not regarded as a simple challenge by any of the participants in the Group.  However, the most positive light that could be thrown upon the epidemic was thought to be the necessity that it imposed, in virtually all countries, to confront taboos and phobias.  These were mostly concerned with issues of human sexuality and drug use.  To some extent, varying in different parts of the world, the HIV/AIDS epidemic had necessitated a new attention to the topics relevant to commercial sex workers, sexual education, the position of men who have sex with men, trans-sexualism and other forms of sexual variety and activity.  To some extent too, the epidemic had required countries to awaken from the lethargy of denial and punishment to face the needs of injecting drug users - not only for their own sakes but for the sake of society and humanity.


The need to think positively about the human rights aspects of the HIV/AIDS epidemic and to think boldly so as to translate the established norms into action was the main challenge before the Group
.  It was a challenge that the participants in the Group accepted and resolved to tackle boldly.
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