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Foreword

As the 20th century draws to a close, HIV and AIDS continue to wreak havoc on
an ever-increasing number of individuals, couples, families, and communities.
More than 90 percent of the 33.6 million people living with HIVV/AIDS at the end
of 1999 were in the developing world. In many developing countries, the epidemic
has come to represent a threat to human security itself. Sparing neither children
nor parents, neither teachers, health workers, farmers, nor other active members
of society, AIDS is wiping out gains in social and economic development.

Every year, leaders who previously were confident that their own peoples were
somehow immune from HIV for reasons of culture, religion or geography find
their countries hard-hit by the epidemic. Politicians in some countries have
ignored the threat of AIDS, perhaps for fear that discussions about safer sex,
reducing harm to injecting drug users or other sensitive subjects would alienate
one or another segment of their supporters.

In other places, however, political leaders have courageously taken on the epi-
demic, placing themselves in the vanguard of those battling to beat back
HIV/AIDS in the most effective ways possible. The greatest achievements in pre-
venting the spread of HIV and alleviating the impact of AIDS have been in coun-
tries whose leaders have demonstrated strong political will and commitment.

The purpose of this Handbook is to assist parliamentarians and other elected offi-
cials in promulgating and enacting effective legislation and undertaking appro-
priate law reform in the fight against AIDS. Whether it be constitutional amend-
ments to prohibit discrimination against people living with HIV/AIDS or against
those most vulnerable to infection, legislation to ensure the rights of school chil-
dren to be educated on how to protect themselves as they grow older, to name only
a few areas of concern, the full engagement of legislators is crucial to ensuring
effective responses to the epidemic and adequate fiscal and other resources to
support them.

The Handbook provides examples of best legislative and regulatory practices
gathered from around the world. Best practices are given for each of the twelve
guidelines contained in the International Guidelines on HIV/AIDS and Human
Rights published in 1998 by the Office of the United Nations High Commissioner
for Human Rights and the Joint United Nations Programme on HIV/AIDS
(UNAIDS). The Handbook presents concrete measures that legislators can take to
protect human rights and promote public health in responding to the epidemic.

The Handbook is the product of a growing partnership between the Inter-
Parliamentary Union (IPU) and UNAIDS, which share a commitment to the
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respect, protection and fulfilment of human rights as a value in itself, and as cen-
tral to the achievement of their institutional goals and objectives.

We hope that parliamentarians and other elected officials around the world will be
able to make use of this Handbook in advancing their national and community
responses to AIDS, and we urge them to declare or renew their political commit-
ments to preventing the spread and alleviating the impact of this terrible epidemic.

o o

Peter Piot Anders Johnsson
Executive Director Secretary-General

Joint United Nations Programme Inter-Parliamentary Union
on HIV/AIDS
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EXECUTIVE
SUMMARY

The Introduction to this report sets out the shocking statistics of the epidemic — 33.4
million people are currently living with HIV/AIDS. An effective response is required
to avert the devastation wreaked on communities around the world by the epidemic.
This impact is disproportionately felt in developing countries and vulnerable popula-
tions (those whose human rights are already not fully respected).

The Background highlights important features of the Inter-Parliamentary Union
(IPU) Windhoek Resolution (1998). It gives examples of political leaders who have
made supportive public statements, and regional/national initiatives by parliamentar-
ians who have made the HIV/AIDS and human rights connection.

A brief outline is given of the international law basis of the International Guidelines
on HIV/AIDS and Human Rights. These Guidelines require States Parties to human
rights treaties to review, and if necessary amend, their laws, policies and practices to
ensure compliance with defined norms. Certain rights, including health, nondiscrim-
ination, privacy, education, information, autonomy;, liberty, freedom of expression and
association, and freedom from inhuman, degrading treatment or punishment are then
examined specifically in the context of HIV/AIDS.

The Handbook analyses each of the 12 International Guidelines on HIV/AIDS and

Human Rights and gives best practice examples of their implementation, in terms of
content and/or process, at national and sometimes local and regional levels.

(A) Institutional Responsibilities and Processes

Guideline 1 — National framework (pages 30-34)
The Handbook identifies several ways in which policies and programmes can be inte-
grated in all relevant branches and levels of government.

(1) Interministerial committees

Relevant portfolios (health, education, justice, welfare, housing, transport, tourism
etc.) should be included in such bodies and Cabinet subcommittees to ensure coordi-
nation at high level of HIVV/AIDS strategies. Examples are given of such bodies in
several countries, including one chaired by the Thai Prime Minister.
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(2) Parliamentary committees on HIV/AIDS
Special legislative committees were recommended in the Namibian resolution to pro-
vide a nonpartisan forum for parliamentarians to deepen their understanding of
HIV/AIDS issues and promote consensus. The UK All-Party Parliamentary Group on
AIDS is a good example of such a committee.

(3) Multisectoral advisory bodies

Professional and community representation is essential on bodies advising the gov-
ernment on general issues (e.g. the Malaysian AIDS Council), and especially those
addressing legal and ethical issues (e.g. committees in South Africa and Canada).

Guideline 2 — Supporting community partnership (pages 34-36)

The partnership approach in all stages of policy design, programme implementation
and evaluation was explicitly endorsed by the Windhoek Resolution. Representation
on advisory committees is one mechanism to implement this Guideline. The
Handbook gives the example of several successful NGOs, such as TASO in Uganda.

(B) Law Review, Reform and Support Services

This section is the most weighty and technical part of the Handbook. Legislative check-
lists are included in the text in ten areas to assist with implementation. The actual
process of law reform on HIVV/AIDS and human rights is very important. The Handbook
gives best practice examples of how this has been achieved in several countries, includ-
ing the Philippines AIDS Prevention and Control Act 1998.

Guideline 3 — Public health legislation (pages 36-49)

The Handbook highlights the recognition of public health as a government responsi-
bility, and its reflection in laws mandating the provision of prevention, treatment and
care services. Unfortunately some old infectious diseases laws were automatically
extended to HIVV/AIDS with absurdly inappropriate results, such as prohibiting persons
living with HIVV/AIDS from using public transport or working in certain industries.

(1) Testing
The need for specific informed consent with counselling before and after testing is
analysed. Mechanisms that are consistent with this objective are discussed — such as
laboratory request forms being given legislative force by inclusion in public health
regulations. Public policy reasons for not obliging testing of targeted populations are
also set out.

(2) Notification/Partner notification

The need to collect data for public health reasons is acknowledged, but privacy pro-
tections are suggested, such as the use of coded data for notifying health authorities
of new cases of HIV infection. Protocols for notifying sexual partners of HIV-infected
persons without their consent in special circumstances are also discussed.

10
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(3) Detention

The lack of public health justification for isolating people solely on the basis of
their HIV status is emphasized. Where liberty is restricted it should be on the
basis of behaviour in exceptional cases and with due process protections.

(4) Blood safety

The Handbook highlights the urgency of ensuring a safe blood supply run by an
accountable national service, with voluntary donors and HIV screening.
Successful case studies are given of Uganda and Zimbabwe.

(5) Universal precautions

The need for infection control in health care and other settings involving exposure
to blood and body fluids is essential. Detailed requirements are codified under
public health legislation in some jurisdictions, such as in the USA.

Guideline 4 — Criminal laws and correctional systems (pages 50-63)

This is an area of the law where repressive legislation can impede prevention pro-
grammes by making HIV/AIDS educators liable for aiding or abetting criminal
offences.

(1) Transmission/exposure offences

Such laws are common (part of being seen as being “tough” on crime), but they
are not recommended and should only be used as a last resort. If enacted they
should be generic rather than HIV-specific, and have appropriate defences such as
for consent and use of protective measures (e.g. condoms). Protocols between law
enforcement and public health authorities are essential, so that inappropriate
cases are not brought before the courts without scientific information.

(2) Needle and syringe exchanges

Needle and syringe exchange programmes are part of a harm-reduction approach
and have been very successful in limiting the spread of the virus in injecting drug
users. Several case studies are given, including that of an NGO in St Petersburg.

(3) Sexual acts

Private sexual acts such as adultery, sodomy and fornication are prohibited in
some countries in order to attempt to protect public morality. Public health
requires that these laws be repealed, otherwise risk behaviour is driven under-
ground.

(4) Sex work (prostitution)

Public health objectives are much more likely to be achieved by regulating sex
work as a personal service industry, focusing on management by mandating uni-
versal precautions (e.g. condoms). Many case studies have been documented,
including Sonagachi in Calcutta.

11
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(5) Prisons

HIV prevalence is soaring in prisons because of unsafe behaviour. Education and
information interventions, such as those in Brazil, have been successful, unlike
crude repression. Lack of such programmes condemn prisoners, and the commu-
nities they later return to to HIV infection.

Guideline 5 - Antidiscrimination and protective laws (pages 64-78)

(1) Antidiscrimination legislation

The Handbook refers to the chilling case of an NGO volunteer killed by a mob in
South Africa just after she made a personal testimony about her HIV status on
World AIDS Day. Antidiscrimination laws are common in many countries, such as
Canada, France, South Africa, and the United Kingdom. Administrative agencies,
like human rights commissions, usually investigate and conciliate complaints of
discrimination on many grounds, with HIVV/AIDS often being included as a dis-
ability.

(2) Discriminatory impact on vulnerable populations

Laws can be the source of systematic discrimination against women, young people
and gay men by not protecting them against sexual violence, unfair property laws,
and failing to recognize domestic relationships (e.g. de facto relationships, irre-
spective of sexuality).

(3) Privacy

The sensitivity of HIV-related information exists because of the stigma surround-
ing the epidemic. Laws protecting privacy are common in Western Europe and
Canada, with medical data often being given special protection. Administrative
agencies, such as privacy commissioners, usually operate like human rights com-
missions.

(4) Employment law

Protection is needed in respect of coerced testing and unfair discrimination in the
workplace. The impact is magnified where people are infected in their prime pro-
ductive ages, but are dismissed, despite their ability to work for a long time (par-
ticularly with the availability of antiretroviral treatments). The Worksafe Australia
Code of Practice for Health Care Workers is cited as a best practice case study of
occupation health and safety standards.

Guideline 6 — Regulation of goods, services and information (pages 79-87)

(1) Therapeutic goods legislation

Such laws safeguard the standard and availability of items such as testing kits, con-
doms and medicines. The Handbook refers to the success in France in 1987 of lift-
ing barriers to the distribution of condoms.

12
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(2) Ethical research

The need for the protection of human participants in HIV-related research is vital. The
Handbook outlines the operation of ethical review committees, and gives case studies
on vaccine development in Brazil, Thailand and Uganda. Initiatives for improving
access to treatment in several countries are described.

(3) Education and information
Explicit material is essential, but broadcasting standards can be a barrier to general
media and targeted campaigns unless there are exemptions for educational materials.

(4) Expression and association

NGOS, especially those representing vulnerable populations, such as gay men, sex
workers and injecting drug users, can be hampered by laws restricting their associa-
tion — the reasons given by governments for refusing registration can either be their
illegal behaviour, or the fact that they are critical of government inaction.

Guideline 7 — Legal support services (pages 88-89)

Best practice case studies of services that go beyond law reform, by helping people
actually enforce their rights are described. Examples are given from countries includ-
ing Venezuela.

(C) ENABLING ENVIRONMENT

Guideline 8 — Women, children and other vulnerable populations (pages 90-97)
Improving the social and legal status of populations whose human rights are not fully
respected is a huge, but necessary, undertaking. Vulnerability depends on the legal,
social and economic conditions, as well as the nature of the epidemic in each coun-
try. The groups most commonly affected are women, children, religious or ethnic
minorities, indigenous people, migrants, refugees, internally displaced persons, peo-
ple with disabilities, economically disadvantaged groups, itinerant workers, gay men,
injecting drug users and sex workers. Targeted programmes in three main areas are
considered.

(1) Gender

Projects that improve the literacy, education and financial situation of women exist in
many countries, such as Nepal. Important reforms have occurred in many countries at
the institutional level, e.g. Offices or Ministries of Women’s Affairs, and through leg-
islation, e.g. prohibiting female genital mutilation. The need to include men in proj-
ects wishing to influence gender relations is emphasized.

(2) Young people

More than half of people living with HIV/AIDS (PLWHA) were infected before they
were 25 years of age. By 2010 UNAIDS expects that there will be 40 million children
orphaned by AIDS. Factors increasing vulnerability of young people include poverty,

13
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violence, lack of skills, and harmful social norms relating to sexual relationships.
Projects working with young people to equip them with necessary knowledge, life
skills and services are explored in various settings e.g. peer education in Zambia,
and street children in Brazil.

(3) Religious minorities
A best practice case study is given of a prevention and education project with the
minority Muslim population in Uganda.

Guideline 9 — Changing discriminatory attitudes through education, training
and the media (pages 98-100)

Changing discriminatory attitudes requires more than legislation. The public
activities of people like the late Princess Diana of Wales went a long way in try-
ing to achieve this. Public statements by parliamentarians are also a powerful
force to address prejudice. Funded media campaigns by governments, such as the
one from Australia, which is described, are also influential.

Guideline 10 — Development of public and private sector standards and
mechanisms for implementing these standards (pages 100-101)

The Handbook gives examples of innovative public-private sector partnerships to
respond effectively to the epidemic. The HIV/AIDS Employment Code of
Conduct of the Southern African Development Community is a best practice
example. Other relevant areas include health care and the media.

Guideline 11 — State monitoring and enforcement of human rights (pages 101-
103)

The Handbook outlines the Paris Principles on national human rights institutions
that emphasize the need for human rights commissions to be independent, acces-
sible and accountable. Examples of human rights commissions in Uganda and
India are given.

Guideline 12 — International cooperation (pages 103-107)

(1) Compliance mechanisms

UNAIDS activities impacting on organizations, such as the UN bodies set up
under human rights treaties, are set out.

(2) NGO mobilization
Integrating HIVV/AIDS in the work of human rights NGOs and sensitizing AIDS
service organizations to human rights are essential activities.

(3) Religious leaders

Strengthening links with religious bodies that have been involved in treatment and
care from the beginning of the epidemic is a vital activity for many reasons. The
example of Caritas Internationalis is described.

14
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ANNEXES

The first annex sets out medical facts about HIV/AIDS and recent initiatives in vac-
cine development and improving access to treatment, especially in developing coun-
tries. The second and third annexes include the IPU Windhoek Resolution and the
International Guidelines on HIVV/AIDS for reference purposes. The fourth and fifth
annexes provide brief descriptions of the partners responsible for the development of
this Handbook: UNAIDS and the IPU.

15
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l. INTRODUCTION

(1) Gravity of the Global Problem

At the end of 1998 UNAIDS and WHO estimated that 33.4 million people were cur-
rently living with HIV infection, including 13.8 million women (43%) and 1.2 million
children.: Most of these people do not even know that they are infected. The vast
majority of people living with HIV/AIDS are in developing countries — 22.5 million
people in sub-Saharan Africa (50 % of whom are women), 6.7 million people in south
and south-east Asia, and 1.4 million people in Latin America. Annex A sets out med-
ical facts and recent initiatives relevant to HIVV/AIDS.

An estimated 2.5 million people died of AIDS in 1998, including 900,000 women and
510,000 children. Of the 47.3 million people who have been infected since the epi-
demic began two decades ago, nearly 14 million have already died. 95% of these
deaths occurred in developing countries. During 1998, 6 million people were newly
infected with HIV — this equates to 16,000 people being infected every day, a 10%
increase on the previous year. Nearly half these new cases were in young people under
the age of 24 years. If this trend continues, it is estimated that more than 40 million
people will be infected with HIV by the year 2000. Governments, particularly those
in developing countries where the epidemic is mainly focused, cannot ignore these
statistics — early and effective interventions can save millions of lives and vitally affect
the quality of life of those already infected with HIV.

(i) Impact on Development

Successful public health measures have stabilized the epidemic in most developed
countries, but this is true of only some developing countries. Many developing coun-
tries are experiencing exponential growth of HIV/AIDS cases. Global spending on
HIV/AIDS care, research and prevention reflects this disparity — developing countries
only receive about 12% of such resources despite having 95% of cases.
Socioeconomic factors contributing to the spread of HIV/AIDS which disproportion-
ately impact on developing countries include: poverty; illiteracy; gender inequality;
increased mobility of populations within and between countries; and rapid industrial-
ization involving the movement of workers from villages to cities, and consequent
breakdown of traditional values.2

Because HIV/AIDS is concentrated in prime-age adults who are usually at the peak of
their economic productivity and are often heads of families, it has an immense impact

17
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on life expectancy, exacerbates inequality (e.g. surviving orphans), and increases the
burden on health systems. Governance, development and human rights are increasingly
being recognized as interdependent,s as HIV/AIDS undermines recent development
achievements. In a few years of accelerated spread, AIDS has become the leading cause
of adult death is some developing countries, and may be the most important macro-
economic and social determinant of human welfare and poverty.+ The risk of develop-
ment projects worsening the epidemic in areas of high prevalence can be averted by
effective government responses. An example is the Chad-Cameroon oil pipeline sup-
ported by the World Bank that has incorporated HIV/AIDS prevention interventionss.

(11i)) Purpose of this Handbook

The objective of this Handbook is to assist legislators to take action and make decisions
on HIV-related law and policy reform, by providing information on the critical role of
human rights in the overall response to the epidemic. Detailed and practical guidance
on HIV-related law and policy reform is provided. The Handbook gives practical exam-
ples of implementation of the International Guidelines on HIV/AIDS and Human
Rights from around the world. There has been a tendency on the part of some govern-
ments to make simple or ad hoc legislative reform without community consultation or
proper consideration of human rights issues. Although the focus of the Handbook is on
legal issues, other complementary methods of administrative implementation of
human rights norms are encouraged, such as policy development and intergovernmen-
tal cooperation. Legal guarantees of rights may not be appropriate where rights cannot
easily be tested in a court of law. Legislation would not be an effective means of prac-
tical implementation of human rights in some circumstances and countries, because of
the lack of social or economic structures and resources that are a precondition to their
fulfilment. Law is only one of a range of tools, including education, whereby social
change conducive to containing the epidemic can be fostered.

Laws that prohibit private consensual behaviour that may transmit HIV can hasten the
spread of the epidemic by acting as impediments to education, prevention and care
programmes. The WHO Directory of Legal Instruments Dealing with HIV/AIDSs con-
tains many examples of such laws enacted hastily by politicians keen to be seen to be
taking tough action against AIDS. This Handbook is intended to help legislators and
other policy-makers develop laws that are consistent with public health and human
rights principles. It does not provide model laws at this time owing to the wide vari-
ety of legal systems in different countries. Diverse and innovative responses to the epi-
demic are encouraged where they comply with international human rights norms. The
Handbook identifies best practice” examples from this rich resource of varying eco-
nomic, social, and cultural values, traditions and practices around the world. Mainly
positive case studies are described and analysed to show how compliance can be
achieved. Occasionally, negative examples are used to show why and how some inef-
fective measures did not work, and what stimulated change or their abandonment.

18
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Il. BACKGROUND

() Windhoek IPU Resolution on HIV/AIDS

The Resolution adopted by the 99th Inter-Parliamentary Union (IPU) Conference in
Windhoek, Namibia, is set out in Annex B. It highlights the need for joint action by
the international community and organizations because of the impact of the epidemic
on world economic development and social and political stability. The Resolution
urges parliamentarians to demonstrate their political commitment to an effective
response to the epidemic through intensifying their legislative, budgetary and over-
sight functions. Some of the specific recommendations are:

 taking a partnership approach by involving the widest possible range of con-
cerned stakeholders, including people living with HIV/AIDS and the com-
munity, in decision-making processes, as well as information sharing;

* having targeted education and preventive measures as the key components of
successful national AIDS strategies;

 establishing non-partisan parliamentary groups to ensure continuing dialogue,
briefings and debate, as well as training activities, in order to deepen the
understanding of the pandemic and promote a consensus on national policies;

» securing safe blood and blood product supplies;

* maintaining universal infection control precautions;
» establishing needle and syringe exchanges;

» developing an effective vaccine; and

» enabling equitable access to new treatments, particularly in developing coun-
tries that are disproportionately affected by the epidemic.

The Resolution calls for the exercise of international solidarity in providing financial
assistance and technical and social support, as well as development assistance ear-
marked for AIDS programmes in developing countries.

The Resolution calls attention to the need to put into practice the International
Guidelines on HIV/AIDS and Human Rights, particularly those dealing with:

* public health legislation;

19
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» criminal law and prison systems;
» antidiscrimination legislation;

» privacy, confidentiality and ethics, including in the conduct of scientific
research; and

» public and private sector standards and mechanisms for implementing the
guidelines.

On the basis of these Guidelines and the commitments States Parties have already
undertaken under international human rights law, the Resolution requested UNAIDS,
in cooperation with the IPU, to develop this Handbook and disseminate it as a refer-
ence tool for establishing appropriate legal standards. A draft of this Handbook was
considered by a UNAIDS/IPU Working Group of parliamentarians from twelve dif-
ferent countries which met in Geneva in February 1999.

(1) Issues for Parliamentarians

Legislators and government policy-makers, because of their ultimate responsibility
for designing and implementing HIVV/AIDS policies, are the principal audience for
which the International Guidelines on HIV/AIDS and Human Rights were aimed.
Parliamentarians can advance HIV/AIDS and human rights issues generally at local,
national and regional levels in several of their roles:

» as political leaders, they can influence public opinion, and can increase pub-
lic knowledge of relevant issues;

» as legislators, they vote on acts of parliament and can ensure that legislation
protects human rights, and advances effective prevention and care pro-
grammes;

» as advocates, they can mobilize the involvement of government, private sec-
tor and civil society to discharge their societal responsibilities in responding
appropriately to the epidemic; and

» as resource mobilizers, they can allocate financial resources to support and
enhance effective HIV/AIDS programmes that are consistent with human
rights principles.

Parliamentarians can specifically assist with implementation of the International
Guidelines through:

» educating their peers about the guidelines at national, provincial and local
levels to encourage promulgation, acceptance and endorsement;

» devising a strategy for disseminating the Guidelines to key actors and devel-
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oping action plans for monitoring and implementation of priority issues; and

* participating in consultative review and reform of the law, by drafting either
government sponsored or private member’s bills.

Processes are needed to ensure that all branches of government follow a human
rights-based response to the epidemic, including the legislature. Democratically
elected parliamentarians are in a unique position to influence public opinion and
lead their constituents towards attitudes supportive of an effective national response
to the epidemic. Political commitment is an essential ingredient to a rights-based
response to HIV/AIDS and to the allocation of adequate resources to implement it.
The US State Department recently described AIDS as an important foreign policy
issue:

“Critical to turning the tide is governmental acknowl-
edgment and political commitment for national and
international action...[P]olitical commitment at the high-
est level of national government makes the critical dif-
ference. Many governments remain slow to acknowledge
and respond with appropriate measures... It takes strong
leadership at the highest levels working with interna-
tional institutions, other nations, and nongovernmental
sectors to join the fight by sharing needed specialized
skills in support of global interests to combat the AIDS
pandemic.”’s

Leaders of some of the most-affected nations in Africa have increasingly shown
awareness and openness regarding HIV/AIDS issues:

* in Botswana President Festus G. Mogae announced in 1998 a government
monthly allowance (means-tested) for people living with HIV;

» the then President Nelson Mandela of South Africa, Honorary President of
the Global Business Council on HIVV/AIDS launched in Edinburgh in October
1997, said:

“Many people live with HIV and AIDS, and many are at risk
of becoming infected. Yet the reality is that the rights which
should protect them from the vulnerabilities which AIDS
sufferers endure are not adequately respected. We need to
confront that reality and speak out against it

 the then Deputy President Thabo Mbeki of South Africa launched a national
public awareness campaign in October 1998. Many workers were given the
day off work to listen to his televised speech, and flags flew at half-mast on
government buildingsto.
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In several countries HIVV/AIDS issues are included in most or all speeches of top
political leaders, e.g. the Presidents in Zambia and Uganda. Individual leadership is
an important mobilizing force in the following examples:

» US President Clinton called for the urgent development of an AIDS vaccine:

“Only a truly effective, preventive HIV vaccine can limit
and eventually eliminate the threat of AIDS... So let us
set a new national goal for science in the age of biology.
Today, let us commit ourselves to developing an AIDS
vaccine within the next decade... [I]f the 21st century is to
be the century of biology, let us make an AIDS vaccine its
first great triumph”2;

» the President of Guatemala has launched World AIDS Day for several years;

» the President of Uruguay, Julio Maria Sanguinetti, spoke on World AIDS Day
1998, and a huge red ribbon was wrapped around the Palace of Justice;

» the former Indian Prime Minister, Shri Atal Bihari Vajpayee, on 12 December
1998, appealed to parliamentarians to take up AIDS awareness as a priority
in their constituenciess;

 the Philippines First Lady, Amelita M. Ramos, mobilized the private sector to
build accommodation for People Living with HIVV/AIDS.

Examples of regional and national initiatives

Peer support for parliamentarians is a vital mechanism to develop effective national
responses to HIV/AIDS that respect human rights. It is important for parliamentari-
ans to be knowledgeable about HIVV/AIDS and to be key partners in developing poli-
cies, programmes and legislation that advance effective prevention and care for peo-
ple living with HIV/AIDS (PLWHA). It is encouraging that in the past decade there
has been increasing participation of parliamentarians in special and general forums,
usually with community representation to give an accurate picture of the human
dimensions of the epidemic. Examples of regional forums include the following:

» The Standing Conference of European Parliamentarians on HIV/AIDS made
a Final Declaration at its meeting in Barcelona in May 1995. It affirms the
Conference’s desire to create a cooperative association of parliamentarians:

“We pledge ourselves both to recruit our fellow
Parliamentarians individually, and to work towards the
affiliation of the relevant committees or study groups in our
Parliaments... [W]e pledge ourselves to keep these issues
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alive in our own Parliaments and to urge their importance
on our governments with a view to ensuring the best use
of resources in care and treatment, the maximum efficiency
of prevention and the necessary research base for continu-
ing advance in both prophylaxis and towards cure.”

The Conference made a number of practical recommendations, including tak-
ing action on drug harm minimization programmes, commencing sex educa-
tion in schools before the start of sexual activity, and excluding Value-Added
Tax on the means of HIV prevention, especially condoms.

At the Tenth International Conference on STD/AIDS in Africa, an Alliance of
Mayors and Municipal Leaders was formed which issued the Abidjan
Declaration on 9 December 1997. The Declaration states that the Alliance
commits itself to search for solutions relevant to local needs and realities, in
accordance with UN principles and national laws and regulations, in order to
respond more effectively to the epidemic. The creation of the Alliance is:

“to maximise commitment, participation, leadership,
capacity and experience at community level in response
to the challenge of the HIV/AIDS epidemic in Africa™.

The South Asian Association for Regional Cooperation (SAARC) Medical
Parliamentarians held a meeting on Reproductive Health, STDs and
HIV/AIDS in Kathmandu in May 1998 which made a Declaration on the
Prevention and Control of HIV/AIDS. It called for parliamentarians to take a
stronger advocacy role and for action at the regional, national, and commu-
nity levels. Specific recommendations included the establishment of a
Regional Forum of SAARC Parliamentarians and mechanisms to review and
reform national laws and policies.

Examples of national initiatives include the following:

The Inter-American Parliamentary Group on Population and Development
held a regional conference in March 1997 of parliamentarians and the heads
of national programmes on HIV/AIDS in Managua, Nicaragua. A seminar on
HIV and human rights was held in the Nicaraguan Parliament while it was in
session in March 1996. It was provided by the United Nations Development
Programme (UNDP) HIV and Development Programme and included partners
such as members of the Network on Ethics, Human Rights and Judicial
Aspects of HIV, and the Latin America and Caribbean Council of AIDS
Service Organizations (LACCASO). The special session was opened by the
President of the National Assembly and closed by the Vice-President. The suc-
cess of the seminar was demonstrated by the later enactment of Law No. 238
(Promotion, Protection and Defence of Human Rights in the face of AIDS):.
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* In Dhaka, Bangladesh, a successful workshop on HIV/AIDS and STDs was
held in September-October 1997 for parliamentarians by ACTIONAID, a
local NGO, and the government AIDS Prevention and Control Programme. It
included a presentation by peer educators of sex workers at the Tangail
brothels. Legislators were given information kits before two one-day collo-
quiums — the first being general and the second for female members of par-
liament. The objectives were: to create an environment where participants felt
at ease to talk; to bridge the gap between lawmakers and activists; to share
prevention and management interventions; and to identify areas where law-
makers could contribute at policy level, in Parliament and in the local area
they represent. The Minister for Health and Family Welfare, along with 21
other parliamentarians from various regions and major political parties,
signed the Declaration of Social Commitment to work for the prevention of
HIV/AIDS as lawmakers. Workshop participants agreed to participate in a
special parliamentary committee to formulate policies, programmes, and
implementation, monitoring and evaluation activities.

Similar initiatives have been held in countries such as Indiaz, Nepali7, Mexico, and
Malawizs.

(i) HIV/AIDS Law, Policy and Human Rights -
International Guidelines

Using the framework of human rights in an expanded response to the epidemic gives
“real-world meaning beyond the realization of enumerated rights for their own sake”=.
A rights-based prevention approach recognizes societal vulnerability to HIV/AIDS,
not just individual risk behaviour. It also recognizes vulnerability in different contexts
of stigmatized or disempowered populations, such as women, children, gay men,
injecting drug users and sex workers. International human rights norms provide a
coherent, normative framework for analysis of the HIVV/AIDS problem. They also pro-
vide a legally binding foundation with procedural, institutional and other accounta-
bility mechanisms to address the societal basis of vulnerability and implement
changezt.

A lack of human rights protection fuels the epidemic in at least three ways:

 discrimination increases the impact of the epidemic on people living with
HIV/AIDS and those presumed to be infected, as well as their families and
associates. For example, a person who is sacked from his or her job because
of being HIV-positive is faced with many problems, including the extra eco-
nomic burdens of health care, as well as providing for any dependent family;

» people are more vulnerable to infection when their economic, social or cul-
tural rights are not respected. For example, a refugee may be separated from
former sources of support (such as family), and more likely to engage in
activities which place his or her health at risk (such as unsafe sex); and
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» where civil and political rights are not respected, and freedom of speech and
association is curtailed, it is difficult or impossible for civil society to respond
effectively to the epidemic. In some countries peer education is hampered by
laws that refuse official registration to groups with certain memberships (for
example, sex workers). In these cases, a meeting of an NGO or community-
based organization with such a membership would be viewed as an illegal
activity.

Public health and human rights are thus complementary, not conflicting, goals. The
protection of public health should not be used as a pretext to justify punitive meas-
ures. Such measures may drive people most in need of prevention and care services
underground, thereby blocking achievement of the desired goals of preventing new
infections, and ensuring care and support for people living with HIV/AIDS.
HIV/AIDS is not merely a medical problem — it requires a broader multifaceted
response.

In September 1996, the Second International Consultation on HIV/AIDS and
Human Rights was convened by UNAIDS and the Office of the UN High
Commissioner for Human Rights. The consultation involved 35 experts from gov-
ernments, voluntary bodies, AIDS service organizations, networks of people living
with AIDS, judges, academics and regional bodies and agencies. The consultation
developed International Guidelines on HIV/AIDS and Human Rights22 that were
welcomed in 1997 by resolutions of the Commission on Human Rightsz and the
Sub-Commission on the Prevention of Discrimination and Protection of
Minorities. In 1998 UNAIDS and the Office of the UN High Commissioner for
Human Rights published the Guidelines in the six official UN languages, namely,
Arabic, Chinese, English, French, Russian and Spanishzs,

Compliance with international obligations

The Guidelines provide explicit benchmarks to implement and measure performance
in developing an effective rights-based response to the epidemic. The emphasis in the
Guidelines is on governments as they are the responsible state parties under relevant
international human rights instruments, but it is important to recognize that partner-
ships with other essential parts of society are crucial to an effective response to the
epidemic. The Guidelines on HIV/AIDS and Human Rights clarify the obligations
contained in existing human rights instruments, such as:

» the United Nations Charter;
» the Universal Declaration of Human Rights;

» the International Covenant on Economic, Social and Cultural Rights;
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the International Covenant on Civil and Political Rights;
» the Convention on the Elimination of All Forms of Racial Discrimination;

» the Convention on the Elimination of All Forms of Discrimination Against
Women;

» the Convention on the Rights of the Child,;

» the Convention Against Torture, and Other Cruel, Inhuman or Degrading
Treatment or Punishment; and

» various International Labour Organization conventions and recommendations.

As members of the United Nations, States are obliged to promote and encourage
respect for human rights without discrimination under the UN Charter. Although the
Universal Declaration is not a treaty as is the UN Charter, it is widely considered to
be binding under customary international lawzs. The above-mentioned treaties are
binding on States Parties that have signed and ratified them. Special UN machinery
has been set up under many of these treaties in order to monitor State compliance
through the obligation to furnish regular reports which are considered by the treaty
committees in dialogue with individual States.

The Vienna Declaration and Programme of Action affirmed that human rights,
whether civil, political, economic, social or cultural, are universal and indivisiblez.
States have a duty to respect, protect and fulfil these human rights and fundamental
freedoms within their own political, economic and cultural systems. The obligation to
respect rights requires states to abstain from interference with freedom of the indi-
vidual; the obligation to protect rights requires states to prevent other individuals
interfering with an individual’s rights; and the obligation to fulfil rights requires states
to take the measures necessary to ensure realization of the rights which cannot be
secured by the personal efforts of the individualzs.

It is important to note that in 1996 the UN Commission on Human Rights resolved
that the term “or other status” used in several human rights instruments “should be
interpreted to include health status, including HIV/AIDS” and that discrimination on
the basis of actual or presumed HIV/AIDS status is prohibitedz. The duty to fully
realize human rights obligations can be approached in several ways. States are given
some discretion in the actual manner of undertaking the realization of rights, as
appropriate measures are not prescribed. Key human rights, with examples of their
specific application in the HIVV/AIDS context are:
- nondiscrimination and equality before the law, e.g. eliminating discrimination
against people living with HIV/AIDS in the areas of health care, employment,
education, immigration, international travel, housing and social security;
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- health, e.g. ensuring equal and adequate access to the means of prevention, treat-
ment and care, such as for vulnerable populations with lower social and legal sta-
tus, (e.g. women and children);

- privacy, both informational and physical, e.g. ensuring confidentiality of HIV test
results, and prohibiting mandatory or compulsory testing;

- education and information, e.g. ensuring equal and adequate access to prevention
education and information, such as targeted material for ethnic minorities;

- freedom from inhuman, degrading treatment or punishment, e.g. prohibiting auto-
matic isolation of HIV-positive prisoners;

- autonomy, liberty and security of the person, e.g. prohibiting HIV testing or
research without informed consent, and prohibiting detention or quarantine solely
on the basis of HIV status;

- sharing in scientific advancement and its benefits, e.g. ensuring equal and ade-
quate access to a safe blood supply and universal infection control protocols or
treatment drugs;

- work, e.g. prohibiting dismissal of staff solely on the basis of their HIV status;

- freedom of expression, assembly and association, e.g. ensuring availability of reg-
istration for groups of people living with HIV/AIDS, such as sex workers or men
who have sex with men;

- participation in political and cultural life, e.g. ensuring the participation of persons
living with HIVV/AIDS in the formulation, implementation and evaluation of pol-
ICY;

- marry and found a family, e.g. prohibiting mandatory premarital testing, and
coerced abortions or sterilizations.

Exceptions

States may impose limitations on the exercise of some human rights under interna-
tional law in circumscribed situations. Absolute rights, such as freedom from torture
and slavery, can never be abrogated under international law. Public health is some-
times cited as a justification for limiting the realization of the human rights of indi-
viduals or groups — e.g. when liberty is restricted by isolation or quarantine laws, and
when privacy is violated by notifying an individual’s HIV status to health authorities
without his or her consent. However, public health is only a legitimate ground of
exception to the exercise of some of these rights in very limited circumstances, and
should not be used as a pretext to authorize punitive measures. Public health and
human rights are usually complementary, rather than conflicting.

Other grounds of restriction set out in international human rights treaties are: the
rights and freedoms of others; morality; public order; the general welfare in a dem-
ocratic society; and national security. Restrictions based on the protection of public
health and these other grounds are only legitimateso where they are:

» prescribed by law (i.e. not arbitrary). Specific legislation should be accessi-
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ble, clear and precise so that individuals can regulate their conduct accord-
ingly; and

* are necessary in a democratic society (i.e. the product of the legislature with
community consensus) to protect a compelling social need, and proportional
to that need (i.e. the least intrusive and restrictive measure that will actually
achieve that interest, such as health). There needs to be a balance between the
benefits to be expected from the measure and their adverse consequences for
the persons concerned, as well as the public interest in the free exercise of the
right that is being restricteds.

The areas of potential law reform identified in the International Guidelines are dis-
cussed below. The discussion is framed in terms of these human rights standards as
they apply to HIV/AIDS issues. Consideration is given as to whether there are any
possible cases for legitimate restrictions being placed on human rights. They are
meant to guide legislators when considering law reform proposals or policies that
affect people living with HIVV/AIDS.

States Parties to the above-mentioned human rights treaties have a duty to review, and
if necessary, repeal and amend their laws, policies and practices which are in breach
of obligations, and take the necessary steps to adopt legislative or other measures to
ensure respect of, and give effect to, the rights under them.
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IIl. ANNOTATED INTER-
NATIONAL GUIDELINES

This substantive part of the Handbook analyses the content of the 12 International
Guidelines developed by the Second International Consultation on HIV/AIDS and
Human Rights in September 1996. The Guidelines are framed in three broad and
inter-connected approaches:

(A) improving governmental responses in terms of multisectoral responsibility
and accountability of processes;

(B) widespread law reform and legal support services focusing on antidis-
crimination, public health protection, privacy, criminal law, and improving
the status of women, children, and marginalized groups; and

(C) support for increased private sector and community participation in the
response, including building civil society’s capacity and responsibility to
respond to HIVV/AIDS ethically and effectively.

All three areas are equally important, however, because this Handbook is directed to
legislators, it focuses more on the first two areas. This Handbook aims to give an
added policy dimension to the Guidelines with detailed context, interpretation and
discussion (especially in the area of law reform) of why implementation is necessary.
It also sets out practical case studies from around the world to show how success has
been achieved in a variety of national environments. The areas identified in the 1998
IPU Windhoek Resolution on HIV/AIDS are of particular interest to parliamentarians
and therefore have been highlighted.
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1. ANNOTATED INTERNATIONAL GUIDELINES

(A) Institutional Responsibilities and
Processes

Guideline 1: National framework

States should establish an effective national framework
for their response to HIV/AIDS which ensures a coordi-
nated, participatory, transparent and accountable
approach, integrating HIV/AIDS policy and programme
responsibilities, across all branches of Government.

For there to be an effective national framework, HIVV/AIDS policies and programmes
cuoeune 1 need to be integrated across the executive, legislative and judicial branches of gov-
ernment. Only such an approach can clarify respective roles and ensure that human
rights are adequately considered across portfolio responsibilities — otherwise specific
issues may be passed over or seen as within others’ mandates. Mechanisms to foster
coordination, participation and accountability are set out below with some case exam-
ples of national initiatives. A practical consideration in ensuring their effective oper-
ation has been to allocate to such committees or bodies dedicated “ring-fenced” budg-
ets, in order to protect against being overtaken by other competing financial priorities.
Complementary activities at local level are equally important as responsibility for the
actual work of implementation usually rests at the community level. National com-
mittees and advisory bodies should be replicated at this local level where possible, as
state/provincial governments have important legislative and budgetary decision-mak-
ing powers impacting on the epidemic.
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Interministerial committees

Interministerial committees can ensure integrated development and high level coor-
dination of individual ministerial national action plans, and monitor and implement
further HIVV/AIDS strategies32. Best practice models of this structure exist in many
countries:

« the Thai National AIDS Prevention and Control Committee has been chaired
by the Prime Minister since 19913, The Thai NGO Coalition on AIDS is a
member of the Committee;

» the South African Cabinet established a 10-member special interministerial
committee under the Deputy President dealing with HIV/AIDS in the portfo-
lios of: education; health; welfare and population; home affairs; correctional
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services; defence; culture, science and technology; agriculture and land
affairs; and transportss;

* the French interministerial committee was formed in 1994 to coordinate the
national response to AIDS;

 the British Special AIDS Cabinet committee with a large budget was created in
1986 when AIDS became the focus of a high-profile political campaignzs; and

» the Malawi Cabinet Sub-Committee on HIV/AIDS is chaired by the Vice-
President.

Similar committees also exist in India and Botswana. The existence of such commit-
tees should not preclude HIVV/AIDS issues being considered by existing mainstream,
standing ministerial forums, such as in the above-mentioned portfolios. There are also
positive reasons for linking consideration of HIV/AIDS issues with other infectious
diseases, such as hepatitis B and C, where appropriate. These include not isolating
HIV/AIDS as a preferred or special case for government intervention, and resource
savings by mainstreaming.

It is preferable that such committees consist of relevant cabinet ministers, but in some
countries members are bureaucrats from appropriate portfolios who can also be effec-
tive at lower and less political levels of decision-making. It is important that all rele-
vant ministries are included. In Zambia the following cross-portfolio activities have
occurred in non-AlDS specific areas:

» the Ministry of Defence has created an orphans’ fund for the upkeep and edu-
cation of former service people;

» the Ministry of Agriculture, Food and Fisheries is training extension workers
in social mobilization techniques for HIVV/AIDS prevention and care in rural
areas;

» the Ministry of Local Government and Housing is establishing AIDS offices
in all its units; and

e the Ministry of Tourism is incorporating HIV/AIDS into the curricula of
training and education bodiesss.

Parliamentary committees on HIV/AIDS

Special parliamentary or legislative committees on HIVV/AIDS can provide an ongoing
forum for parliamentarians to deepen their understanding of the epidemic through reg-
ular briefings and policy discussion, and can serve as a vehicle for law reform. The 1998
IPU Resolution on AIDS recommends the formation of these committees. By including
both minor and major party representation in such committees, nonpartisan support of
HIV/AIDS policies, programmes and laws can be promoted. Successful examples of
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1. ANNOTATED INTERNATIONAL GUIDELINES

such parliamentary liaison groups can be found in several countries, including
Britain7, and Australiass. In the UK, the All-Party Parliamentary Group on AIDS
(APPGA) was established in 1986 and currently has about 170 members. It exists
to “prevent AIDS being forgotten under the weight of all the other distractions that
come up every day” in Parliaments. The APPGA has identified its aims and objec-
tives as:

 raising awareness of HIV/AIDS issues in Parliament and encouraging bal-
anced policies based on accurate information;

» acting as a bridge between Parliament, the statutory and voluntary sectors,
providing a forum for the exchange of information;

» ensuring that HIVV/AIDS is kept on the political agenda through parliamen-
tary debates and questions, and meetings with Ministers;

« liaising with other agencies to identify and draw attention to gaps in provi-

cuieLine 1 .
sion; and

* monitoring legislation to ensure that HIVV/AIDS issues are given due con-
sideration, e.g. the Carers’ Bill, Disabled Persons’ Bill, Disability
Discrimination Bill, Housing Bill, Offences Against the Person Bill and
Pensions Bill.4o

The APPGA operates through a number of activities including:

* holding meetings at which prominent scientific and other experts brief
Parliamentarians around topics such as sex education, overseas develop-
ment, and treatments;

—
<
P
o
'_
<
P
[ae
Ll
l_
z
[a)
m
<
O
P
P
<

)
L
p
=
L
o
>
O

» collaborating with other All-Party Parliamentary Groups, e.g. those on
Penal Affairs, Homelessness, Mental Health, Disability, and Drug Misuse;

» participating in Parliamentary hearings, e.g. responding to the changing
needs of people living with HIV/AIDS (PLWHAS) and designing national
strategies to meet those needs;

» preparing Parliamentary briefing papers, and background briefings for
debates, and assisting in the drafting of Parliamentary Questions, such as on
HIV testing needle and syringe exchanges, prevention and prisons;

* holding seminars on working effectively in Parliament, including proce-
dures, influencing legislation and policy, and approaching or lobbying
members of Parliament;

» arranging visits to AIDS service organizations to ensure that members are
kept aware of frontline activities; and

32



UNAIDS / IPU

» providing information and advice to members on all aspects of HIV/AIDS
from medical, social and economic perspectives.

Multisectoral advisory bodies

Multisectoral advisory bodies with professional and community representation, both
general and specialist, on legal and ethical issues can address the issues of review and
reform. In the area of law reform these advisory bodies can be governmental (such as
the Australian Legal Working Party of the Intergovernmental Committee of AIDS)+,
or nongovernmental (such as the Project on Legal and Ethical Issues Raised by
HIV/AIDS of the Canadian HIVV/AIDS Legal Network and Canadian AIDS Society,
and the AIDS Law Project in South Africa)s. The Malaysian AIDS Council, an
umbrella organization of 27 groups, has a legal and ethical subcommittee which for-
mulated an AIDS Charter: Shared Rights, Shared Responsibilities in 1995. The
Kyrgyzstan Multisectoral Co-ordination Committee on HIVV/AIDS/STDs Prevention
established a Technical Advisory Group on Policy and Legislation which held con-
sultations in 1996, leading to the revision of the National AIDS Law by Parliament in
March 1997.

Other general multisectoral advisory or reporting bodies appointed by governments
include:

» the US Presidential Commission on the HIV Epidemic which reported in
1988;

» the British Parliamentary Select Committee for the Social Services which
reported in 1989;

» the Canadian Ad Hoc Parliamentary Committee on AIDS which released its
report in 1990;

» the German AIDS Enquete Commission of the Federal Parliament;

» the Kenyan Parliamentary Sessional Paper on AIDS which began with the
development of national policies in 1994 and was published in 1996;

» the Malawi National AIDS Committee which is an interdisciplinary body
chaired by the Minister of Justice; and

» the Philippines National AIDS Council which is required by legislation to
include 26 members, including several Parliamentarians, representatives from
six NGOs and one PLWHA, two medical organizations, and the heads of the
following Departments or agencies: health; education; employment; social
welfare; interior and local government; justice; economic development;
tourism; budget management; foreign affairs; and information.
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1. ANNOTATED INTERNATIONAL GUIDELINES

Local level activities: decentralization case study

A successful example of decentralization occurred in the Northern Thailand
HIV/AIDS programme in the mid-1990s#. The epidemic severely affected Northern
Thailand with nearly half of the national HIV/AIDS cases concentrated there, partly
due to high levels of injecting drug use and a large commercial sex industry. The ini-
tiative was to share authority for policy and programme development, planning, budg-
eting, decision-making and consultation with provincial level bodies by:

» establishing the Upper Northern HIV/AIDS Prevention Committee to coor-
dinate implementation in six provinces;

» providing block grants directly to the upper North regions to facilitate faster,
more appropriate and flexible use of the budget for the planned programme,
rather than centralized decision-making within a highly politicized and com-
petitive budget allocation process;

— « providing an NGO fund with prescreening committees set up in the region, so

that decisions could be made by persons in close contact with the local situ-
ation and NGOs applying for funds; and

» promoting and supporting roles of NGOs and community-based organiza-
tions in prevention and care interventions, demonstrating the effectiveness of
the partnership approach in decreasing the spread of the epidemic.4

Guideline 2: Supporting community partnership
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States should ensure, through political and financial sup-
port, that community consultation occurs in all phases of
HIV/AIDS policy design, programme implementation and
evaluation and that community organizations are
enabled to carry out their activities, including in the
fields of ethics, law and human rights, effectively.

Partnership approach

There is a critical need for governments to actively involve and engage communities
at risk and affected by the epidemic. These communities have a unique position of
trust, and direct knowledge and experience of how and why infection occurred.+
Community-based organizations are better placed than government agencies to reach
deep into vulnerable constituencies. Structural means need to be created to enable
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community consultation in all phases of HIV/AIDS policy design, programme imple-
mentation and evaluation. This could occur by including community representatives
on the above-mentioned ministerial, parliamentary and advisory forums, preferably
by formal attendance but also by inviting written submissions.

Human rights protection should be a central feature of this engagement, as fear of dis-
crimination and public disclosure of HIV status act as significant impediments to
community mobilization and advocacy. Adequate funding for community organiza-
tions and capacity building is essential to support true partnership, in order to have
the benefit of their knowledge and experience working with people directly affected
by HIV/AIDS. The most effective responses to the epidemic grow out of people’s
action within their own community and national context .4

Case studies

Numerous community groups have been established in many countries working with
persons living with HIV/AIDS (PLWHAS) in different ways, such as running tele-
phone hotlines, drop-in centres, safe houses and “buddy support”.« Government sup-
port, especially if accompanied by funding, is important to the sustained success of
such organizations. In Uganda The AIDS Support Organization (TASO) was estab-
lished as a small self-help group in 1987 and has now grown to having 150 staff and
almost 2,000 volunteers.= Thailand also has some very successful grassroots support
organizations, such as the Wednesday Friends’ Club run by the Red Cross, the Duang
Prateep Foundation in Bangkok and the New Life Friends in Chiang Mai. In Northern
Thailand a District Model has been used in villages by CARE. It provides compre-
hensive community care and focuses on strengthening community partnership and
ownership with integrated programming, including the development of clear antidis-
crimination policies in training.s:

The UNDP commissioned a case study on government and civil society interface in
the Philippines at the levels of HIV/AIDS national policy formulation and local
implementation.s2 The Philippine National AIDS Council was formed in 1992 as a
multisectoral body to advise the President on policy development and coordinate
implementation of a National Strategy. It has 13 government and 7 NGO representa-
tives, including the President of the PLWHA organization. The Council formulated a
National AIDS Prevention Strategy, using a national consultative process, which was
respectful of human rights. A key achievement of the Strategy is the mainstreaming
of AIDS information and education in government departments responsible for edu-
cation and the interior. The Olongapo City AIDS Foundation established in 1992 at
local level has a successful community-based approach in its massive information
campaigns, and care and support programmes. The Inter-Agency HIV/AIDS Network
was formed in 1995 in the province of Palawan where there have been no reported
case of HIV/AIDS. The Network consists of five governmental, four private and five
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1. ANNOTATED INTERNATIONAL GUIDELINES

nongovernmental organizations and uses prevention information and education cam-
paigns, mobilizes an appropriate community response, links multisectoral expertise,
and integrates HIV/AIDS into members’ programmes.ss

On the other hand, a 1997 UNDP study of involvement of PLWHASs in policy and pro-
gramme developments+ in Asia found a general inability to comprehend, lack of seri-
ous consideration and disinterest on the part of senior bureaucrats and medical pro-
fessionals regarding the benefit of PLWHAS’ involvement. In many countries there
was no involvement of PLWHAS beyond being mere patients and recipients of serv-
ices. In other countries such as Thailand, the development of a local PLWHA move-
ment was facilitated by the government’s willingness to work as partners with
PLWHAs by providing political leadership, allocating funds and making appoint-
ments to decision-making bodies in a supportive and enabling environment (see
Part C below).

w3 (B) Law Review, Reform and Support
Services

The following areas of the law have been identified, based on worldwide experi-
ence and case studies, as the mostly likely ones where human rights issues will
arise which impact on the epidemic. Legislative checklists requiring affirmative or
negative responses are included to assist with implementation of this technical
area. The 10 checklists in the text identify areas requiring legislative reform in all
five of the Guidelines covered in Part (B), and the allied Guideline 10 (Codes of
Practice), which is in Part (C) Promotion of a Supportive and Enabling
Environment. The actual process of law reform which promotes respect for human
rights in several countries is described below.
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Guideline 3: Public health legislation

States should review and reform public health legisla-
tion to ensure that they adequately address the public
health issues raised by HIV/AIDS, that their provisions
applicable to casually transmitted diseases are not inap-
propriately applied to HIV/AIDS and that they are con-
sistent with international human rights obligations.
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National examples of reform
Nicaragua

In Nicaragua a Bill on human rights and AIDS was drafted by two NGOs,
Fundacion Nimehuatzin and the Center for Constitutional Rights. Workshops on
various drafts were run in 1996 by the Network on Ethics, Human Rights and
Judicial Aspects of HIV, consisting of representatives from these two NGOs and
other human rights NGOs, members of Parliament, the affected PLWHA com-
munity, a prevention group from the gay community, the United Nations
Development Programme, the Pan American Health Organization and the
National AIDS Programme. The Network provided expertise to parliamentarians,
as well as sensitizing various community organizations and the general public to
human rights issues. A communications strategy was also used, involving the
production of a video illustrating the ethical and human rights aspects of the law
and HIV/AIDS using a dramatic story telling format. Major television channels,
as well as public service announcements showed the video on television, radio
and billboards. Since the law was enactedss, the video has been used for training
purposes. The Network now has a technical team working on elaborating regula-
tions under the law, which covers issues such as antidiscrimination, confiden-
tiality and autonomy of the person.ss The special session of the Nicaraguan
Parliament on this issue described above was a major impetus and support for the
legislation.

Mexico

In Mexico a law for the Prevention and Control of Infection by HIV came into effect
on 17 January 1995. Its genesis was in the unprecedented cooperation between 17
governmental bodies and 19 NGOs.s” The law is enshrined in the Constitution and
takes precedence over provincial or State law. It addresses issues such as confiden-
tiality and prohibits mandatory testing and discrimination in specified areas of activ-
ities or services — marriage, employment, education, medical treatment, accommoda-
tion, immigration or emigration.

Argentina

In Argentina a national law on AIDS which promoted respect for human rights was
passed in 1990, following the enactment of many coercive laws at the provincial
level. The law covers issues of discrimination, confidentiality (subject to excep-
tions, such as treatment and care purposes, criminal, family law, or adoption cases)
and informed consent to testing (subject to exceptions, such as blood donation and
immigration).ss
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1. ANNOTATED INTERNATIONAL GUIDELINES

Philippines

The Philippines National AIDS Council (PNAC) includes representation from both
Houses of Parliament (the Chairpersons of the respective Committees on Health), as well
as the Presidents of the Leagues of Governors and City Mayors. The Philippines Senate
created the Ad Hoc Committee on AIDS which drafted the AIDS Prevention and Control
Act 1998 and the Senate Committee on Health ensured its enactment. Features of the
comprehensive Act which gives the National AIDS Council a legislative basis, include:

* requiring written informed consent and prohibiting compulsory HIV testing
(such as for employment, travel, medical services, and admission to educa-
tional institutions), unless authorized by the Act (e.g. blood or organ donation);

e guaranteeing the right to confidentiality, subject to certain exceptions, e.g.
court proceedings (but with a requirement that medical records be sealed,
only to be opened by the judge);

uoune 3  prohibiting discrimination on the basis of actual, perceived or suspected HIV

status in the areas of employment, schools, travel, public service, credit and
insurance, health care, and burial services;

» establishing universal infection control guidelines for surgical, dental,
embalming, tattooing and similar procedures;

» prohibiting misleading advertising of drugs and other products for HIV/AIDS
prevention, treatment or cure;

» requiring educational authorities to integrate HIV/AIDS prevention edu-
cation at intermediate, secondary and tertiary levels (although limits are
placed on the use of explicit materials and promotion of birth control);
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* mandating HIV/AIDS information as a health service, and requiring spe-
cific programmes in the workplace, by local governments, and for over-
seas travellers, tourists and other communities; and

» recognizing the role and utilizing the experience of affected individuals in
information and education campaigns, as well as providing access to
health care, community-based services and self-help programmes.

Canada

Law reform has been approached comprehensively by the Canadian HIV/AIDS
Legal Network and the Canadian AIDS Society. These NGOs began a joint Project
on Legal and Ethical Issues Raised by HIV/AIDS in 1995 and have held many
workshops to gauge community responses. The Project has issued a literature
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review, a regular newsletter, discussion papers and reports on various topics
including: prisons; discrimination; criminal law; testing and confidentiality; gay
and lesbian legal issues; and aboriginal communities (discrimination, testing and
confidentiality). These high quality documents have been used for resource and
advocacy purposes, as well as consensus building in promoting law reform.

Australia

A process of law reform similar to that which took place in Canada occurred in
Australia, but was driven by government rather than by NGOs. The Legal Working
Party (LWP) of the Intergovernmental Committee on AIDS issued nine discussion
papers during 1990-92 on the topics of: public health; injecting drug use; homo-
sexuality; sex work; employment law; civil liability; media law; and therapeutic
goods legislation. The LWP was established under the First National HIV/AIDS
Strategy and was the first dual portfolio law reform body (health and attorney-
general’s) across all jurisdictions, i.e. Federal, as well as State and Territory
Governments. It issued a Final Report following public submissions on preferred
options presented in the discussion papers in 1992, of which approximately half
have been implemented.s® Both of these case studies in Canada and Australia use
the English law reform commission model of comprehensive research and com-
munity consultation to reach balanced recommendations. It is debatable whether
the location of law reform bodies within NGOs or governments influences the
effective implementation of reports.

United States of America

Although there have not been similar national law reform projects in the USA, there
have been projects which monitor legal developments in the HIV/AIDS area — the
AIDS Litigation Project funded by the Department of Health and Human Services has
surveyed the results of nearly 600 court and human rights commission cases during
1991-1997¢, and the Intergovernmental Health Policy Project of the George
Washington University annually summarizes AIDS laws from legislative sessions in
50 States.

India
Positive results can also come from efforts opposing legislation, as occurred with the

blockage of the Indian AIDS Prevention Bill in 1989, which had coercive provisions
similar to those in the 1898 Lepers Act.e:

Public health has been recognized at least since the nineteenth century as a government
function. Beyond the management of communicable diseases, public health is con-
cerned with access to medical services, the physical, biological and social environment
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1. ANNOTATED INTERNATIONAL GUIDELINES

(e.g. regulation of pollution, food standards, drug safety, water hygiene and sewer-
age)s2. The public health and sanitation movements, which emphasized society’s obli-
gation to ensure conditions under which people can be healthy, promoted collective
rather than individual responsibility for health. Under utilitarian principles positive
interventions (e.g. treatment) were taken to protect the welfare of citizens, and preven-
tive actions (e.g. vaccinations) were required so that others would not be harmed.
Scientific knowledge formed the basis of measures to curb epidemics, such as plague,
leprosy, cholera, polio, smallpox, or venereal disease and tuberculosis. Unfortunately,
throughout most history there has been a stigmatized association between epidemic
diseases and marginalized groups — the poor, immigrants, particular ethnic or social
groups have all been scapegoated at various times and in various locations.ss

Antiquated legislation initially formulated in the last century to address diseases such
as leprosy and cholera has now been inappropriately extended to HIV/AIDS. This is
not appropriate since HIV/AIDS is not casually transmitted. An example of casual
transmission is droplet infection, which occurs with sneezing, coughing or sharing
utensils (e.g. drinking cups or cutlery). Laws prohibiting people with HIV from work-
ing in certain industries (such as food-handling), or using public transports are nei-
ther necessary nor effective in addressing the epidemic. On the other hand, principles
and strategies formulated in the International Guidelines for HIV/AIDS and Human
Rights can be linked to the control of other communicable diseases, such as sexually
transmitted diseases, where it is appropriate. There can be benefits in mainstreaming,
rather than having HIVV/AIDS treated as an exceptional case, in relevant areas of both
the law and administrative implementation.

GUIDELINE 3

Government has both the capacity and responsibility to provide leadership in produc-
ing an appropriate public health legislative response to the epidemic in order to fulfil
the individual’s right to health. It is appropriate that public health legislation explic-
itly funds and empowers authorities to provide the following comprehensive range of
prevention and treatment services:
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» information and education, for the general public and targeted populations;
» voluntary testing and counselling;
» STD and sexual reproductive health services for all;

» condoms and other means of prevention, such as bleach and clean injecting
equipment;

* drug treatment;

» care and treatment for AIDS-related illnesses, including pain prophylaxis;
and

» epidemiological surveillance.
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Voluntary testing and informed consent

Laws should require specific informed consent before HIV testing is done; otherwise a
person’s liberty and privacy are at risk of being violated. The potential economic and
social consequences of a positive diagnosis on individuals, including possible discrimi-
nation, make it essential that their decision to be tested is made with full prior knowl-
edge. The availability of treatment drugs in industrialized countries provides a strong
incentive to seek HIV testing for individuals who know that they are at risk of infection
so that they are able to access medication at an earlier stage of infection. Pre- and post-
test counselling is essential not only for psychosocial reasons, but to maximize preven-
tion and care messages and services. Legislation in several countries requires that test
results should be given in person (rather than by telephone) to the individual who has
been tested, and privately to ensure confidentiality and adequate support. Some adapta-
tion will need to be made for local cultural and social conditions — for example in the
Netherlands there is an enforceable legal right not to be informed of a test result.ss

In many countries anonymous test sites are available so that a person does not need to
disclose his or her identity. This privacy protection has been subverted in some coun-
tries by legislation which is contingent on the test result being negativess. Where home
test kits are legally available, governments should ensure quality control under thera-
peutic goods legislation, while also providing counselling and referral services for
clients using them. Mechanisms to prevent misuse of the tests, such as by employers
or insurers, should be covered under antidiscrimination legislation.

Lingering paternalism of the medical profession in some countries has enabled wide-
spread mandatory testing under the guise of general consent to medical services. The
European Court of Justice has held that subjecting candidate employees to a disguised
HIV test without informed consent is illegal: X v. Commission.

Practical remedies for unauthorized HIV testing, such as covert testing of blood or
other body fluids (e.g. urine), should be provided under legislation. Some countries
require medical professionals to use consent forms (included as a schedule to subor-
dinate legislation such as public health regulations) as part of the request to the labo-
ratory performing the test, in order to provide proof of specific informed consent.
These forms can protect doctors against legal proceedings, but they should be struc-
tured in such a way that privacy of the person being tested is preserved. A two-part
form is sometimes used — one part has the signed name of the person consenting and
is maintained in the doctor’s records, and the second part is sent to the laboratory with
information de-identified by the use of alphanumeric codes (e.g. the date of birth, sex
and/or the initials of a person’s name).

Public health legislation can positively influence medical practices, but legislation
should also provide enforcement mechanisms for individuals to obtain redress.
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1. ANNOTATED INTERNATIONAL GUIDELINES

Examples of successful mechanisms include medical ombudspersons and health
complaints authorities established under the law. These tend to be more accessible,
simple, quick and cheap than courts. This should not preclude health authorities from
pursuing legal proceedings under public health legislation, or disciplinary proceed-
ings to professional registration boards. Similarly, individuals should have the option
to seek redress under civil liability law.

Obligatory testinge?, i.e. testing without informed consent, has been targeted at groups
in some countries including:

* migrants, refugees or travellers;

» military personnel;

* pregnant women;

» children who are being adopted, or subject to custody/access orders;
GUIDELINE 3
» couples intending to marry;
» people seeking insurance/superannuation, or accommaodation;

* participants in certain sports, such as boxing;

* hospital patients, e.g. before surgery or where needle-stick injuries have been
suffered by health-care workers;

» inmates of institutions such as prisons and facilities for the mentally ill,
developmentally disabled, or people with severe physical disabilities;
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» employees, with sometimes a particular emphasis on certain occupations
such as health-care workers, pilots, entertainers, truck drivers, fishermen;
and

» people subjected to the criminal law, such as sex workers, injecting drug
users and men who have sex with men.

Testing of these groups is in violation of the nondiscrimination principle under inter-
national human rights law. The only clear exception would be in the case of blood,
and human tissue/organ donation where there is an obvious public health imperative
to perform HIV testing, and a legal duty of care towards potential recipients who
need to give fully informed consent to the donation. Lack of involuntary testing does
not imply that voluntary testing should not be actively encouraged. In fact the con-
verse is true — there are very good reasons for promoting voluntary testing in certain
groups, such as pregnant women, both for the mother’s and child’s health (e.g. opti-
mal access to antiretroviral treatments).
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There are also strong public policy grounds for not using involuntary testing:

» cost and ineffectiveness, as it diverts scarce resources from prevention and
care programmes;

» the information obtained may be unreliable unless the test is repeated at a
later stage, as the person being tested may be in the “window period” (not
yet producing antibodies) and therefore have a negative result;

» counter-productivity in making people hide their behaviour that may have
put them at risk of HIV infection, thereby making contact with prevention
and care programmes much more difficult;

* it is easily bypassed in certain scenarios, such as marriage licences where
the couple may marry in another jurisdiction or simply choose to live in a
de facto relationship, or in other cases where false “AlDS-free certificates”
are obtained, e.g. for sex work, or travel,

GUIDELINE 3

» use for discriminatory purposes, such as refusal of employment, segrega-
tion of HIV-positive prisoners, or denial of migration applicants. This
ignores the long asymptomatic period during which productive work can
be performed (and taxes can be paid). It is also inappropriate given the lack
of screening for diseases causing an equal or greater burden on the health
care system;

e it undermines individual responsibility to avoid infection, as people can
rely on the assumption that others are HIV-negative;
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» it weakens compliance with universal infection precautions by falsely reas-
suring people that they would have prior knowledge of others’ HIV status,
thereby leading to less careful practices; and

* it sends a wrong message to the community that HIVV/AIDS is a problem
of “risk groups”, thereby promoting an “us and them” mentality and creat-
ing further fear, denial and stigma.

The use of blood samples given for other purposes in unlinked HIV testing of cer-
tain groups (e.g. newborns) can raise ethical concerns which need to be resolved
at a national level. A balance needs to be weighed between the individual’s right to
privacy in respect of the blood given by them for another purpose, and the com-
munity value in having data on the course of the epidemic which would not be
available otherwise.
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In Uganda HIV infection prevalence was monitored using sentinel surveillance,
which indicated that the rate is falling for pregnant women in urban areas (the data
were also supported by surveys of changes in sexual behaviour).ss “Sentinel sur-
veillance is the performance of HIV antibody tests on blood specimens drawn and
collected for another legitimate purpose in selected populations, such as clients of
STD clinics, injecting drug users and pregnant women, that will provide an indica-
tion of HIV trends associated with specific risk behaviour or practices in each cat-
egory. Personal identifiers are removed and results cannot be linked to the individ-
ual whose blood is being tested.” On the other hand, in the Netherlands there is an
enforceable right of bodily integrity under the Civil Code to object to research on
one’s bodily substances, which means that individuals can prevent sentinel testing
of their blood if they wish.s

Notification of coded information

P There is a public health need to collect data for several reasons — to enable:

e action in individual cases to prevent further infections by interrupting the
chain of transmission, e.g. triggering contact tracing;

» surveillance of infectious disease trends in relation to tracking the course of
the epidemic, such as risk factors;

* monitoring of incidence and prevalence in order to plan and evaluate pre-
vention programmes;

o cost effective application of resources for controlling the epidemic by
ensuring effective planning which takes into account accurate epidemiolog-
ical data.
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Apart from the first situation (which will be considered in the next section below),
coded data would serve all the above-mentioned purposes. Diagnosis of HIV infec-
tion is usually performed by laboratories, whereas AIDS is a clinical diagnosis
made by doctors, nurses, or other qualified health-care providers. Requiring notifi-
cation of coded data on confirmed HIV cases to authorities under public health leg-
islation protects human rights because it supports the rights to health, life and infor-
mation. Some countries (e.g. Norway) require laboratories to send a form that is
attached as a schedule to public health regulations. This requirement has the advan-
tage of making the data set uniform and more easily used for epidemiological pur-
poses (and deterring unauthorized purposes because irrelevant information, such as
personal markers, is not collected). Strict controls on data protection are still nec-
essary to allay concerns that codes may somehow be broken. The use of identifiable
data, on the other hand, raises privacy concerns which will be considered.
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Partner notification

The issue of whether people living with HIVV/AIDS should be subjected to coercive
public health strategies, particularly partner notification, has been debated in most
legal systems. In many communities there is a history of medical professionals hav-
ing an ethical and sometimes legal obligation to protect others from infection by trac-
ing contacts of those infected by serious diseases, particularly where they would not
otherwise be aware of their infection.

On the other hand, patient confidentiality is a central part of the doctor-patient rela-
tionship under the law, and is the basis upon which sensitive information relevant to
health status is voluntarily given. The issue of patient confidentiality also applies to
other health-care professionals, such as nurses, welfare workers and counsellors, with
confidentiality obligations. It is recognized that coercive strategies are inappropriate,
ineffective and counter-productive because they deter those at risk of infection from
presenting early for counselling, testing, treatment and support. Coercive models of
notification used in the area of sexually transmitted diseases (STDs) or tuberculosis
(TB) are inappropriate for many reasons, including the fact that there is no cure for
HIV. Comprehensive contact tracing in the case of HIV would be practically impossi-
ble without extensive and expensive surveillance techniques, which would place unac-
ceptable limits on civil liberties.

The International Guidelines on HIV/AIDS and Human Rights support voluntary
partner notification, but with provision for exceptional cases. They recommend that
public health legislation should authorize, but not require, health-care professionals to
notify sexual partners of their patient’s HIV status in carefully defined situations. In
some jurisdictions the partner notification protocol codified under public health leg-
islation requires peer consultation, either the seeking of advice from another profes-
sional or an expert panel specifically established by health authorities to provide eth-
ical guidance on partner notification cases. The discretion granted to health-care pro-
fessionals would also protect against breach of confidence actions by their clients, and
from civil liability for failure to notify a partner.

Detention or isolation/quarantine

There is no public health justification for imposing civil detention solely on the basis
of HIV status, rather than individual behaviour. Several jurisdictions require estab-
lishments (such as bath-houses) perceived to be conducive to the propagation of HIV
to be closed by authorities, despite the opportunity to use them as sites for safer sex
education. In some countries quarantine or detention provisions applicable to casually
transmitted and usually curable disease are inappropriately extended to include HIV.
The liberty of people living with HIV should be restricted only in exceptional cases
of illegal behaviour, and due process protections should be guaranteed.
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Powers in public health legislation to place restrictions on the residential circum-
stances and employment of HIV-positive people who put others at unreasonable risk
of infection should be graded according to the exceptional circumstances of the case.
Isolation should only be used as a last resort and for limited, rather than indetermi-
nate, periods of time. It is preferable for such measures to be court-ordered, or at least
court-authorized within a short period of time (e.g. three working days, after which
time they lapse unless validated by a court), rather than being simply a power exer-
cised by health authorities. Graded interventions are recommended. For example, in
the first instance, a written warning should be issued from health authorities outlin-
ing reasons why the person should cease behaving irresponsibly, and warning that if
they do not do so, formal proceedings will be instituted. The criteria for the exercise
of coercive powers should be structured as objectively as possible — that the person:

 has in the past willfully or knowingly behaved in such ways as to expose oth-
ers to a significant risk of infection;

* is likely to continue such behaviour in the future;
GUIDELINE 3

» has been counselled without success in achieving appropriate and responsible
behavioural change; and

* presents a danger to others.

The type of graded interventions which could be applied at later stages when this warn-
ing has been breached include: directions to take precautions, such as safer sex; warnings
to refrain from certain activities, such as sharing drug injecting equipment; residence at
a specified place, e.g. supported accommodation run by an NGO; supervision by health
authorities or medical practitioners; regular medical examinations, such as testing for
STDs to ensure that unprotected sex has not occurred; abstention from specified work,
such as unsafe sex work. Due process protections which are important include:
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» adequate notice of proceedings;
» urgent rights of review/appeal to a higher tribunal or court;
* right to legal representation;

 notification of rights, explaining the nature of relevant orders and obligations
and rights of review/appeal.

Some countries ensure under legislation that legal rights include interpreters, legal aid
and free or low-cost review and appeal. Proceedings under public health legislation
should ordinarily be held in camera (in private, as opposed to public), because of the
great stigma associated with HIV/AIDS, and the social and economic consequences
which may flow from unauthorized publication of an individual’s HIV status. A pre-
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sumption of private proceedings could be rebutted where the interests of the individual
and justice would be best served by an open hearing, e.g. when a public figure wishes to
publicize his or her own case. Most legal proceedings (exceptions may exist for minors,
mental health and matrimonial cases) are held in public in order that justice is seen to be
done, as well as actually done. This important safeguard against abuse of power may be
maintained by lesser privacy protections, such as non-publication orders, e.g. the identity
of the parties is protected by the use of pseudonyms in published reports of proceedings.

Blood safety

Both the International Guidelines and the IPU 1998 Resolution recognize that public
health legislation should ensure that the blood/tissue/organ supply is free of HIV and
other blood-borne pathogens in order to fully protect the right to health. The risk of
infection by the transfusion of contaminated blood is over 90%. According to
UNAIDS, up to 4 million blood donations a year worldwide are not tested for HIV or
other infections.’t This can be avoided by proper screening of blood, and by requiring
donors to declare that they have not engaged in behaviour that would place them at
risk of infection. This declaration can be made by use of a questionnaire. It is impor-
tant that the questions relate to actual behaviour, rather than membership in a partic-
ular group. Informed consent by the recipient of the donation is important for many
individual human rights reasons, but also the community need to prevent unnecessary
usage of a scarce resource.

Many countries have blood shield legislation which protects hospitals, blood banks,
tissue/organ suppliers, health-care professionals, employees and donors from liability
where codified procedures have been complied with, i.e. screening of the blood, and
donor declarations signed within a prescribed period, such as 12 hours before dona-
tion. Compensation would only be available where there is evidence of negligence,
willful misconduct or false declarations. It is important that jurisdictions have com-
plementary legislation, so that coverage is uniform where there is intra- and inter-
country movement of blood, blood products (usually to treat haemophilia), semen,
cell/organ supplies for transfusion or transplantation. Policy reasons for limiting lia-
bility are: the blood supply is essential to save lives; although screening is usually reli-
able, it cannot detect infection where a person is in the “window period”; blood often
cannot be substituted with safer synthetic substances (e.g. plasma expanders); in
many countries blood is donated.

Although many countries have legislation regulating blood donations, screening and
transfusions, it is often not adequately enforced. UNAIDS identifies the three vital
elements for safe blood supplies as:

» a national non-profit blood transfusion service which is accountable to the
government, and developed within the framework of the national health serv-
ice, such as in Namibia, South Africa, Zambia and Zimbabwe;
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» voluntary (non-renumerated), as opposed to paid or professional, donors
with a low risk of infection are used,;

» donated blood is screened for HIV and other diseases (hepatitis B/C and
syphilis).r

The reasons for excluding paid donors is that often they come from the most vul-
nerable sectors of society, have poor health and may be at risk of various infections
from behaviour such as sharing needles and syringes where the main purpose of sell-
ing blood is to buy drugs. Voluntary donors, on the other hand, donate at properly-
spaced intervals, without risking their health. The reasons for inadequate screening
in some countries are often financial and/or logistical — screening only occurs in
major cities and not rural areas; storage problems (e.g. no electricity for refrigera-
tion); lack of trained staff; and poor organization in distribution and storage of
reagents and other materials used in testing blood. Political commitment is essential
to change this situation through the provision of adequate budgets, management
oene3 resources and regular independent monitoring of institutions providing the service.
A 1993 study of the Ugandan Blood Transfusion Service showed the cost-effective-
ness of government subsidization of proper HIV screening, by averting 1863 cases
of primary, and an estimated 415 secondary, cases of infection in that year.”s A sim-
ilar study in Zimbabwe assessed the cost-effectiveness of combining donor deferral
and screening of blood. In India the Supreme Court ordered the creation of a
National Council for Blood Transfusion, the licensing of blood banks, and eventual
end of professional sale of blood following a petition by an NGO against government
agencies responsible for blood safety7s.
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Infection control

Universal infection control precautions should be required in health-care and other
settings involving exposure to blood and other bodily fluids. Implementation of this
requirement under public health legislation (e.g. as required in some jurisdictions
such as Alberta in Canada, California in the USA and New South Wales in Australia)
must be backed by resources for appropriate training of staff, as well as the supply
of adequate equipment, such as gloves, non-reusable needles and syringes, auto-
claves and other cleaning devices. In Argentina laboratories have been closed or
placed under judicial control where disposable materials have been reused, following
a union complaint when a worker was allegedly infected.” In some jurisdictions
detailed guidance on these precautions have been developed by health authorities, in
consultation with professions and communities, and codified, making them the
applicable standard of care in negligence actions. Education campaigns are needed
to support such programmes, particularly in countries where injecting medication is
popular, but sterilization performed by practitioners, such as traditional healers, is
not adequate.”
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CHECKLIST - PUBLIC HEALTH LAW

1. Does the legislation empower public health authorities to provide the following com-
prehensive prevention and treatment services:
* information and education;
= voluntary testing and counselling;
e STD, sexual and reproductive health services;
= means of prevention, i.e. condoms and clean injecting equipment;
= medication, including for pain prophylaxis?

2. Does the legislation require specific informed consent, with pre- and post-test coun-
selling to be obtained from individuals before they are tested for HIV in circumstances
where they will be given the results of the test (ie not unlinked, sentinel surveillance)?
Does the legislation provide for any exceptions to individual testing with informed con-
sent only with judicial authorization? cupeLe 3

3. Does the legislation only authorize the restriction of liberty/detention of persons living
with HIV on grounds relating to their behaviour of exposing others to a real risk of trans-
mission (i.e. not casual modes, such as using public transport), as opposed to their mere
HIV status?

Does the legislation provide in such cases the following due process protections:
= reasonable notice of case to the individual;

= rights of review/appeal against adverse decisions;

= fixed periods of duration of restrictive orders (i.e. not indefinite);

= right of legal representation?
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4. Does the legislation authorize health-care professionals to notify sexual partners of their

patients’ HIV status in accordance with the following criteria:

= counselling of the HIV-positive patient has failed to achieve appropriate behavioural
change;

= the HIV-positive patient has refused to notify or consent to notification of the
partner;

e areal risk of HIV transmission to the partner exists;

= the identity of the HIV-positive patient is concealed from the partner where this is
possible;

= necessary follow-up support is provided to those involved?

5. Does the legislation provide for protection of the blood, tissue, and organ supply
against HIV contamination (i.e. requiring HIV testing of all components) ?
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Guideline 4: Criminal laws and correctional systems

States should review and reform criminal laws and cor-
rectional systems to ensure that they are consistent
with international human rights obligations and are not
misused in the context of HIV/AIDS or targeted against
vulnerable groups.

Transmission/exposure offences

Many countries have specific criminal offences for the intentional exposure or trans-

mission of HIV. The existence of these offences has little impact on the spread of the

virus, given that the vast majority of cases of transmissions occur at a time when the
GuDELNE 4 infected person is unaware of his or her own infection. Such laws divert attention and
resources from measures which do make a difference in curbing the epidemic, and can
in fact be counterproductive because of the danger of further stigmatizing alienated
groups, already treated as outsiders by society. By placing blame on one party, the
criminal law undermines public campaigns aimed at placing responsibility for adopt-
ing preventive measures on both parties engaging in risky behaviour.

Coercion is a crude tool in educating for behaviour change, particularly in areas of
intimate private activity like sex. Inevitably scapegoating occurs with a focus on
unpopular minorities, and people living with HIV are seen in the public mind as
potential criminals. The type of cases likely to come to the attention of prosecutors
often involve members of vulnerable groups who are of interest to authorities for a
variety of reasons (e.g. mental illness), and likely to be inarticulate and/or poor.
Variable or targeted law enforcement can be arbitrary, and minorities are often sub-
jected to intrusive policing practices.? Potential abuses in enforcement exist for vul-
nerable populations such as gay men and sex workers because of discriminatory judg-
ments and assumptions about their lifestyles.
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Criminal penalties for making false blood-donor declarations do not have the same
negative policy implications as private behaviour where transmission may occur. This
is because the right to health is clearly violated by the use of contaminated blood and
there is no countervailing or legitimate public interest in donating infected blood.

On the other hand, there are not usually offences for perinatal transmission because of
the overwhelming countervailing interest in childbirth. The risk of a mother transmit-
ting HIV to a child at birth or through breastfeeding is thought to be somewhere
between 13 to 48% and can be greatly reduced by the administration of antiretroviral
therapy (e.g. zidovudine). This scientific evidence about the actual risk of transmis-
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sion should be seriously considered by states which routinely force HIV-positive women
to have sterilizations and abortions in violation of the human right to found a family.

Punishment under the criminal or public health law should be reserved for the most
serious culpable behaviour.s Relevant charges for HIV exposure/transmission include
attempted murder, assault and battery, unlawfully causing bodily harm, or other
offences relating to public nuisance, dangerous acts, and noxious things. Society and
the individual concerned may not be well served by imprisonment of offenders under
such laws for a number of reasons. The risk of HIV transmission is increased in the
prison environment as a result of higher risk behaviour without access to preventive
information and measures. Imprisonment is less likely than counselling and social sup-
port to change behaviour in the community. In addition, adequate health care and other
facilities or privileges may not be available for HI\-positive prisoners in some prisons.

It is preferable for such cases to be treated under general criminal, public or mental
health law provisions, provided that such application is appropriate. In one country
increased sexual abuse of minors by perpetrators wanting to avoid HIV infection
prompted legislators to make rape a capital offence in 1990. Not only was this con-
trary to international human rights obligations, but the law was counterproductive as
the number of cases increased.e

If a new offence is created then the following issues should be considered:

 the offence should be generic rather than HIV specific and apply to other seri-
ous communicable diseases, but with discretion in sentencing based on the
curability of the disease, e.g. STDs;

» difficulties with evidentiary issues need to be addressed, such as foreseeabil-
ity (i.e. that the accused knew that the act he or she was contemplating was
criminal), intent (mens rea), causality (i.e. that the accused’s conduct did in
fact infect the victim, as opposed to another source or contact) and consent.
Criminal responsibility is usually based on an individual’s capacity to make
voluntary and intentional choices for acts which he or she understands the
significance of;

» the coverage of the legislation should be limited to deliberate or intentional
acts. Some countries have offences for reckless, negligent or willfully blind,
as well as intentional, behaviour after unsafe activity, to ensure that culpabil-
ity is not avoided by refusing to be tested for HIV. The general legal test of
recklessness is whether the accused foresaw the result of his or her conduct,
but nevertheless took the risk of bringing it about. There is a danger that any
criminal provisions impacting on testing (seen by some commentators as
“backdoor” mandatory testing and punishing mere ignorancest) could act as
deterrents and undermine public health;
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» the consequences of the criminal behaviour should be specified. In some
countries legislation punishes endangerment without actual infection,
because of the deterrent nature of such laws and the avoidance of evidentiary
problems in proving harm. The main argument in support of such legislation
is that when public health measures aimed at changing behaviour fail, then
the intervention of the criminal law as a last resort should not have to wait
until infection occurs;

* it is important that objective criteria based on scientific evidence are used to
measure the actual degree of risk involved in the behaviour concerned. For
example, early cases brought against HIV-positive people for spitting are
inappropriate as there is no real risk of transmission. A protocol should be
developed between health and law enforcement authorities to ensure that only
cases with a scientifically established risk of infection are brought before the
courts;

cueue 4  care should be taken in classifying a syringe filled with HIV-infected blood
as a “deadly weapon”, to ensure that it does not discourage the return of used
equipment to needle and syringe exchanges; and

» the modes of transmission should be specified — usually sexual acts, as other
modes of transmission, such as sharing needles and syringes, may not be
included because of public policy issues regarding consent to the use of ille-
gal drugs.

Civil law which seeks to deter wrongdoing and compensate those who are injured by
it, is sometimes used to provide remedies for aggrieved individuals. Although it has a
lower standard of proof than criminal law, there are many practical obstacles to prov-
ing fault in civil litigation, such as legal expense and delay, which may not make it
worthwhile to pursue an uninsured defendant.
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Defences

Defences should be available to such offences. Many public health offences contain
specific defences in the case of informed consent by a partner (this class should not
be restricted to de jure or de facto couples, but any couple having sex). In some juris-
dictions marriage is a complete defence, with or without consent.s2 Such a provision
unfairly discriminates between married and unmarried persons who have sex, and
implies that there is no need for safer sex in the case of married couples. This puts
married women at a disadvantage in negotiating safer sex generally, and being able to
insist on the use of protective measures.

It has been argued that consent should not be available as a defence as infection results
in a health and welfare burden on the community. This, however, ignores the signifi-
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cant privacy and autonomy interests of individuals being able to choose to engage in
sexual activities without state intervention. Draconian measures that prohibit HIV-
positive people from having sex, even with informed consent, are impossible to
enforce and undermine public health campaigns designed to encourage people to
present themselves early for counselling, testing, treatment and support. Use of pre-
ventive measures should be a full defence against charges relating to exposure with-
out consent — either inherently, because there would be no intention to expose to infec-
tion where, for example, condoms are used, or explicitly. More problematic is the rare
case where preventive measures are used but fail, e.g. a condom breaks, and infection
occurs. Legal recognition should be given to the use of preventive measures, thus pro-
viding further incentive to use them. One possible solution is to create a partial
defence to such offences, or to grade the offences in terms of their seriousness.

Needle and syringe exchanges

Criminal law can impede efforts to reduce the very high risk of HIV transmission
among injecting drug users, and the provision of HIV-related treatment and care. A
harm-reduction approach accepts that illicit drug use is entrenched in many countries
(an estimated 5 million injecting drug users in 120 countriesss). It regards the lessen-
ing of health, social and economic costs as the paramount task, with the reduction of
drug supply as only one of the means to achieve this result. Several countries (Nepal,
Australia, New Zealand and parts of western Europe, such as Switzerland and the
Netherlands) have introduced needle and syringe exchange programmes with legisla-
tive authorization, providing immunity against drug-related offences.

An example of an NGO outreach project is the Return Foundation in St Petersburg
which ran a touring bus with a needle exchange, advice on drug use and medical assis-
tance.s« NGOs can have successful links with private sector partners, for example, the
Lindesmith Center of the New York Open Society Institute cooperated in the estab-
lishment of harm-reduction projects in Ukraine and the Republic of Moldova.ss
Several jurisdictions have also decriminalized or removed legal impediments to the
possession, distribution and dispensing of needles and syringes. A politically less con-
troversial alternative has been to promote the use of bleach to clean used injecting
equipment. One interpretation of harm-reduction has been the decriminalization of
drug use, with trials in Switzerland and the Netherlands of lawful heroin provision to
users who did not succeed in previous treatments.ss

Countries which have a harm-reduction approach tend to have avoided the high inci-
dence of HIV among injecting drug users in some other countries. This approach aims
to educate users about the need for safe injecting behaviour, and facilitate safe behav-
iour by providing easy access to clean injecting equipment. The sensitivity in debate
surrounding the introduction of such programmes relates to the continued illegal sta-
tus of the drugs which are being injected in sterile equipment, and whether criminal
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acts are implicitly condoned or encouraged by the existence of such programmes.
Evaluations of such programmes have shown that they have not encouraged greater
use of drugs, but in fact have increased demand for drug treatment, decreased the
number of unsafely disposed of used equipment, and helped contain the HIV/AIDS
epidemic.s” A study in North America, Europe, Asia and the South Pacific of 29 cities
with needle exchange programmes found a decline in incidence of HIV by 5.8%,
while 52 cities without needle exchanges had an increase of 5.9%.s One successful
example is the needle and syringe exchange programme established by an NGO in
Nepal in 1992 which has contained HIV prevalence at under 2% while neighbouring
countries’ prevalence has soared to about 70% among injecting drug users (Yunnan
Province in China and Manipur State in India).s

For needle and syringe exchanges to operate effectively, the law needs to address the
following issues:

» the class of persons to whom they apply must be identified — needle and
cueune 4 syringe exchange workers, pharmacists, medical practitioners and possibly
even intermediaries who are genuinely facilitating the programme (i.e. vol-
unteer associates or fellow users, rather than suppliers);

» the range of activities should be broad enough to cover the actual exchange
of needles and syringes, as well as related educational tasks, such as produc-
tion and distribution of materials (pamphlets and videos) and relevant equip-
ment (bleach, swabs and sterile water), publicizing the existence of the
exchange (e.g. a roster where the service is mobile), and encouraging safer
injecting practices;
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* providing immunity against minor drugs charges (e.g. possession), where
used needles and syringes are disposed of in approved containers, otherwise
trace elements of illegal drugs found in them could be used as evidence;

» prohibiting the evidentiary use of information regarding the supply of sterile
needles and syringes in drug-related criminal proceedings, which would pre-
vent programme records or workers being subpoenaed by police;

* ensuring appropriate police liaison and training occurs so that health author-
ities can explain the importance of the programme, and clear management
directives are given in support of the programme, so that users are not inhib-
ited by fear of police harassment or surveillance of needle and syringe
exchange sites; and

» the use of vending machines which take special tokens to avoid unauthorized
use (e.g. by children), promote links with support services where the tokens
would be available, and aid anonymity and ease of access, particularly out of
business hours.
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Other issues needing review are offences for possession of non-injecting (e.g. Smok-
ing) equipment which drive users to injecting behaviour. Wider issues such as diver-
sion of minor drug offenders from the prison system, because of the higher risk of
unsafe injecting there, and use of non-custodial sentences are important but beyond
the scope of this Handbook.

Sexual acts

Criminal laws prohibiting specific sexual activity between consenting adults in pri-
vate, such as adultery, sodomy, fornication or acts “against the order of nature” or
social order or morality, can impede the provision of HIVV/AIDS prevention and care
programmes. Many jurisdictions have repealed these laws because they are ineffective
and out-of-date, and more recently and urgently, on public health grounds. One exam-
ple is the Russian Federation where a law criminalizing homosexuality (enacted over
seventy years ago) was repealed in 1992. Protection of the human rights of privacy
and equality also support repealing this legislation. In Toonan v Australia, the Human
Rights Committee found that the right to privacy was breached by laws which crimi-
nalize private homosexual acts between consenting adults, noting that:

*“...the criminalization of homosexual practices cannot be
considered a reasonable means or proportionate measure
to achieve the aim of preventing the spread of
HIV/AIDS... by driving underground many of the people
at risk of infection... [it] would appear to run counter to
the implementation of effective education programmes
in respect of HIV/AIDS prevention.” s

Some countries deny the existence of taboo homosexual practices or claim that they
are a Western construct or import, despite studies finding evidence of the extent of
men having sex with men.st Criminalizing behaviour forces individuals to lead “dou-
ble-lives” to hide it (particularly in isolated or rural communities where the threat of
identification is very real), making access to educational programmes more difficult.
Such laws place health workers and educators at the risk of aiding and abetting
offences, because they can be accused of promoting or encouraging these sexual acts
when in fact, they are merely advising how to carry them out safely. Such a situation
tends to create suspicion and hostility between health workers, communities and
authorities, rather than an atmosphere of trust and cooperation.

In industrialized countries in particular, laws criminalizing men having sex with men
have been repealed because they impede educational programmes and drive those at
risk of infection underground. In South Africa the rights of sexual minorities have
been enshrined in the 1996 Constitution, and recently upheld in a challenge before the
courts.92 There has been a positive correlation between homosexual men who identify
with and are attached to the gay community with its safer sex culture and informal

55

GUIDELINE 4

—
<
P
o
l_
<
Z
[ae
L
'_
P
[a)
m
<
O
P
p
<

w
L
Z
=
L
&
S
O




1. ANNOTATED INTERNATIONAL GUIDELINES

peer education and support, and the sustained adoption of behavioural change.s
Religious leaders in some communities have accepted that support of individuals is a
fundamental value of faith, regardless of their sexual orientation.

Sex work or prostitution

Criminal law in the area of prostitution impedes the provision of HIVV/AIDS preven-
tion and care by driving people engaged in the industry underground. Such laws
should be reviewed with the aim to decriminalize sex work where no victimization is
involved, and regulate occupational health and safety conditions to protect sex work-
ers and their clients.»« Criminalization is stigmatizing and may be reinforced by other
laws, such as automatic reductions in penalties for rape of prostitutes.ss In some coun-
tries the human rights of sex workers are violated when they are detained in rehabili-
tation centres or medical programmes against their will; forced to reside at their place
of work or declare their residence in designated areas; unable to be married while reg-
istered; required to use special identity cards, or have their papers, such as passports,
marked with their occupation.s

cupeLNe 4

Victimization, including the use of children as sex workers, and adults who are traf-
ficked or otherwise coerced into the industry should continue to be subject to crimi-
nal penalties. Victims should not be prosecuted for their participation, but removed
from the industry and provided with medical and psychosocial support services,
including those related to HIV. Most prostitution laws are founded on nineteenth cen-
tury notions of morality and were ineffective then, as now, in suppressing the indus-
try while there continues to be a demand-driven market. By treating sex work as a per-
sonal service industry which is neither condemned nor condoned, public health objec-
tives are much more likely to be achieved than under the criminal law.
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To be effective in preventing transmission, laws regulating business need to focus on
management responsibilities. By removing the fear of prosecution and harassment by
police for a range of offences (either engaging in the profession, or associated
offences of living off the earning), a freer flow of information and education is
encouraged, with workers more likely to present regularly for advice, counselling,
testing and treatment. By recognizing the industry through regulation, some of the
stigma associated with sex work would be removed. This would make access by health
educators with targeted programmes easier, and alleviate the fear of public identifi-
cation which ironically makes it more difficult to leave the profession. In improving
working conditions, a culture of safer sex can be promoted in the industry and respon-
sible behaviour by workers, clients and management can be encouraged. Features of
legislation which have successfully regulated the sex industry in some jurisdictions
include:

» controls on owners/operators should not be so onerous to comply with that a
second illegal industry is created, which is inaccessible to health educators.
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Controls on land use by premises used for prostitution and on public nuisance
protection (e.g. parking by clients, noise and hours of operation) should be
analogous to other personal service businesses;

 individual identification or mandatory HIV testing of workers should be pro-
hibited, and also the production or display of any medical certificates/evi-
dence of attendance for HIV testing;

* managers or clients should be prohibited from requiring unsafe sex;

» there should be specific regulation of working conditions (e.g. Codes of
Practice) requiring management to supply free condoms and sexual health
educational material;s

» workers should be classified as employees rather than independent contrac-
tors, thus enabling them to obtain industrial benefits (e.g. holiday and sick
leave, superannuation and workers’ compensation) as well as to contribute
through obligations (e.g. taxation);

» special offences should not apply to HIV-positive sex workers. General public
health measures for exceptional cases of irresponsible behaviour, regardless of
whether it occurs in a commercial context should apply. Targeted offences
would criminalize the industry and justify mandatory testing of workers, and
would undermine clients’ sense of responsibility to use condoms.

In countries where decriminalization is not a realistic political option in the short-
term, softer options can be considered. Legislation in some jurisdictions prohibits use
of the possession of condoms or of HIVV/AIDS education and prevention materials as
evidence of the commission of any prostitution-related offence.ss Without such pro-
tection, sex workers often fear carrying condoms on their person (e.g. handbags) or
keeping supplies where they work, in case of police raids.

There have been several successful efforts to break the taboos surrounding sexuality,
particularly its relationship to HIV/AIDS and the sex industry. Much research has
been focussed on participants in the sex industry as “bridge populations,” links
between people with high-risk and those with low-risk behaviour. The World Bank
cites the example of clients of sex workers who refuse to use condoms, and whose
monogamous partners are thereby at risk of HIV infection, to which they otherwise
would not be exposed.9

Parliamentarians can engage in a productive dialogue with the sex industry. In India
the Forum of Sex Workers in Calcutta has lobbied parliamentarians on issues relating
to HIV/AIDS and legal recognition of workers’ rights. The November 1997 National
Conference of Sex Workers was attended by the then Union Home Minister.
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Case studies

There are many successful programmes and projects for making sex work safe
through improving conditions and/or diverting people away from the sex industry.
Economic development programmes can assist sex workers or potential workers by
giving them additional sources of income, so that they are in a better position to
choose safer sex, improve opportunities, and/or have fewer clients. Alternative
income-generation schemes can also enable women to leave or be diverted from the
industry. These need not be labeled “rescue or rehabilitation” programmes which limit
or control women who are not treated as equals. Self-organization of sex workers is a
powerful mechanism to promote and sustain safe sex and working conditions by
increasing th workers’ control over their work environment.

» EMPOWER is a successful Thai NGO established in 1985 working with
sex workers. At its drop-in centres in Bangkok and Chiang Mai educational
classes are offered in many areas such as English, creative expression and
skills (e.g. sewing, typing), and a nonjudgemental atmosphere is provided for
women to gather as a community to change their situation in the industry.
HIV/AIDS awareness is incorporated into all projects, including a newspaper
addressing workers’ experiences and concerns, outreach work where con-
doms and information are distributed at workplaces, and projects to enforce
workers’ rights.o

cupeLNe 4

* A project called TAMPEP spanning four European countries (the
Netherlands, Italy, Germany and Austria) reaches 23 different migrants
groups from Eastern Europe, South East Asia, Africa and Latin America.102
Migrant sex workers can be more isolated and less accessible to health infor-
mation and education programmes. This project provides sex workers with
culturally appropriate HIV and STD education, resources and materials, and
educates medical and social service providers to respond better to workers’
health needs. Two TAMPEP professionals are provided for each cultural tar-
get group. One peer educator is trained to pass on messages and empower her
fellow workers. A cultural mediator or negotiator from the migrant commu-
nity accompanies workers to clinics, providing translations and explanations
of health care, as well as vouching for the confidentiality of the service.103
Language classes are offered for workers to enable them to speak with clients,
including the negotiation of sexual practices.
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e The STD/HIV Intervention Project in the red-light district of Sonagachi,
Calcutta, in India highlights the link between empowerment of workers and
prevention of disease. The project was initiated in 1992 by the National AIDS
Control Organisation with sponsorship from WHO. Surveys were conducted
of sexual practices and STD and HIV infections. Total usage of condoms by
sex workers increased from 2.7% in 1992 to 69% in 1993, then 81% in 1995.
A decline was found in prevalence of genital ulcers and STDs. Modification
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of sexual behaviour could not be achieved merely from a medical interven-
tion, and the project attempted to address wider socioeconomic issues. The
basic approach of the project was called “reliance, respect and recognition”
and those involved supported the principles of democracy, confidentiality and
professionalism.1o4 A Health Service Centre was opened in the area to cater
for sex workers and their families during the day, and clients in the evening,
and free treatment for general as well as sexual health was offered. Peer edu-
cators were trained to provide information (e.g. using flipcharts) and com-
munication fieldwork, including condom distribution. Education to promote
literacy and legal skills was included after demand by peer educators.
Improvement in status and self-esteem made sex workers better able to com-
municate with each other, their clients and outside contacts, such as law
enforcement officers. The health educators became *“community leaders,
community mobilizers and agents of social change”.1s A cooperative society
was formed in 1995 in order to provide economic and social assistance to sex
workers, in the form of savings and loans, social marketing of condoms and
programmes for children, e.g. cultural and sporting events, and creches run
by older former sex workers.

In Kenya KVOWRC offers training and loans to women to begin small enter-
prises, and participate in land purchasing cooperatives.1s The project also
empowers women with knowledge, attitudes and skills to negotiate safer sex,
and trains peer educators.
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CHECKLIST - CRIMINAL LAW

1. Does the law provide for the legal operation of needle and syringe
exchanges? Are intermediaries (i.e. clients who distribute to third
parties) covered by such protection, and is the evidentiary use of
needles and syringes with trace amounts of illegal drugs restricted
(e.g. immunity for contents of approved disposal containers)?

2. Does the law allow the following sexual acts between consenting
adults in private:
 homosexual acts, e.g. sodomy;
« fornication or adultery;
e street sex work; and
cupeLne 4 = brothel or escort sex work?

3. If sex work is prohibited, or there are prostitution-related offences,
is there any exception for HIV prevention and care services (e.g.
evidentiary immunity for carrying condoms)?

4. Does the legislation regulate occupational health and safety in the
sex industry to require safer sex practices to be:
= practised by clients;
e practised by workers; and
e promoted by owners/managers (including prohibiting the
requirement of unsafe sex)?
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5. Does the legislation protect sex workers, including children, from
coercion and trafficking? Is the object of such protection the
removal and support of such workers, rather than criminalizing
their behaviour as opposed to those responsible (i.e. owners or
intermediaries)?

6. Does the law provide for general, rather than specific, offences for
the deliberate or intentional transmission of HIV?
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Prisons

HIV prevalence in prison is often much higher than that in the general community.
The risk and actual incidence of transmission is greater because of potentially unsafe
behaviour occurring during sex (consensual and coerced), tattooing and needle and
syringe sharing, particularly given that a large number of convictions are drug-related.
Although such activity is illegal in prisons, and despite attempts to repress it, such
behaviour is a reality and should be recognized as such. Prisoners are condemned to
imprisonment for their crimes, but they are not condemned to HIV transmission, and
prison authorities have a legal duty of care to ensure that this does not occur.

Loss of liberty does not entail loss of human rights, including health. The often closed,
overcrowded, violent and unsafe environment in prisons creates a special responsibil-
ity for prison authorities to protect the health of prisoners. Mandatory testing of pris-
oners is not a solution, as this violates their rights and merely creates stigma and lack
of confidentiality for HIV-positive prisoners, without providing any protection for
prisoners who are not infected. Adequate measures that are respectful of human rights
include providing sufficient staffing resources to enable effective surveillance and
appropriate disciplinary measures to protect prisoners from rape, sexual violence and
coercion.

As stated by UNAIDS to the UN Commission on Human Rights:

“Prisoners are the community. They come from the
community, they return to it. Protection of prisoners is
protection of our communities.”’107

High turnovers mean that prisoners return to the community after sufficient time to
have contracted HIV. They may infect their partners outside who may be unaware of
the high-risk behaviour which has occurred in prison.

Services for prisoners as a captive population should be equivalent to the education,
treatment, care and support received by the general population.is This means provid-
ing access to HIV-related prevention information, education, particularly ongoing
peer programmes, voluntary (including anonymous) testing and counselling, and the
actual means to implement them (condoms, dental dams, water-based lubricant and
bleach). Easy access to the means of prevention is critical, as merely making items
like condoms available on request (particularly in a way which identifies prisoners,
thereby revealing their engagement in illegal sexual behaviour) is not effective.

Consultation with prisoners, warders and their unions is essential to the success of any
programme if it is to be acceptable to all parties — one strategy used by legislators in
attempting to change the controversial prison environment has been to trial projects to
secure support from potential opponents, such as staff. Initiatives around the world
include:
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1. ANNOTATED INTERNATIONAL GUIDELINES

 distribution of 100,000 condoms per month to prisoners by the state govern-
ment of Sdo Paulo in Brazil;

» apeer education project called “Tereza” by the Social Health and Orientation
Nucleus in Rio de Janiero, Brazil; and

» development of prisoners’ personal and social skills to enhance self-respect
and non-recidivist lifestyles, such as the one developed by an NGO called
ILPES in San Jose, Costa Rica.109

The 1993 WHO Guidelines on HIV Infection and AIDS in Prisons have been imple-

mented sporadically around the world. They have been fully supported in the

Netherlands by the National Committee on AIDS Control,i0 and by the Canadian

Joint Project on Legal and Ethical Issues,iit and partially by the Prison Service of

England and Wales (it only recommended the distribution of condoms “on prescrip-

tion”).112 In Argentina a judge’s critical report in 1987 to the National Court of
cuoeune 4 Criminal and Correctional Appeals later lead to more humane conditions. Another
judge ordered the cessation of the practice of chaining AIDS patients in prison hospi-
tals, while the constitutional right of an HIV-infected prisoner to marry his pregnant
HIV-infected partner was affirmed by a court in 1992.113

Denial of treatment, care, and voluntary participation in clinical research trials can be
viewed as a form of inhuman or degrading treatment or punishment.14 So also can
denial of privileges or facilities and segregation solely on the basis of HIV status, as
opposed to recalcitrant behaviour, or for the protection of HIV-positive prisoners from
harm. Segregation per se reveals HIV status to other prisoners and warders, provid-
ing an excuse for abuse and threats, which can enhance stigma and isolation even after
release to the community. Mandatory testing and unauthorized disclosure of HIV sta-
tus in prisons should be prohibited. Both mandatory testing and segregation lead to a
false sense of security. Segregation is stigmatizing and implies that casual contact
with people living with HIV is unsafe, as well as having no impact on violent or dan-
gerous behaviour which is unrelated to HIV status. Segregation can result in the
denial of work release and workshop activities, as well as requiring the mixing of
maximum and minimum security prisoners in the same unit, for reasons of economy;,
simply because of its physical location.:s
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In sentencing prisoners for general offences, courts have sometimes viewed HIV as a
mitigating factor. Compassionate early release of prisoners with AIDS has been rec-
ommended in a number of countries (e.g. Poland and Argentina), on the basis that it
should be treated like other life-threatening illnesses.1s
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CHECKLIST — PRISONS/CORRECTIONAL LAWS

1. Does the legislation provide for access equal to the outside com-
munity to the following HIV-related prevention and care services in
prisons or correctional facilities:

e information and education;

e voluntary testing and counselling;

e means of prevention, i.e. condoms, bleach and clean injecting
equipment;

e treatment, e.g. post-exposure prophylaxis;

e participation in clinical trials (if available)?

2. Does the legislation provide for protection of prisoners from invol-
untary acts that may transmit the virus, i.e. rape, sexual violence or cuoeune 4
coercion?

3. Does the legislation provide for confidentiality of prisoners’ med-
ical and/or personal information, including HIV status?

4. Does the legislation not require segregation of prisoners, merely on
the basis of their HIV status, as opposed to behaviour?
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5. Does the legislation (e.g. sentencing) provide for medical condi-
tions, such as AIDS, as grounds for compassionate early release or
diversion to alternatives other than incarceration?

6. Does the legislation provide for non-discriminatory access to facil-
ities and privileges for HIV-positive prisoners?
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Guideline 5: Antidiscrimination and protective laws

States should enact or strengthen antidiscrimination
and other protective laws that protect vulnerable
groups, people living with HIV/AIDS and people with
disabilities from discrimination in both the public and
private sectors, that will ensure privacy and confiden-
tiality and ethics in research involving human subjects,
emphasize education and conciliation and provide for
speedy and effective administrative and civil remedies.

Antidiscrimination legislation

GUIDELINE 9
Discrimination is one of the most significant human rights abuses in the area of

HIV/AIDS. A recent chilling example is the killing of an NGO volunteer who had
publicly acknowledged her HIV status on World AIDS Day 1998.117 Discrimination
also impedes the full participation and integration of people living with HIV/AIDS
(PLWHAS) in the community. The most effective legal remedy is the enactment of
general antidiscrimination legislation which prohibits unfair and irrelevant distinc-
tions being made on specified grounds, including disability. Such laws exist in
Australia, Canada, Hong Kong (SAR), New Zealand, South Africa, the USA, and
western Europe (e.g. France and the United Kingdom) in various forms, either con-
stitutionally based or under special civil or criminal legislation. It is preferable for
HIV/AIDS to be covered by generic legislation so that it is treated like other analo-
gous diseases, and has the benefit of broad-based community lobbying.
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The following examples highlight the process of enacting such legislation.

* In Argentina a Commission for Nondiscrimination Against AIDS-infected
Persons was created in 1992 by the Under Secretariat of Human Rights of the
Ministry of the Interior. This was done in consultation with NGOs, and fol-
lowed several successful employment law discrimination cases before the
courts.1s

» The Hong Kong Disability Discrimination Ordinance was enacted in 1995.
The Hong Kong AIDS Foundation worked with other AIDS organizations to
form the Coalition of AIDS Organizations Against Discrimination. It lobbied
through personal contacts with parliamentarians and public hearings, and
developed community campaigns, e.g. presenting a quilt with signatures from
supporters to the Legislative Council when the Bill was to be debated.
Publicity was generated by PLWHASs writing anonymous personal testi-
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monies directed to the public, supported by sympathetic and understanding
media coverage. Staff in the Foundation conducted detailed research on the
issue of discrimination, including looking at models of legislation from other
countries.i

* In the USA a coalition to support the Americans with Disabilities Act, 1990
(ADA) was built by bridging the disability and civil rights movements. Some
of the reasons for success in enacting the law included the willingness for
political compromises in its content (e.g. instead of banning HIV testing, a
two-step process was maintained)20 and legal precedent — its substantive prin-
ciples were based on existing case-law under the previous, but narrower,
Rehabilitation Act, 1973 and procedural requirements were drawn from the
Civil Rights Act, 1964.

The focus of antidiscrimination laws is educative rather than punitive. Agencies which
administer the legislation usually operate by investigating and conciliating com-
plaints. Remedies from tribunals or boards which hold formal hearings are available
as a last resort when conciliation has not resolved complaints. Jurisdiction is usually
circumscribed by the extent of international human rights law. In undertaking to end
discrimination on specified grounds, states are obliged to protect individuals from
discrimination not only by public authorities, but also the private sector and private
individuals in public activities. Although private acts, such as friendships, are not cov-
ered, such laws provide an environment to sensitize public opinion, expose stereo-
types, and changes attitudes and behaviour.

The coverage of such legislation should be as wide as possible to cover people living
with HIV/AIDS (particularly as HIV can be asymptomatic),:2: those suspected or pre-
sumed to be infected, such as members of vulnerable populations, and their associates
or family. The areas to be covered should include:

» health care;

* employment;

» welfare and social security benefits;
» education and training;

e sport;

 associations and clubs;

» accommodation;

 trade unions and qualifying bodies;
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1. ANNOTATED INTERNATIONAL GUIDELINES

* access to transport;
* superannuation and insurance; and

» provision of goods and services.

Both direct and indirect discrimination need to be covered by such legislation. Direct
discrimination occurs where a person treats another person less favourably than a
third person would have been treated in comparable circumstances, or attributes char-
acteristics which are thought to relate generally or be generally imputed to people of
a particular status, i.e.stereotypes. Indirect discrimination occurs where unreasonable
conditions or requirements, such as mandatory HIV testing, are applied which a sub-
stantially higher proportion of persons of a different status must be able to comply
with than persons of the same status as the person claiming to have been discriminated
against.22 Loopholes in the employment area which must be guarded against include:
the coverage of vicarious liability, so that employers, principals and partners are cov-
GUIDELINE D ered by the legislation; and the “comparability problem” through which discrimina-
tors can argue that the disability created a difference in the way a person performed a
taskuzs,

Some jurisdictions have outlawed HIV/AIDS vilification.:2# Vilification is the making
of statements based on stereotypes of a group that brings members of it into hatred,
ridicule or contempt.

Another innovative feature of antidiscrimination legislation is enabling “affirmative
action”, so that, for example, a community group may give preference in employment
to HIV-positive people because they are members of a protected class which has been
subjected to general discrimination.
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Evidentiary standards of proving discrimination should be addressed by legislation.
Making HIV/AIDS disability only one of several reasons for doing a discriminatory
act should be sufficient to ground a case. Also, making a causal connection, rather
than proof of intent, between the discriminatory conduct and HIV/AIDS/disability
should be a requirement to found a case under such legislation.

Effective administrative procedures for lodging complaints are essential. There should
be independent, informal and quick avenues for redress, such as human rights com-
missions, which have special procedures for fast-tracking cases where the com-
plainant is terminally ill; otherwise respondents can seek to delay proceedings until
the complainant dies. Special protections should exist to allow representative com-
plaints, so that the case does not lapse when the complainant dies, and also to enable
community groups or unions to lodge complaints on behalf of their constituents.
Remedies should exist for systemic discrimination by respondent agencies, rather
than simply for individual cases which have limited application. Broader investigative
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powers by the agency administering the legislation (i.e. a national human rights insti-
tution) would be necessary to address these wider issues. As well as taking time and
energy from complainants, proceedings can result in publicity and victimization, so
legislation should make it possible for complaintants to use pseudonyms to protect
their identity.

Most antidiscrimination legislation contains exceptions and exemptions, and it is
important that these are narrowly framed to avoid the purpose of the legislation being
thwarted. Employment is one main area of contention. A requirement should exist
which states that the person be able to perform the inherent requirements of the job,2s
and an obligation should be placed on employers to provide reasonable accommoda-
tion, but not to the extent that unjustifiable hardship is caused. The use of the term
“reasonable” requires an objective rather than subjective test. Very wide exceptions
found in other legislation can be problematic, as this could authorize discriminatory
measures such as premarital testing. In the area of superannuation and insurance, the
only exception should be on the basis of reasonable actuarial data, so that HIV/AIDS
is not treated differently from other analogous medical conditions.

67

GUIDELINE 5

—
<
P
o
l_
<
Z
[ae
L
l_
P
[a)
m
<
O
P
p
<

w
L
Z
=
L
&
S
O




1. ANNOTATED INTERNATIONAL GUIDELINES

CHECKLIST — ANTIDISCRIMINATION LEGISLATION

1. Does the legislation provide for protection against discrimination on the
ground of disability, widely defined to include HIV/AIDS?

2. Does the legislation provide for protection against discrimination on the
ground of membership of a group made more vulnerable to HIV/AIDS,
e.g. gender, homosexuality?

3. Does the legislation contain the following substantive features:
e coverage of direct and indirect discrimination;
« coverage of those presumed to be infected, as well as carers, partners,

family or associates;

= coverage of vilification;

CUDELIE O e the ground complained of only needs to be one of several reasons for
the discriminatory act;

e narrow exemptions and exceptions (e.g. superannuation and life
insurance on the basis of reasonable actuarial data);

< wide jurisdiction in the public and private sectors (e.g. health care,
employment, education, accommodation)?

4. Does the legislation provide for the following administrative features:

e independence of a complaint body;

e representative complaints (e.g. public interest organizations on behalf
of individuals);

» speedy redress, e.g. guaranteed processing of cases within a reason-
able period, or fast-tracking of cases where the complainant is termi-
nally ill;

e access to free legal assistance;

e investigatory powers to address systemic discrimination;

= confidentiality protections, e.g. use of pseudonyms in reporting of cases?
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5. Does the legislation provide for the institution administering the legisla-
tion (e.g. human rights commission, or ombudsperson) to have the fol-
lowing functions:

e education and promotion of human rights;

e advising government on human rights issues;

 monitoring compliance with domestic legislation and international
treaties and norms;

= investigating, conciliating, resolving or arbitrating individual complaints;

= Kkeeping data/statistics of cases and reporting on its activities?
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Discriminatory impact of laws affecting vulnerable
populations

The disproportionate impact of HIV/AIDS on vulnerable populations makes the
improvement of their legal status and realization of their human rights critical if an effec-
tive response to the epidemic is to be achieved. Vulnerable populations include women,
children, indigenous populations, people with disabilities, and men who have sex with
men. Without full respect for human rights, vulnerable populations are not in a position
to avoid infection because they either do not receive prevention education and informa-
tion, or cannot act on it, and when infected are disempowered to cope with the impact.
Legal systems have served in some countries as the source and reflection of systematic
discrimination. In some countries, holding of a national inquiry into the human rights of
a particular population has been a useful sensitization or lobbying tool. Often these
inquiries have been convened by an independent and well-respected public figure, such
as a human rights commissioner. Guideline 8, which discusses the need for the promo-
tion of a supportive and enabling environment for vulnerable groups beyond law reform,
should also be referred to.

Women
In relation to women, laws need to be reviewed and reformed to ensure equality of treat-
ment in respect of:
» property — ownership, inheritance, entering into contracts, obtaining finance and
credit;

» marital relations — entering into marriage, initiating separation and divorce pro-
ceedings, equitable division of assets and retaining custody of children upon sep-
aration and divorce;

» equal remuneration of men and women for work of equal value;

« facilitating the fulfillment of family responsibilities by workers, e.g. provision of
maternity and paternity leave, and quality childcare; and

» protection from sexual violence and harassment, including legal recognition of
marital rape (e.g. Peru)is and prohibition of genital mutilation (e.g. Cote
d’lvoire).

Special protective laws may need to be enacted if administrative practice does not ensure:

» equal access to sustenance, education, employment and economic opportunity;
and

» reproductive and sexual rights, including:
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1. ANNOTATED INTERNATIONAL GUIDELINES

— independent access to reproductive and STD health information and services
— free choice and means of birth control, such as abortion

— determining the number and spacing of children

— demanding safer sex practices, and

— refusing sexual relations.

Education of women about their legal rights in these areas is equally important for
them to be able to protect themselves in sexual and other relationships, by asserting
their rights in practice.

Children

Children in some countries are not only denied special protection guaranteed under
GUDELINE 5 international human rights law, but also basic rights exercised by adults. Laws should
be reviewed and reformed if necessary to ensure adequate protection against HIV
transmission in the following areas:

» freedom from trafficking, prostitution, sexual exploitation and abuse, with
provision of rehabilitation, rather than penalization, of victims — some coun-
tries have given such legislation, relating to the exploitation of children for
sexual purposes, extraterritorial operation to extend the reach of relevant pro-
visions;

 the right to receive information and education targeted to children on avoid-
ance of infection and how to cope if infected both inside and outside school;
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e access to voluntary testing and counselling with the consent of the
parent/guardian or child, in accordance with his or her evolving capacities;

» special protection and assistance if deprived of family environment, includ-
ing alternative care, protection and adoption, particularly for those orphaned
by AIDS; and

» involving and empowering children in the design and implementation of pro-
grammes for them.

The rights to nondiscrimination and privacy are important in decisions regarding cus-
tody, fostering or adoption — the best interests of the child are paramount in such
cases, but should not be used as a pretext for mandatory testing. HIV status should be
confidential, but if the HIV status of the child or parent is already known, it should
be treated like other analogous medical conditions.
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Sexuality

There is no justification for the discriminatory difference in ages of consent for homo-
sexual and heterosexual sex, or between males and females. The age of consent should
be consistent, regardless of sexual orientation or gender.127 The age of consent to mar-
riage is also important because early marriage of female children can be prejudicial
to health.

Some jurisdictions:2s have given legal recognition to nontraditional domestic relation-
ships, to include homosexuali2 as well as heterosexual de facto arrangements.:% Such
legislation can cover issues such as automatic rights of inheritance, superannuation
and insurance rights, legal aid, possible tax and social security advantages and liabil-
ities. The rationale, apart from equality of treatment to that of a married couple, is that
raising self-esteem increases commitment to behavioural change, as well as lessening
the financial burden of HIV/AIDS legal problems, e.g. intestacy, property settlements
and superannuation/life insurance benefits. Married women in some countries are
also denied these rights because of their subordinate legal status.

Policing practices in relation to assaults against gay men have been found to be dis-
criminatory in some countries, i.e. complaints are not taken seriously or are ignored,
and perpetrators are implicitly condoned for their violation of the law. As well as
being a denial of the human right to security of the person, this discriminatory nonen-
forcement of the law increases the vulnerability of gay men to sexual violence and can
contribute to undermining of self-esteem necessary to enable the negotiation of safer
Sex.
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CHECKLIST - EQUALITY OF LEGAL STATUS
VULNERABLE POPULATIONS

1. Does the law ensure the equal legal status of men and women in the
following areas:
= ownership of property and inheritance;
e marital relations, e.g. divorce and custody;
e capacity to enter into contracts, mortgages, credit and finance;
= access to reproductive and STD health information and services;
e protection from sexual and other violence, including rape in
marriage;
= recognition of de facto relationships;
e prohibition of harmful traditional practices, e.g. female genital

mutilation?
GUIDELINE D

2. Does the legislation prohibit mandatory testing of targeted or vulner-
able groups, such as orphans, the poor, sex workers, minorities,
indigenous populations, migrants, refugees, internally displaced per-
sons, people with disabilities, men who have sex with men, and

injecting drug users?

3. Does the law require children to be provided with age-appropriate

information, education and means of prevention?

—
<
pa
o
<
pa
o
L
l_
P
[
=
<
o
p
b
<

)
L
p
=
L
o
>
O

4. Does the law enable children and adolescents to be involved in deci-
sion-making in line with their evolving capacities in regard to;
= consenting to voluntary testing with pre- and post-test counselling;

= access to confidential sexual and reproductive health services?

5. Does the law provide protection for children against sexual abuse and
exploitation? Is the object of such legislation the rehabilitation and
support of survivors, rather than further victimizing them by subject-

ing them to penalties?

6. Does the law provide an equal age of consent for heterosexual and
homosexual acts? Does the law recognize same-sex marriages or

domestic relationships?
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Privacy

Because of the existence of discrimination, the sensitivity surrounding HIV-related
information is higher than for other medical data. The type of information includes:
health records; personnel files; applications for benefits, e.g. social security; court
and police records; and counselling files. HIV-related personal data should be widely
defined to include information that identifies an individual or raises a suspicion that
the person:

* is or may be infected with HIV, or have AIDS or any AIDS-related condition;
» has undergone an HIV test;
* s or has received therapy that suggests that the person may have HIV/AIDS;

» has been asked or advised to have an HIV test, or received counselling about
testing;

» has engaged in behaviour that could put the person at risk of contracting HIV;
or

* isor was an associate of another person with HIV/AIDS, e.g. a partner.

There is a need to enact general confidentiality and privacy laws that adequately cover
HIV/AIDS. In some countries medical data are specifically regulated — e.g. in
Hungary the 1997 Law of the Protection and Handling of Health-Related Data
includes HIV/AIDS in a category of infectious diseases where reporting to the public
health authority is generally without personal data (although it may be required in cer-
tain circumstances). Data protection or privacy legislation exists in several countries,
such as Australia, Canada, New Zealand and those in Western Europe. It is enforced
by the setting up of independent agencies such as privacy commissioners, to receive
and investigate complaints, with power to award compensation where conciliation
fails. It is preferable that such laws cover the private sector as well as the public sec-
tor, because of the huge variety of records which are HIV-related.

The privacy principles covered under such laws include:

» when personal information should be collected by agencies covered by the
legislation (i.e public and/or private, depending on the national law), such as
when it is necessary to exercise a lawful function;

» the type of security measures required to protect personal data, particularly
where it is computerized;

* when individuals are entitled to see their own records, and make amendments
to ensure that they are accurate, relevant, complete and up-to-date;

73

GUIDELINE 5

—
<
P
o
l_
<
Z
[ae
L
'_
P
[a)
m
<
O
P
p
<

2]
L
p
=
L
o
>
O




1. ANNOTATED INTERNATIONAL GUIDELINES

» the use, with adequate protections, of information for medical or social
research;

» the purpose to which this personal information can be used and disclosed,
apart from the original reason for which it was obtained. The exceptions to
this principle relating to original purpose are:

— informed consent

— special legal requirement or court order, e.g. criminal proceedings
relating to HIV transmission (see above)

— partner notification ( see above).

In either case (the original purpose or other purposes of use and disclosure), the ben-
efits or potential benefits resulting from use or disclosure should be likely to outweigh

the harms or potential harms.
GUIDELINE D

In Canada the Privacy Commissioner published a report in 1989 with guidelines for
the strict regulation of the collection, storage and use of HIVV/AIDS-related personal
information. This approach was also followed by Canada’s largest province, Ontario,
in 1990.131 Guidelines were also issued in Australia in 1992132 but have only been leg-
islatively implemented in one state (the Tasmanian HIV/AIDS Preventative Measures
Act 1993).

In the Netherlands the Penal Code provides for proceedings (which may even be taken
on behalf of a deceased patient) on the basis of violation of professional secrecy.:: A
libel suit was won in 1987 by the parents of a woman who died of AIDS in Japan, in
a case where the media had identified her with photos and reported that she had
worked as a prostitute.1s« The European Court of Human Rights has found that the
publication of a person’s identity and HIV status can violate the right to respect for
private and family life.1ss Other measures apart from legislation can help create a cul-
ture that is respectful of privacy. Professional bodies, e.g. those of health carers and
journalists, should be enabled to discipline breaches of confidentiality:s or unreason-
able invasion of privacy as professional misconduct under specially drafted codes (see
Guideline 10). In the case of legal proceedings, it should be possible for any court to
issue privacy or confidentiality orders protecting identity in cases where the HIV sta-
tus of an individual is likely to be raised.s” In some countries evidence laws require
rape victims to disclose their HIV status: to establish cases of aggravated assault.
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CHECKLIST — PRIVACY/CONFIDENTIALITY LAWS

1. Does the legislation provide for general privacy or confidentiality
protection for medical and/or personal information, widely defined
to include HIV-related data?

2. Does the legislation prohibit unauthorized use and disclosure of
such data?

3. Does the legislation provide for the subject of the information to
have access to his or her own records and the right to require that
the data are:

e accurate;

- relevant; GupELNE D
e complete;

e up-to-date?

4. Does the legislation provide for the independent agency adminis-
tering the legislation (e.g. privacy or data protection commissioner)
to have the following functions:

e education and promotion of privacy;

« advising government on privacy issues;

e monitoring compliance with domestic legislation and interna-
tional treaties and norms;

= investigating, conciliating, resolving or arbitrating individual
complaints;

= keeping data/statistics of cases and reporting on its activities?
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5. Does other general or public health legislation provide for the right
of HIV-positive people to have their privacy and/or identity pro-
tected in legal proceedings (e.g. closed hearings and/or use of
pseudonyms)?

6. Does public health legislation provide for reporting of HIV/AIDS
cases to public health authorities for epidemiological purposes with
adequate privacy protections (e.g. use of coded rather than nomi-
nal data)?
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Employment law

Some areas of concern in employment law are: that workers with HIV/AIDS are not
subjected to unfair discrimination; that appropriate prevention measures are available
for occupational health and safety reasons; and that adequate compensation is available
for workers who are occupationally infected. Employees with HIVV/AIDS are able to
lead reasonably long and productive lives, particularly with recent advances in anti-
retroviral treatments in industrialized countries. Attempts to prematurely exclude peo-
ple living with HIVV/AIDS from the workforce are unfair and a breach of human rights.
They are also potentially uneconomic as they can arbitrarily exclude the most qualified
person from a position and create an unnecessary burden on the social security system.

Risks to public safety by deterioration in the ability to perform certain tasks owing to
AIDS dementia complex, e.g. among pilots, are best excluded by general practical
tests for neurological and spatial functioning, to determine whether impairment is due
to various causes (e.g. substance abuse, stress/fatigue, or brain tumour) other than
HIV. There should be no legal obligation:z» on employees to disclose their HIV status
to employers, although exceptional cases involving irresponsible behaviour can be
dealt with under provisions in public health legislation. The performance of invasive
procedures by HIV infected health-care workers is adequately regulated by their treat-
ing clinician, specially formed expert panels, or professional registration boards on an
individual case-by-case basis. When HIV-positive employees are unable to work
owing to illness, then policies applicable to analogous diseases should apply (e.g. the
taking of sick leave).

GUIDELINE D

Laws should be reviewed to ensure that they contain the following protections:
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» prohibition of HIV screening for employment (i.e. recruitment or dismissal from
continuing employment), promotion, or training purposes. Antidiscrimination
laws and actions for unfair dismissal should be sufficient, but some jurisdictions
have specifically prohibited HIV testing.14 It may, however, be in an employee’s
interests to have baseline tests voluntarily performed immediately after a work-
place exposure, e.g. a needlestick injury, to assist in the preparation of a possi-
ble compensation claim.

» protection from discrimination where the HIV status of a worker is known or
questioned by coworkers, clients and unions (e.g. the duty to fairly represent all
members, as enforced by legislation in the USA to prevent racial discrimina-
tion), as well as employers. This would be through antidiscrimination legisla-
tion, with the duty on employers to reasonably accommodate workers with dis-
abilities or creation of a new discrimination ground of occupation, where work-
ers are stigmatized because of the industry they work in — such as work which
society may adversely associate with HIV because of the occupational risk of
transmission, e.g. health care, sex work and possibly the funeral industry;
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» confidentiality of medical information, including HIV status, particularly
during the course of making a compensation claim (e.g. enabling protection
of identity during court or tribunal proceedings);

» access to general information and education programmes, including provi-
sion of condoms, relevant counselling (e.g. recommending safer sex after a
needlestick injury to prevent possible secondary infections, and explaining
the benefits and risks, i.e. toxicity, of taking zidovudine as a prophylaxis)
and referral services;

» adequate coverage for occupational transmission of HIV, including recogni-
tion of the long latency period of infection;

» adequate access to health care and other sources of income support when the
employee is no longer able to work, e.g. social security, insurance, superan-
nuation, termination, sickness and death benefits; and

 the clarification of employers’ obligations in daily work practices to take rea-
sonable care of the health and safety of employees by the development of leg-
islative codes for industries where there is a specific risk of occupational
infection, and generally, e.g. first aid practices.

A best practice example of the last point is the development by Worksafe Australia
(the National Occupational Health and Safety Commission) of the Code of Practice
on HIV/AIDS for Health Care Workers and Others at Risk in 1993. The Occupational
Safety and Health Administration in the USA has developed similar regulations. They
provide national, uniform standards on universal infection control precautions (i.e.
avoiding recapping of used needles by hand, the proper disposal of used needles, and
the covering of skin, especially where it is not intact). Workers and institutions must
follow them to protect against HIV transmission. The existence of these standards can
prevent the use of occupational health and safety grounds as a pretext for discrimina-
tory HIV testing. Such codes or regulations should replace out-dated or inappropriate
public health laws which ban HIV-positive people from working, or even being
clients, in certain workplaces, e.g. those concerning food-handling, drug manufacture
and skin penetration, i.e. tattooing, body piercing, acupuncture, depilation and hair
restoration.
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CHECKLIST - EMPLOYMENT LAW

1. Does the legislation prohibit HIV screening for general employment
purposes, i.e. appointment, promotion, training, and benefits?

2. Does the legislation prohibit mandatory testing of specific employ-
ment groups, e.g. military, transport workers, hospitality/tourist
industry workers, and sex workers?

3. Does the legislation require implementation of universal infection
control measures, including training and provision of equipment in
all settings involving exposure to blood/body fluids, e.g. first aid,

GUDELINE D and health care work?

4. Does the legislation require provision of access to information and
education about HIV/AIDS for occupational health and safety rea-
sons, e.g. workers travelling to areas of high incidence?

5. Does the law provide for:
e employment security while HIV-positive workers are able to
work (e.g. unfair dismissal rules); and
« social security and other benefits where workers are no longer
able to work?
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6. Does the law provide for confidentiality of employees’ medical and
personal information, including HIV status?

7. Does workers’ compensation legislation recognize occupational
transmission of HIV?
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Guideline 6:
Regulation of goods, services and information

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

Regulation of therapeutic goods and services

While there is no cure or vaccine for HIV, the most effective measure to control the
epidemic is through education and information on the ways and means of preventing
transmission. Legislation has been enacted in some countries to ensure the wide-
spread availability and quality of HIV-related goods and services. Many countries,
such as Canada and South Africa, have created fast-tracking mechanisms for obtain-
ing approval by authorities for therapeutic goods applications in special situations,
such as HIV/AIDS treatments.

While laws so far have had a limited impact on market pricing, there is scope for
review of duties, customs and value-added taxes to make them more affordable. In the
case of condoms, governments in some countries supply them for free, or merely
charge a notional fee.

Testing kits

Laws and regulations in the area of therapeutic goods can safeguard the standard (i.e.
accuracy and reliability) and use of HIV test kits (e.g. only by medical personnel in
approved laboratories) by having an authorization process and health authority to
enforce it. There are dangers in authorizing home and/or rapid HIV test Kits because
of: the loss of counselling opportunities, both in the areas of behaviour modification
and to cope with the impact of a positive result; the potential for misinterpretation
(e.g. need for confirmatory testing) of results; loss of valuable epidemiological data;
and inappropriate and secret uses, e.g. by employers or insurers. If governments per-
mit the use of home and/or rapid test kits on the market for reasons such as promot-
ing anonymous testing, then these adverse consequences need to be addressed. The
establishment of legal and social advice and support services (e.g. accessible from the
home by telephone or computer) to protect individuals from abuses would be one
method.
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1. ANNOTATED INTERNATIONAL GUIDELINES

Condoms

High quality and low cost condoms should be as widely available as possible because
of their use as a barrier to HIV and STD infection, and their central role in safer sex
education programmes. Social marketing of condoms is enhanced by wider accessi-
bility in commonly used sites, such as night clubs, restaurants, airports and other
transport stations, toilets, university or high-school dormitories, supermarkets, phar-
macies and other shops such as newsagents. Other distribution methods, which have
the additional value of protecting anonymity include mail order, Internet and vending
machines. Such marketing can reach clients of sex workers, reinforcing intervention
programmes, such as the 100% condom use programme in Thailand, targeting the
commercial sex industry. Widespread marketing can complement integrated family
planning and reproductive health programmes which do not usually reach young sex-
ually active people. Religious leaders should be consulted in designing such pro-
grammes otherwise insensitivity can lead to bans on media advertising of condoms,
as occurred in Uganda between 1991 and 1995.

cuDELINE 6

Legislative barriers which restrict the distribution, promotion, advertising or sale of

condoms should be reviewed, and if necessary, repealed (e.g. as occurred in 1987 in

Belgium and France). A similar review of impediments to the availability of other

products that prevent the transmission of HIV, such as sterile needles and syringes,

and bleach has been recommended in relation to injecting drug use (see above).

Condom failure is usually due to noncompliance with instructions about proper use,
which can be overcome with education and information campaigns, or product fail-
ure, i.e. breakage or leakage. Legal quality control should be assured by the enforce-
ment of the International Condom Standard42, by monitoring authorities conducting
ongoing inspection, product testing, collection of adverse reports and random sam-
pling in the factory and market. Consumer protection legislation should be reviewed,
and if necessary amended, to ensure that sub-quality products, e.g. those that are out
of date, are compulsorily recalled throughout the supply chain. Warnings are neces-
sary about the use of condoms with oil- or petroleum-based rather than silicone or
water-based lubricants, and also the lack of protection from HIV with natural mem-
brane condoms (e.g. made of lamb skin, for people who are allergic to latex) if they
are not banned.

—
<
P
o
'_
<
P
[ae
Ll
l_
z
[a)
m
<
O
P
P
<

)
L
p
=
L
o
>
O

Treatments

Consumer protection, product liability or therapeutic goods legislation should also ensure
that fraudulent claims regarding the quality, safety and efficacy of HIV-related drugs,
vaccines and medical devices are prohibited and effectively enforced. This should not
adversely impact on the availability of alternative, traditional and herbal remedies that
make general claims about improving the functioning of the immune system.

80



UNAIDS / IPU

The issue of price is particularly problematic in developing countries where the cost
of safe and effective treatment drugs, particularly antiretroviral triple therapy;, is a sig-
nificant barrier to accessibility (see Annex A). This has recently been an area of great
focus:

* In Costa Rica the government is obliged, through a Supreme Court ruling, to
provide free HIV/AIDS treatment under its national health system.

» Similar rulings under the Constitution or by enactment of special laws have
been made in Albania and Braziluw.

* In Spain an NGO called Fundacion AntiSida de Espafia (FASE) has been
working for five years to have AIDS, and now HIV infection, to be consid-
ered a “chronic illness” under the law. This has enabled patients to buy non-
antiretroviral medications for 10% of their cost since December 1995 (anti-
retroviral medications are currently free). FASE also campaigned to increase
access to triple therapy, and in 1996, a resolution was passed in parliament
encouraging the Ministry of Health to give treatment to anyone needing it.1

GUIDELINE 6

* In 1996 eight Argentine NGOs presented a petition for state protection under
Article 43 of the Constitution against the Ministry of Health. The courts have
consistently found that the Ministry is under a legal obligation to provide full
treatment, including antiretroviral drugs, and care free of charge to people liv-
ing with HIV/AIDS who are unable to pay for them and are not covered by
social security.14s

In some countries free treatment is available for HIVV/AIDS, because it has been classi-
fied as an infectious disease, but this also entails being subject to coercive measures.i4
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CHECKLIST - THERAPEUTIC GOODS,
CONSUMER PROTECTION LAWS

1. Does the legislation regulate the quality, accuracy and availability
of HIV tests (including rapid or home testing, if approved)?

2. Does the legislation provide for approval to only be given for sale,
distribution and marketing of pharmaceuticals, vaccines and med-
ical devices if they are:

« safe; and
» efficacious?

cuDELINE 6
3. Does the legislation provide consumers with protection against

fraudulent claims regarding the safety and efficacy of drugs, vac-
cines and medical devices?

4. Does the legislation regulate the quality of condoms? Does such
regulation include monitoring compliance with the International
Condom Standard?
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5. Does the legislation ensure the accessibility and free availability of
the following prevention measures:
e condoms;
e bleach;
e needles and syringes?

6. Does legislation make HIV/AIDS-related medication affordable, i.e.
inclusion in subsidization schemes for certain pharmaceuticals, and
lack of duties/customs or tax?
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Ethical research

Protective laws are necessary for the legal and ethical protection of human partici-
pants in HIV-related research, such as in the development of safe and efficacious
pharmaceuticals, vaccines and medical devices. General and independent local, as
well as international, ethical review committees need to be established and their
capacities strengthened in order to follow relevant principles, such as:

» the 1947 Nuremberg Code;7
e the 1964 Declaration of Helsinki;s

o the 1993 Council for International Organizations of Medical Sciences’
International Ethical Guidelines for Biomedical Research Involving Human
Subjects;

» the 1995 World Health Organization Guidelines for Good Clinical Practice
for Trials on Pharmaceutical Products# ; and

o the 1997 Council of Europe’s Convention on Human Rights and
Biomedicine.

The principles of particular relevance to HIV-related research are:

e community consultation in research design, implementation and evaluation, as
well as publication and use of research results;

» nondiscriminatory selection of participants, e.g. women, children and minorities;
» informed consent;

» confidentiality;

» equitable access to information and benefits emanating from research; and

» protection from discrimination.

WHO and UNAIDS offer technical assistance in the setting up and continued opera-
tion of effective ethical review committees at country level.

The selection of Brazil, Thailand and Uganda as vaccine trial sites (see Annex A) has
involved community participation in research programmes. UNAIDS recently held
regional community workshops using hypothetical research proposals in each of these
countries to develop consensus on ethical guidelines for the conduct of vaccine trials,
later agreed at a meeting in Geneva in June 1998. National committees on vaccines in
the ministries of health have produced national plans which recognize the need to
address ethical issues in Brazil, Thailand and Uganda. In S&o Paulo, researchers
worked with volunteers to facilitate community-building through regular workshops
on current gay issues, e.g. gay pride day, and screening films.1s0 A particular concern
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has been the potential for increased discrimination against minority populations par-
ticipating in trials.

CHECKLIST - ETHICAL HUMAN RESEARCH

1. Does the law provide for legal protection for human subjects in
HIV/AIDS research? Does the legislation require the establishment
of ethical review committees to ensure independent, ongoing eval-
uation of research?

Do the criteria used in such evaluation include the scientific valid-

ity and ethical conduct of research?

2. Does the legislation require subjects to be provided before, during
and after participation with:
e counselling;
e protection from discrimination;

GuiDELINE 6

e health and support services?

3. Does the legislation provide for informed consent to be obtained

from the subjects?
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4. Does the legislation provide for confidentiality of personal infor-

mation obtained in the process of research?

5. Does the legislation provide for subjects to be guaranteed equi-

table access to the information and benefits of research?

6. Does the legislation provide for nondiscriminatory selection of

subjects?

84



UNAIDS / IPU

Rights of education and information

As prevention is a main objective of HIV/AIDS programmes, people need informa-
tion and need to be educated about the virus and disease, modes of transmission and
means of protection. Information about sensitive and private topics such as sex and
injecting drug use must be explicit, rather than unhelpfully euphemistic, before peo-
ple can be in a position to change their behaviour. Widespread use of the mass
media is essential. Information can be provided through pamphlets, posters, news-
papers, magazines, books, instructions on condom packaging, advertisements,
radio, television, films, videos, plays, the Internet, group meetings and assemblies.

Laws in the area of censorship and broadcasting standards may place impediments
on such programmes whether directed at the general public or targeted to specific
groups whose behaviour makes them vulnerable to infection. Many of these laws
originated in the nineteenth century and were aimed at banning “depraved and cor-
rupt” advertisements for contraceptives and cures for venereal diseases, with the
underlying judgement that those who broke the moral standard deserved to be pun-
ished with unmentionable diseases. Societies must consider the moral or religious
values underpinning such laws and decide whether these values outweigh the need
to protect members from the transmission of the HIV. Guarantees of the rights to
information/education and freedom of expression/association are in international
human rights instruments, as well as some national constitutions.

Judgment of what is considered obscene varies according to prevailing social and
moral values.:st Censorship laws should contain a specific exemption for genuine
educational or scientific material. In considering community standards it is impor-
tant that the material is judged according to the audience it is intended for, such as
gay men, sex workers or injecting drug users, as opposed to the general public.
Effective communication itself requires that an audience is not gratuitously
offended or unnecessarily alienated by material, but instead that campaigns be for-
mulated by reference to the groups’ values and attitudes.

Classification of material into different categories of restricted or unrestricted
availability occurs in most countries, principally to protect children from inappro-
priate sexual content. Community representation in the regulatory process, e.g.
licensing and registration or formulation of industry codes of practice, can ensure
that appropriate standards are reflected in censorship and broadcasting decision-
making. The potential for using public broadcasting systems to disseminate
HIV/AIDS information and education has not been fully utilized in some countries
e.g. the requirement for the free screening of community service announcements in
a variety of times, including prime time. Self-regulation of the media industry in the
area of advertising can present problems for HIV/AIDS materials that are judged to
be offensive or distasteful. It is important that independent and expert HIV/AIDS
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advice is sought by the industry to prevent advertisers inappropriately refusing to
broadcast such messages.

Other laws can restrict effective HIV/AIDS campaigns targeted at immigrant and
indigenous populations, for example laws which require the use of majority languages
in schools. Such laws should be reviewed to ensure that they do not place an impedi-
ment to HIV/AIDS campaigns. If necessary they should be repealed, or at least
revised to exempt HIV/AIDS educational material.

Freedoms of expression and association

The illegal nature of activities such as prostitution, homosexuality and drug use can
impede the formation of community organizations based on this shared activity. Some
governments refuse registration of all nongovernmental organizations, or specifically
those which may be critical of government. Such a bar on peer education and support
is a significant barrier to an effective response to the epidemic, as well as interfering
with human rights. Community acceptance, mobilization and involvement is critical,
especially in areas where governments cannot or will not reach owing to lack of trust
or understanding by either party. Removal of legal and administrative impediments to
associations of communities working in the HIVV/AIDS area should be an urgent pri-
ority for governments. If wholesale reform is not achievable in the short term, excep-
tions should be contained in legislative or administrative restrictions on association
for health and educational activities.

GuiDELINE 6

HIV/AIDS prevention sometimes requires educators to provide information on how
to avoid contracting HIV while engaging in illegal behaviour. Educators could be con-
sequently charged with aiding and abetting illegal activities. If reform of the criminal
law is not achievable in the short term, exemptions should apply to educators in these
circumstances.
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Irresponsible and sensationalized portrayal by the media of HIVV/AIDS issues has con-
tributed to public hysteria and stigma in many instances. The media needs to be
encouraged through education and regulation to be sensitive to HIV/AIDS and human
rights issues, including the use of appropriate language and avoidance of stereotypes
in the depiction of members of vulnerable groups. Many countries have Press
Councils where individuals may make complaints against the media’s portrayal of
their story. Similarly, there are boards which regulate the conduct of professionals
such as journalists. Guideline 10 discusses the need for private sector codes in areas
such as the media. The legislative checklist below refers both to Guideline 6 and part
of Guideline 10.
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CHECKLIST — ASSOCIATION, INFORMATION,
CODES OF PRACTICE

1. Does the law enable the unrestricted movement of people because
of their membership of vulnerable groups, e.g. sex workers?

2. Does the legislation enable the unrestricted association of members
of vulnerable groups, e.g. gay men?

3. Does censorship legislation contain exceptions for general and tar-
geted HIV/AIDS education and information?

GUIDELINE 6

4. Do broadcasting standards contain exceptions for general and tar-
geted HIV/AIDS education and information?

5. Does the law require the following professional groups to develop
and enforce appropriate HIV/AIDS Codes of Practice:
e health-care workers;
e other industries where there may be a risk of transmission, e.g.
sex or funeral workers;
e media;
e superannuation and insurance; and
= employers (in a tripartite forum involving unions and government)?

—
<
P
o
l_
<
Z
[ae
L
l_
P
[a)
m
<
O
P
p
<

w
L
Z
=
L
&
S
O

6. Are such Codes of Practice required to contain the following elements:
« confidentiality/privacy protections;
< informed consent to HIV testing;
e duty not to unfairly discriminate; and
e duty to minimize risk of transmission, e.g. occupational health
and safety standards including universal infection control pre-
cautions?
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Guideline 7: Legal support services

States should implement and support legal support
services that will educate people affected by HIV/AIDS
about their rights, provide free legal services to enforce
those rights, develop expertise on HIV-related legal
iIssues and utilize means of protection in addition to the
courts, such as offices of Ministries of Justice,
ombudspersons, health complaint units and human
rights commissions.

Law reform alone cannot achieve realization of human rights — helping individuals to

enforce their rights in practice is critical. There are many examples of successful legal
GUIDELINE / services in the HIV/AIDS area. Many are privately, rather than governmentally,
funded in both developing and developed countries.

* InVenezuela the Citizen’ Action Against AIDS (ACCSI) has been operating
since 1987 to provide free legal assistance to people living with HIV/AIDS,
their families and associates. It has three lawyers who act in cases and appeals
such as in the areas of employment discrimination, medical malpractice or
social service problems. One example of public interest litigation is a chal-
lenge to the government’s requirement of HIV testing for permanent resi-
dence applicants. ACCSI works closely with all relevant sectors of society,
including government departments (health, finance, justice, prisons, educa-
tion), AIDS community groups, human rights organizations and private sec-
tor corporations.is2
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» The Lawyers Collective, India, is largely self-funded and has been in opera-
tion since 1981 to provide legal aid to marginalized groups in public interest
litigation. Since the advent of HIV/AIDS it has successfully taken on several
high-profile cases, including a constitutional challenge to the Goa Public
Health Act under which a man was detained because of his HIV status, and
an unfair dismissal case (X v.Y) in Mumbai. Members of the collective also
lobby politicians for reform and have trained a national network of lawyers
on HIV/AIDS issues.is2 The Collective recently established a HIV/AIDS unit
in Mumbai with the support of the European Commission. It provides legal
aid, advice and allied services to people living with HIVV/AIDS.

* Inthe USA there is a very wide array of legal services for PLWHAs, partly
because of a strong tradition of pro bono services, many of which have been
used as models in other countries. Some are partly government funded under
the Ryan White Care Act. They include AIDS-specific and non-specific
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organizations, general civil liberties, impact litigation (public interest test
cases) bodies, and services targeted to vulnerable groups, such as men who
have sex with men:

— the Gay Men’s Health Crisis in New York;

— the Whitman-Walker Clinic in Washington;

— the AIDS Project, Legal Service in Los Angeles;

— the Gay and Lesbian Advocates and Defenders in Boston;

— Lambda Legal Defense and Education Fund, Inc. in several cities;

— National Lawyers Guild, AIDS Network in San Francisco (a referral service);

— State AIDS Legal Services Organization, AIDS Legal Referral Panel in
San Francisco; and

— the American Civil Liberties Union in various locations.

* In the UK similar AIDS service organizations exist such as the Terrence
Higgins Trust (THT). The THT is the UK’s largest AIDS charitable organiza-
tion and is partially funded by the Department of Health. It has a small full-
time Legal Centre assisted by part-time volunteer lawyers and welfare rights
advisers. Advice is given in person, in writing or through a telephone Legal
Line operating an evening clinic. Immunity’s Legal Centre, funded by the
London Borough Grants Scheme, conducts legal services, including outreach
sessions at locations such as the London Lighthouse, Landmark and Body
Positive Centre.

To increase the number of cases that can be handled many of these services have
devised mechanisms, such as do-it-yourself legal documents (e.g. wills), pamphlets
on specific issues (e.g. employment, housing, superannuation, immigration, debt,
etc.), legal services directories,s# advoc