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Why a Project on HIV Testing and Confidentiality?

In Phase 1 of the Project on Legal and Ethical Issues Raised by HIV/AIDS, jointly undertaken
by the Canadian HIV/AIDS Legal Network (Network) and the Canadian AIDS Society, over
sixty individuals and organizations identified testing and confidentiality issues as one of eight
"top priority" legal and ethical issues raised by HIV/AIDS in Canada. Most individuals and
organizations consulted expressed the view that, although many documents were produced
about testing and confidentiality issues in Canada in the late 1980s and early 1990s, the
iIssues remain unresolved or need to be reexamined.

What Are the Issues?
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In Canada, a broad consensus emerged in the late 1980s that, except in a few well-defined
circumstances, people should be tested only with their informed, voluntary and specific
consent; when counselling and education before and

following testing are available and offered; and when confidentiality of results or anonymity of
testing can be guaranteed.

Despite the consensus around these issues, opinion on several other issues related to testing
has remained divided. In particular, there continues to be a lack of consensus regarding
whether and, if yes, how positive test results should have to be reported to public health
authorities; and how partner notification should be undertaken to warn partners of HIV-positive
people about their risk of having contracted HIV.

In addition, there are a number of issues that, although in theory consensus was reached, in
practice remain unresolved. For example, as raised by many of the individuals and groups
consulted during Phase | of the Joint Project, although there is agreement that HIV testing
should be easily accessible for all Canadians, access to testing remains a problem, particularly
for women and Aboriginal people; testing for HIV without the specific informed consent of the
person being tested is taking place more and more frequently; many people, whether they test
positive or negative, do not receive adequate counselling; and calls for mandatory or
compulsory testing of certain groups of the population, such as sex offenders, prisoners,
health-care workers, immigrants, and pregnant women, have continued.

Finally, new controversies over testing have arisen, in particular because of the availability of
new and more promising treatments; the availability of new forms of HIV testing, such as rapid
and home testing; and the shifting demographics of the epidemic. There has been much
debate about a move toward using more coercive public health measures to fight the spread of
HIV, originating in the United States, but having an increasing impact on other countries,
including Canada.

What Has the Project Done?

The Project began in June 1996. It has undertaken extensive research on legal and ethical
iIssues raised by HIV testing and confidentiality, published numerous articles on HIV testing
and confidentiality issues in the Canadian HIV/AIDS Policy & Law Newsletter and in Canadian
AIDS News, given presentations at a variety of conferences, and produced a draft discussion
paper that formed the basis of a national workshop on HIV testing and confidentiality, held in
Toronto in March 1997. After the workshop, HIV Testing and Confidentiality: A Discussion
Paper was published and widely distributed for comment both nationally and internationally.
Comments on the Discussion Paper were received from both within and outside Canada and
have been incorporated into the Final Report.

What Does the Report Contain?
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The Report contains a reexamination of the issues raised by HIV testing and confidentiality in
Canada.

The main question addressed is whether new developments warrant a departure from the
"general principle governing HIV antibody testing in Canada." In particular, the Report
examines the following questions:

* Is specific informed consent to testing still necessary, or should general consent
suffice?

» How can access to HIV testing be improved, and should the testing options
include anonymous testing?

* Is pre- and post-test counselling still necessary?

» Should new forms of testing for HIV, such as rapid and/or home testing, be
made available in Canada?

» Are any exceptions warranted to the principle that testing always be voluntary. Is
mandatory or compulsory testing, or testing of specific groups of the population
(or under certain circumstances), justified?

» Are there any new exceptions to the principle that testing only be done when
confidentiality of results or anonymity of testing can be guaranteed?

« Should HIV and AIDS reporting provisions be changed?

» What approach to partner notification should be adopted?,
What Are the Goals of the Project?
The goals of the project are to

* provide a comprehensive reexamination of the issues raised by HIV testing and
confidentiality in Canada,;

« assist people living with HIV/AIDS, their advocates and counsellors, health-care
providers, AIDS service organizations and other service providers in
understanding the new challenges in the area of testing and confidentiality;
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» assist legislators and policymakers in appreciating the complexity of the issues;

» contribute to a process of informed and rigorous discussion concerning the
future of HIV testing and confidentiality in Canada, by ensuring that decisions will
be based on a careful consideration of risks and benefits, informed by solid
scientific research, that balances an individual’s human rights and society’s need
to maintain public health; and

« avoid the damage to persons and public health that would be caused by poorly
considered moves toward emphasizing a more coercive approach to HIV/AIDS.

What Does the Report Conclude?

The Report acknowledges that new testing technologies, in particular the availability of rapid
testing and of home testing kits, new treatments, and changing patterns of HIV infection, force
us to reconsider approaches to HIV testing and confidentiality. However, it urges that we not
forget the lessons learned over the last fifteen years and that we keep in mind that HIV/AIDS
remains different from other diseases because it continues to disproportionately affect
stigmatized and marginalized populations, and because discrimination against people living
with HIV/AIDS and those affected by the disease continues to be prevalent. In addition, the
new treatments constitute a huge step forward, but do not represent a solution to all problems
faced by people with HIV/AIDS — problems that stem from the underlying problems of poverty
and discrimination that are both a result and a cause of HIV infection. Therefore, while early
detection of HIV infection has indeed become a pressing priority, a trend toward making HIV
testing a routine or even mandated test needs to be treated with great caution. It would be a
great mistake to dismiss the importance of respecting people’s rights and the risk of
discrimination, and it would be imprudent to rush the implementation of coercive measures
when treatments are not accessible for many of those living with HIV, their long-term benefits
remain unproven, and the efficacy of coercive strategies is at best questionable.

Testing policy will continue to require constant reevaluation as treatments and technology
evolve, but a careful consideration of risks and benefits, informed by solid scientific research,
that balances an individual’'s human rights and society’s need to maintain public health must
remain the basis of any legal and ethical approach to the threat posed by HIV.

Follow-Up Since 1998

Since the first edition of this Report was released in October 1998, the Legal Network has
widely distributed the Report and made it available on the Internet at http://www.aidslaw.ca/

Maincontent/issues/testing.htm#g; produced and distributed info sheets summarizing the

Report’s most relevant information, targeted at a variety of interested groups; made
presentations at national and international conferences about the process leading to the
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production of the Report and the Report’s content and recommendations; undertaken
additional research in several of the areas covered by this report, and published reports on
Rapid HIV Screening at the Point of Care: Legal and Ethical Questions in 2000 and on HIV/
AIDS and Immigration in 2001; and continued to monitor developments in the area of HIV
testing and confidentiality. Additional information on these activities can be found on the
Network’s website at http://www.aidslaw.ca/Maincontent/issues/testing.htm.

In 2001, the Network obtained funding to reprint the Report. At the same time, some minor
changes and updates were made to it.

For Further Information ...

contact the Canadian HIV/AIDS Legal Network at (514) 397-6828; fax: (514) 397-8570; email:
info@aidslaw.ca.

Further Copies of this Report ...

can be retrieved at the website of the Canadian HIV/AIDS Legal Network at http://www.aidslaw.

ca/Maincontent/issues/testing.htm#g or ordered through the Canadian AIDS Clearinghouse.
Tel: 1-877-999-7740; fax: (613) 725-9826; email: aids/sida@cpha.ca.

Return to the top of this page

Return to Table of Contents
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INTRODUCTION

Why a Report on HIV Testing and Confidentiality?
Activities Undertaken

The Final Report

Scope and Goals

Follow-Up Since 1998

Limitations

As part of their Joint Project on Legal and Ethical Issues Raised by HIV/AIDS, the Canadian
HIV/AIDS Legal Network (Network) and the Canadian AIDS Society (CAS) undertook a project
on HIV testing and confidentiality. The project was funded by the AIDS Care, Treatment and
Support Program, Health Canada, and the HIV/AIDS Prevention and Community Action
Programs, Health Canada, under the National AIDS Strategy, Phase II.

Why a Report on HIV Testing and Confidentiality?

In 1995, during Phase | of the Joint Project, testing and confidentiality issues were identified as
one of the eight "top priority" legal and ethical issues raised by HIV/AIDS. Most individuals and
groups consulted expressed the view that, although many documents had been produced
about testing and confidentiality issues in Canada in the late 1980s and early 1990s, the
issues remained unresolved or needed to be reexamined. In particular, with respect to testing,
people expressed concern about testing for HIV without informed consent of the person being
tested, which is taking place more and more frequently; the lack of adequate counselling for
people, whether they test positive or negative; limited access to anonymous testing and,
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especially for women, to testing in general; and calls for mandatory or compulsory testing of
certain groups of the population, such as sex offenders, prisoners, health-care workers,
immigrants, and pregnant women.

With regard to confidentiality, many people and organizations consulted felt that the
importance of maintaining confidentiality was not understood, and expressed a need for
guidance about situations in which people maintain that they need to know another person’s
HIV status. People were concerned about discrimination resulting from the disclosure of a
person’s HIV status. Examples of this included people being afraid to apply for benefits for fear
that their HIV status would become widely known, particularly in smaller communities; or
reluctance to lodge complaints with human rights commissions because "people do not want to
say to the world that they are HIV-positive."

In addition, since 1995, when the consultations were undertaken, new issues and concerns
have emerged. This is an area of rapid change, and many of the issues addressed in this
Report have provoked a great deal of media attention, community discussion, and political
debate in the last few years. For example, there has been debate about the availability of new
forms of HIV testing, particularly home testing kits, which raise public policy questions unique
to HIV, as well as broader issues regarding the extent to which government regulatory bodies
should protect the public from technically accurate devices that may have an adverse
psychological impact.1 There has also been renewed debate about using more coercive public
health measures to fight the spread of HIV, centering around issues such as routine or even
mandatory HIV testing of pregnant women, and nominal reporting of cases of HIV to public
health authorities. Originating in the United States, this debate is having an increasing impact
on other countries, including Canada.

Activities Undertaken

The Project on HIV testing and confidentiality began in June 1996. Between 1996 and October
1998, it has, among other things:

» undertaken extensive research on legal and ethical issues raised by HIV testing and
confidentiality;

* published numerous articles on HIV testing and confidentiality issues in vol 3, no 1
(October 1996) and vol 3, nos 2/3 (Spring 1997) of the Canadian HIV/AIDS Policy & Law
Newsletter;

* given presentations on the future of HIV testing in Canada at the Canadian Bioethics
Society 8th Annual Conference in Montréal on 19 October 1996; at the Sixth Annual
Canadian Conference on HIV/AIDS Research in Ottawa on 24 May 1997; at the 10th
Annual British Columbia HIV/AIDS Conference in Vancouver on 26 October 1997; at the
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tenth of a series of seminars on legal and ethical issues raised by HIV/AIDS organized
by the Legal Network in Montréal on 25 November 1997; at the Federal/Provincial/
Territorial Information Sharing on HIV Prevention meeting in Calgary on 30 March 1998;
and at the 12th International Conference on AIDS in Geneva, Switzerland, on 2 July
1998;

* selected two "key commentators": Prof William Flanagan, Queen’s University,
Kingston; and Dr Michel Chéateauvert, Montréal;

« organized a national workshop on HIV testing and confidentiality, held in Toronto from
14 to 16 March 1997. At the workshop, 30 participants from across Canada and from a
variety of backgrounds (see Appendix B) presented their views and critically reviewed
the first draft of the discussion paper on testing and confidentiality; and

 produced HIV Testing and Confidentiality: A Discussion Paper2 in March 1997. Since
then, the Paper has been available for retrieval on the Network’s website and more than
1000 printed copies have been distributed in Canada and internationally to give people
and organizations interested in the issues raised in the Paper an opportunity to provide
input into the Final Report. Comments on the Discussion Paper have been received
from a wide variety of individuals and organizations.

The Final Report

The vast majority of respondents to the Discussion Paper and the participants at the national
workshop on HIV testing and confidentiality supported the arguments put forward in the Paper,
as well as its conclusions. With only a few exceptions, their comments did not warrant a
significant departure from the content of the Discussion Paper. In the Final Report, much of the
text of the Discussion Paper has therefore been retained. However, the information in the
Discussion Paper has been updated and new material has been incorporated throughout the
Report, reflecting the fact that this is an area of continuing debate. Among the many new
developments that have occurred since the release of the Discussion Paper and have been
taken into account are:

» the debate about using more coercive public health approaches to HIV, such as in an
article in the Atlantic Monthly advocating for the end of "AIDS exceptionalism" and a
return to "traditional" public health;3 among other things, this includes the move toward
nominal reporting of HIV in the United States and, to a lesser extent, in other countries;
renewed emphasis on partner notification efforts as a means of preventing the spread of
HIV; and a move toward adopting policies of routine or even mandatory testing of
pregnant women;

* the release of the final report of the Commission of Inquiry on the Blood System in
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Canada,4 leading to a renewed discussion of government and public health
responsibilities toward disease prevention;

» developments in the area of criminal law and HIV/AIDS and, in particular, the release
of the Supreme Court of Canada decision in the case of R v Cuerrier on 3 September
1998;5

* new evidence that, in 1998, discrimination against people with HIV/AIDS remains
pervasive;6 and

* new developments in the area of home and rapid testing.

While the Report addresses the issues raised by HIV testing and confidentiality in Canada, a
review of the situation in other countries was undertaken, and the Final Report contains
numerous references to international documents on HIV testing produced by the World Health
Organization (WHO) and the Joint United Nations Programme on HIV/AIDS, as well as to
approaches to HIV testing and confidentiality taken in other countries.

Many changes have also been made to the structure of the text. For example, while the
Discussion Paper provided a detailed review of each of the recommendations on HIV testing
and confidentiality made by Canadian organizations between 1986 and 1996, the Final Report
contains a succinct summary of these recommendations. Readers interested in the full review
are therefore referred to the Discussion Paper, which will remain available through the National
AIDS Clearinghouse and on the Network’s website. In addition, the chapter on confidentiality
has been reorganized and the subsections on partner notification and reporting have been
expanded.

Finally, while the Discussion Paper only reached preliminary conclusions, the Final Report
contains recommendations directed at various Canadian provincial and federal ministries and
government agencies, public health, professional organizations, and others.

Scope and Goals
The Report considers the following questions:
* How has HIV testing been addressed to date in Canada?

» Should the Canadian approach to HIV testing be changed in light of new
developments, including the availability of new treatments; the availability of new forms
of HIV testing, in particular rapid testing and home testing; and the shifting
demographics of the epidemic? In particular,
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* is specific informed consent to testing still necessary, or should general consent
suffice?

* how can access to testing be improved?
* is pre- and post-test counselling still necessary?
* should new forms of testing for HIV be made available in Canada?

» do the new developments warrant any exception(s) to the principle that testing always
be voluntary; is mandatory or compulsory testing or testing of specific groups of the
population (or under certain circumstances) justified?

« are there any new exceptions to the principle that testing only be done when
confidentiality of results or anonymity of testing can be guaranteed?

 should HIV and AIDS reporting provisions be changed?

 should an approach emphasizing partner notification be adopted, and how should
partner notification be undertaken?

For each of the above issues, the Report briefly summarizes the recommendations made in
some of the most important reports and policy statements published by Canadian
organizations between 1986 and 1998 (History), including, but not limited to

* the 1986 report on the legal implications of HIV/AIDS of the Canadian Bar Association
— Ontario (CBA-Ontario);7

« the 1988 recommendations on HIV testing in Canada of the National Advisory
Committee on AIDS (NAC-AIDS),8 based on a report by Somerville and Gilmore;9

« the 1988 report on the medical, social, ethical, legal, research, and economic aspects
of HIV/AIDS in Canada of the Royal Society of Canada;10

 the November 1988 report on confidentiality in relation to HIV seropositivity of the
Federal/Provincial/Territorial Advisory Committee on AIDS (F/P/T Advisory
Committee);11

* the 1990 report of the Parliamentary Ad Hoc Committee on AIDS;12

* the 1992 Report on Testing for AIDS of the Ontario Law Reform Commission
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(OLRC);13

* the undated submission to the OLRC'’s study on testing for AIDS of the AIDS
Committee of Ottawa (ACO);14 and

* the 1993 report on the public health response to HIV/AIDS of the Canadian Public
Health Association (CPHA).15

For each issue, the Report then examines Canadian policy and practice pertaining to that
issue (Current Situation), assesses whether changes to policy and practice are justified
(Assessment), and makes conclusions and recommendations about what should be done in
response to the new developments and persisting concerns (Conclusions and
Recommendations).

The goal is to contribute to a process of informed and rigorous discussion concerning the
future of HIV testing and confidentiality in Canada, and to ensure that decisions about HIV
testing and confidentiality will be based on a careful consideration of risks and benefits,
informed by solid scientific research, that balances an individual’'s human rights and society’s
need to maintain public health.

Follow-Up Since 1998

Since the first edition of this Report was released in October 1998, the Legal Network has
widely distributed the Report and made it available on the Internet at http://www.aidslaw.ca/

Maincontent/issues/testing.htm#g; produced and distributed info sheets summarizing the

Report’'s most relevant information, targeted at a variety of interested groups; made
presentations at national and international conferences about the process leading to the
production of the Report and the Report’s content and recommendations; undertaken
additional research in several of the areas covered by this report, and published reports on
Rapid HIV Screening at the Point of Care: Legal and Ethical Questions in 2000 and on HIV/
AIDS and Immigration in 2001; and continued to monitor developments in the area of HIV
testing and confidentiality. Additional information on these activities can be found on the
Network’s website at http://www.aidslaw.ca/Maincontent/issues/testing.htm In 2001, the

Network obtained funding to reprint the Report. At the same time, some minor changes and
updates were made to it.

Limitations
Changes over Time

This document acknowledges the changing nature of knowledge about HIV
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infection and the diseases it can produce, about HIV antibody testing, its
limitations and the uncertainty this produces, and about the control of HIV
transmission in Canada. Conclusions and recommendations in this document are
based upon this present knowledge. Anyone reading this document should
recognize that these conclusions and recommendations may not apply or may
need to be modified in the future as new knowledge about this epidemic becomes
available.16

[N]Jo recommendations concerning testing policies ... can be cast in stone. While
the fundamental guiding principles are unlikely to change, the specific
considerations that underlie certain testing policies may need to be reevaluated
as changes occur both in our understanding about AIDS and in the technology of
testing techniques.17

The above statements, written many years ago, are still valid. In the same way as there is a
need today to reexamine issues raised by HIV testing, because of concerns regarding current
testing practices in Canada and new developments that have occurred over the last years,
there will in the future be a need to reexamine the positions taken in this Report.18 The Final
Report examines the issues against the background of our current knowledge, a task that is
especially difficult because of the constantly changing environment as therapeutic

interventions and diagnostic tools develop and improve and the epidemic evolves. As our
knowledge continues to increase, the response of policymakers and society as a whole to HIV/
AIDS in general and to HIV testing and confidentiality in particular will undergo further changes.

Already since the release of the first edition of this Report in 1998, new developments have
occurred in two areas covered by the Report: rapid testing and testing of immigrants. The
Legal Network has reacted to these developments by conducting further research and
producing reports that complement the information and analysis in this Report. Other new
developments may force us to re-analyze some of the other issues addressed in the Report.
Nonetheless, it is important to note that, whatever the advances in scientific technology and
whatever other new developments occur, the values that govern the development of policies
concerning HIV infection — such as the principle of autonomy and respect for persons — will
remain constant. The importance of this cannot be overstated. Any changes to current and
future approaches to HIV testing and confidentiality (1) will have to be based on a careful
consideration of the risks and benefits of a proposed new policy; (2) must be informed by solid
scientific research that balances an individual’s human rights and society’s need to maintain
public health; (3) must include meaningful consultation of those concerned by the change, in
particular people with HIV/AIDS and those affected by the disease; and (4) must comply with
the Canadian Charter of Rights and Freedoms.

Level of Detail
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The Report is not comprehensive. Many of the issues addressed in it could have been dealt
with in greater detail. However, many aspects of HIV testing and confidentiality have been
discussed in other papers or final reports that have been produced by the Network and/or Joint
Project: those relating to Aboriginal communities in HIV Testing and Confidentiality: Issues for
the Aboriginal Community — A Discussion Paper,19 those relating to gay men and lesbians in
Gay and Lesbian Legal Issues and HIV/AIDS: Final Report,20 those relating to prisoners in
HIV/AIDS in Prisons: Final Report,21 and those relating to various other populations, including
injection drug users, women, youth, and sex workers, in HIV/AIDS and Discrimination: A
Discussion Paper.22 This Report builds on and complements this work.

Return to the top of this page

Return to Table of Contents
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BACKGROUND

Emergence of a "Canadian Approach" to HIV Testing
Controversial Issues

Problem Areas

New Developments

Reexamination of the Issues

The consequences of HIV antibody testing differ from those of many other tests
that are used in medicine today. This test can seriously harm persons being
tested, the communities to which they belong, and society as a whole. At the
same time, there are many great benefits to be obtained from its use. This test, in
raising many complex dilemmas and issues, is symbolic of the many problems
that we are being faced with by the HIV epidemic. As such, the approaches
adopted by Canadian society to use HIV antibody testing will set far-reaching
precedents. Consequently, great caution is needed in deciding how we, as a
society, will govern that use.23

Since the HIV-antibody test was first made widely available in 1985, it has been the subject of
great controversy, and a great deal has been written on the question of its appropriate legal
and ethical use. As expressed by Bayer, "[u]ncertainty about the significance of the test’'s
findings and about its quality and accuracy provided the technical substrate of disputes that
inevitably took on a political and ethical character, since issues of privacy, communal health,
social economic discrimination, coercion and liberty were always involved."24 How would the
test be used outside the context of blood banking? Would groups at increased risk for HIV be
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encouraged to take the test? How forceful would such encouragements be? How would those
who agreed to be tested be counselled about the test’s significance for themselves and
others? Would, and could, the results be kept confidential? Would voluntary testing be a
prelude to compulsory screening? What would be the consequence of testing for the right to
work? To go to school? To obtain insurance? To bear children? To remain free?25 Each of
these questions has forced a confrontation over the fundamental matter of the relationship
between the defence of privacy and the protection of public health, and over the roles of
voluntarism and coercion in the social response to the threat of HIV/AIDS.26 Some of these
guestions and other questions related to HIV-antibody testing and confidentiality have
remained controversial or may need to be reexamined at this point in the epidemic.

Emergence of a "Canadian Approach" to HIV Testing

In Canada, a broad consensus has emerged that, except in a few well-defined circumstances,
people should be tested only with their informed, voluntary and specific consent, when
counselling and education before and following testing are available and offered, and when
confidentiality of results or anonymity of testing can be guaranteed. The consensus around
these issues has been "supported by gay leaders, civil libertarians, bioethicists, public health
officials and by professional organizations representing clinicians."28 It is best expressed in
the extensive and detailed reports published by the OLRC29 and NAC-AIDS.30

Controversial Issues

Despite the consensus around these issues, opinion around several other issues related to
testing has remained divided. In particular, there continues to be a lack of consensus in
Canada regarding whether — and, if yes, how — positive test results should be reported to
public health authorities; and about the role that partner notification efforts should play in
comprehensive HIV prevention programs. This lack of consensus is reflected in wide
divergences in legislation and practice between and within Canadian provinces and territories
with respect to reporting, partner notification, and the availability of anonymous testing.31 For
example, anonymous testing has been made available in some Canadian provinces, while in
other provinces public health officials have insisted on reporting the names of those testing
HIV-positive to public health authorities and on partner notification through public health, and
have resisted making anonymous testing available.

Problem Areas

In addition, there are a number of issues that, although in theory consensus was reached, in
practice remain unresolved. For example, although there is agreement that HIV testing should
be easily accessible for all Canadians, access to testing remains a problem, particularly for
women and Aboriginal people; testing for HIV without the specific informed consent of the
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person being tested is allegedly taking place more and more frequently; many people, whether
they test positive or negative, often do not receive adequate counselling; and calls for
mandatory or compulsory testing of certain groups of the population, such as sex offenders,
prisoners, health-care workers, immigrants, and pregnant women, have continued.

New Developments

Finally, ten years after NAC-AIDS adopted the "general principle governing HIV antibody
testing in Canada"32 and over five years after the release of the OLRC report — the last
comprehensive effort to study the issues raised by HIV-antibody testing in Canada before the
release of the Discussion Paper in 1997 — new controversies over testing have arisen, in
particular because of advances in HIV testing technology that have led to the development and
approval, in some countries, of rapid testing and home testing; the shifting demographics of
the epidemic; and, most important, the availability of new and more promising treatments.

Advances in HIV Testing Technology

Recent advances in HIV testing technology are increasing the options for HIV testing.33 In
particular, the development and approval, in the United States, of home HIV testing kits raises
the possibility that in Canada HIV testing might soon become widely and easily available
outside the health-care setting. The current model of HIV testing is closely directed by a health-
care professional and involves (or should involve) intensive counselling and support. Should
the sale and distribution of home HIV testing kits in Canada be allowed, and how will it affect
the current model of testing?

Other important issues are raised by the development of new rapid HIV-antibody tests that
allow for provision of results on the same day the test is administered. A rapid test has been
evaluated in public clinics in the United States, showing that "[r]apid, on-site HIV testing was
feasible, preferred by clients, and resulted in significant improvement in the number of persons
learning their serostatus, without increasing the costs or decreasing the effectiveness of
counseling and testing."34 In March 1998, the [US] Centers for Disease Control and
Prevention (CDC) changed its policy on rapid HIV tests and now recommends that their use be
allowed in some instances and under certain circumstances.35 In March 2000, the first rapid
HIV screening test was licensed for sale in Canada.

Shifting Demographics of HIV Infection

Another development is the shifting demographics of HIV infection. Early in the epidemic, the
vast majority of people affected were those who had engaged in some readily identifiable high-
risk activity, such as unprotected sex between men or sharing of drug injection equipment.
Among those "at risk," it was widely accepted that the most effective method of prevention was
education to reduce high-risk behaviour, and not any scheme of mandatory testing, notification
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of public health authorities, and partner notification. In Canada the epidemic is still
disproportionately affecting men who have sex with men, and injection drug users, but it has
moved beyond those who engage in readily identifiable high-risk activity. In particular, Health
Canada reports that "Canadian women are increasingly becoming infected with HIV, especially
those who use injection drugs and whose sexual partners are at increased risk for HIV."36 The
proportion of AIDS cases among women has increased from 6.2 percent of all AIDS cases
before 1990 to 6.9 percent during 1990-1995 and

10.6 percent in 1996. It is estimated that by the end of 1996, 4000 to 5000 women in Canada
were living with HIV, out of an estimated total of 36,000 to 42,000 HIV-positive Canadians.
Women accounted for 19 percent of all HIV-positive test reports in 1995 that included
information on gender. Injection drug use was a risk factor for 20 percent of these HIV-positive
women. Many of the other women may have contracted HIV as a result of sexual relations with
men who had not disclosed that they had engaged in high-risk behaviour. These women may
have had no particular reason to believe that they were at risk of HIV infection, and as a result
may not have taken any precautions. This raises the question whether more aggressive public
health measures may be warranted, including mandatory reporting and partner notification.
The consensus to date has largely concluded that in most cases the confidentiality of HIV test
results should be maintained. However, as treatments improve, it has been argued that more
aggressive testing and reporting policies, particularly in relation to people who may not
otherwise be aware that they are at any risk of HIV infection, may be appropriate.

New Treatments

Recent scientific discoveries and the availability of new antiretroviral drugs have changed the
approach to the treatment of HIV infection.37 In particular, the introduction of Highly Active
Anti-Retroviral Therapy (HAART) in industrialized countries has led to a considerable change
in therapeutic possibilities for HIV disease. While many uncertainties surround the new
therapies,38 they are driving the demand for earlier and more widespread opportunities for
diagnosis.39 At least in part because of the availability of new therapies, the predominant
model of specific informed consent for all HIV testing, and confidentiality of results, is
increasingly being called into question. In particular, improvements in therapy have raised the
guestion whether in some cases a more aggressive, and even mandatory, testing and
treatment program might effectively prevent the further spread of HIV infection. Finally, as
Valdiserri points out, "future antiretroviral treatment may not only improve clinical status but
also render the client less infectious to others," which "will provide an added public health
impetus for broadening and expanding" the availability of HIV counselling and testing.40

Reexamination of the Issues

These developments, coupled with the existing problem areas and controversial issues
mentioned above, call for a reexamination of the issues raised by HIV testing and
confidentiality in Canada.
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The main question that needs to be addressed is whether the new developments warrant a
departure from the "general principle governing HIV antibody testing in Canada."41 In
particular: is specific informed consent to testing still necessary, or should general consent
suffice? Should options for HIV testing include anonymous testing facilities and should new
forms of testing for HIV be made available in Canada? Is pre- and post-test counselling still
necessary? Is mandatory or compulsory testing or testing of specific groups of the population
(or under certain circumstances) now justified? Are there any new exceptions to the principle
that testing only be done when confidentiality of results or anonymity of testing can be
guaranteed? Should an approach emphasizing partner notification be adopted? Should HIV
become nominally reportable in all provinces?

In order to be able to address these questions, it is necessary to analyze more closely the
benefits and potential harms of testing. The Report closely scrutinizes the assumption that
underlies much of the changing approach to testing — that HIV testing today involves huge
benefits and few harms and that it can therefore be undertaken routinely, without specific
consent, counselling, and assurance of confidentiality of the results.

Benefits from Testing

The Early Days — 1985-1988

When the HIV test was first introduced in 1985, it was of very limited utility for the purposes of
medical treatment of the individual or for the prevention of the spread of infection to the
community. Its most significant and universally accepted use was to screen donors of blood
and other body products.

Benefits for Individuals

When the HIV blood test finally became available in 1985, | wasn’t interested in
opening Pandora’s Box. There wasn’t anything you could do for HIV then anyway.
It wasn’t until 1989 that researchers reported that HIV-positive people — and not
just patients with full-blown AIDS — might benefit from the drug AZT. Now there
was a good reason to be tested.42

People at risk had little reason to seek out an HIV test and considerable reason to fear that the
results of such a test might be used to discriminate against them. Shortly after the test was first
introduced, it came to be used to discriminate against people with HIV in a variety of settings,
and people testing positive risked losing friends, employment, insurance, housing, and
educational or travel opportunities.43 In addition, the availability of clinically effective
antiretroviral treatment was years away, and the long-term prognosis of HIV infection was not
clearly understood44 — initially, it was hoped that only a small minority of those infected would
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develop AIDS. Finally, there was an extremely high level of public fear and misunderstanding
about HIV and AIDS, and there was a particularly severe stigma associated with HIV
infection.45 For all these reasons, HIV testing was actively discouraged in the communities at
risk.

In 1988, Somerville and Gilmore enumerated benefits and harmful consequences of HIV
testing for individuals. According to them, potential benefits included:

1. Establishing or clarifying a diagnosis of HIV infection or disease,
enabling such persons to receive appropriate health care;

2. Minimizing the danger of therapy with potentially immuno-suppressive
drugs for persons who are HIV infected,;

3. Reassuring seronegative persons that they are unlikely to be infected;

4. Motivating or persuading uninfected persons to avoid exposure to HIV,
or HIV infected persons to avoid re-exposure to HIV and to other potentially
harmful agents;

5. Enabling persons to become pregnant, or to engage safely in
unprotected sexual activity, without endangering their partners who are
also not infected, when testing shows these persons are not infected, even
though they have engaged in activities that can transmit HIV;

6. Enabling persons to work or engage in specific activities that could be a

health risk for them if they are immunodeficient, or could potentially
transmit HIV to others;

7. Enabling HIV seronegative persons to travel, work, be educated, or
reside in countries where this may be prohibited for HIV infected persons.46

In contrast, potential harmful consequences included:

1. Discovery of seropositivity can be a grave psychological stress for the
person being tested;

2. Persons who are HIV antibody seropositive may be at risk of losing their
friends, employment, insurance, housing and educational or travel
opportunities;

3. Some persons being tested may be labelled as being seropositive when
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not infected (false positives), and some persons may be labelled as
seronegative when infected with HIV (false negatives).

Benefits for the Community

Most people agreed that, apart from its use to screen donors of blood and other body products,
HIV testing was not a particularly useful measure for reducing the rate of infection. It was
widely accepted that education to reduce high-risk behaviour was the most effective measure
for preventing the further spread of HIV, and that this education was in no way related to, or
dependent upon, HIV testing. However, health-care providers were encouraged to routinely
offer counselling and testing to all persons considered to be at "increased risk." The public
health rationale was that giving people in the so-called "high-risk groups" the opportunity to
know their serostatus would help them take steps to prevent the further transmission of HIV.47

1989-1992

The attitude discouraging the use of the HIV test changed around 1989, when treatments first
became available for some of the opportunistic diseases associated with HIV infection,
particularly PCP prophylaxis. There now existed clear benefits from testing, particularly for
individuals.

Benefits for Individuals

It became clear that the HIV test could now be used as a diagnostic device that could lead to
beneficial medical interventions for people with HIV. As a result, many more people at risk
began to seek out HIV testing and related treatments. The context for the debate over testing
underwent a first, fundamental change:

Gay organizations began to urge homosexual and bisexual men to have their
antibody status determined under confidential or anonymous conditions.
Physicians [in the US] pressed for AIDS to be returned to the medical mainstream
and for the HIV-antibody test to be treated like other blood tests — that is, given
with the presumed consent of the patient.48

However, the available treatments were not particularly successful at slowing the progression
of HIV infection, and many continued to prefer not to find out their HIV status,49 for many
reasons — for example, because they believed that this knowledge would have little impact on
their behavioural decisions, might lead to greatly increased anxiety, and/or might lead to
discrimination and stigmatization.

Benefits for the Community
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Benefits for the community remained questionable. There was no particular evidence that
available treatments could reduce the infectivity of people with HIV. Moreover, the early
evidence indicated that the treatments were not significantly effective at reducing the risk of
perinatal transmission. As a result, there was little reason to believe that testing and treatment
could further efforts to prevent the spread of HIV infection. Instead, prevention efforts remained
focused on education and, in particular, the reduction of high-risk behaviour. Testing and
treatment were regarded as matters relevant to the health care of persons living with HIV, not
to the prevention of the spread of HIV infection. As stated by Somerville and Gilmore,

Preventing HIV transmission is the only effective strategy to control the HIV
epidemic, and this requires behavioural changes. Prevention requires everyone,
regardless of whether they are infected, to behave safely and to avoid engaging
in risk-producing activities. This behaviour does not, of itself, require HIV antibody
testing, but information obtained by HIV antibody testing may motivate, or
convince, some persons to avoid behaviour that promotes HIV transmission.50

In 1991, Higgins and colleagues examined 50 studies that were published or presented at
professional meetings prior to July 1990 to ascertain the behavioural effects of HIV counselling
and testing among men who have sex with men, injection drug users, and pregnant women
and other heterosexuals.51 Across populations, the evidence regarding the ability of HIV
counselling and testing to motivate risk reduction was limited or inconclusive in many instances:

The clearest evidence for the positive behavioral effects of HIV CT [HIV
counselling and testing] came from studies of MSM [men who have sex with men]
and HIV-serodiscordant couples. Studies of MSM indicated that following HIV CT,
men who tested HIV seropositive were less likely to engage in high-risk sexual
practices than were seronegative or untested men. Similarly, a small number of
studies conducted with HIV-serodiscordant couples found consistent reductions in
sexual risk practices following HIV CT. Longitudinal studies conducted with MSM
and IDUs (injection drug users) that provided information regarding the effects of
HIV CT also showed reductions in HIV-related risk behavior over time. These
findings, however, were gquestioned by Higgins and colleagues as they appeared
to be largely attributable to secular changes in risk-related practices and, for
IDUs, the effects of drug treatment. Studies of pregnant women and other
heterosexuals also provided inconsistent findings regarding the behavioral effects
of HIV CT. This pattern of findings led Higgins and colleagues to conclude that
the evidence regarding the effects of HIV CT was inconclusive and that additional
research was needed to address the behavioral consequences of these
programs.52

Similarly, the World Health Organization concluded:
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The evidence that voluntary HIV testing may play a role in the prevention of
transmission is not conclusive, except for discordant couples (ie where one
partner is infected and the other uninfected), in whom it has been shown to result
in less risky behaviour in those settings studied. Testing in itself is not a
preventive measure; it could in principle aid prevention in other settings only if it
succeeds in motivating individuals to adopt or maintain safer behaviours.
Individuals are more likely to be thus motivated if they believe that HIV testing is
of great benefit to themselves, such as when testing is provided in the context of
a comprehensive counselling programme, with care and support services
available, in a favourable social environment, and when the test is client-
initiated.53

1992—-Today

When it comes to HIV disease, knowledge is power. HIV disease commonly
involves a lengthy period — as long as a decade — between infection and the
development of symptoms. People who know they are HIV infected can be
monitored for changes in their condition and for possible treatment, even before
symptoms appear. Individuals who know they are infected with HIV can also aid
prevention efforts by taking the necessary precautions to avoid spreading the
disease through unprotected sex or sharing needles.54

In recent years — and particularly since the XI International Conference on AIDS in Vancouver
in July 1996 — a great deal has happened to make the early diagnosis of HIV infection more
important, particularly for individuals, but increasingly for the community.

Benefits for Individuals

As mentioned above, recent scientific discoveries and the availability of new antiretroviral
drugs have changed the approach to treatment of HIV infection. There is a growing amount of
medical research showing that combinations of anti-HIV drugs improve the health of many
people with HIV and reduce mortality and delay progression of disease.55 While 2255 people
in Canada were diagnosed with AIDS in 1993, only 690 people were diagnosed with the
disease in 1997, mainly due to the new treatments that delay the progression from HIV to
AIDS in seropositive people.56

The number of hospital admissions and deaths among people with HIV/AIDS receiving drug
therapy has also fallen. A study undertaken in British Columbia showed that in 1994 the death
rate was as high as 100 per 1000 AIDS patients. By the end of 1996, the rate had declined to
about 20 per 1000.57 Similarly, in the United States, AIDS deaths declined for the first time in
1996 (a decrease of 23 percent compared to 1995), partly due to the improved treatments.58 If
initiated shortly after infection, aggressive treatment may even be able to completely eliminate
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any traces of HIV in the blood of those treated.

Instead of being a latent infection, as previously believed, HIV infection is now known to
produce high rates of viral replication and death of CD4+ cells soon after transmission.59 The
importance of early intervention is being emphasized: as long as doctors thought that HIV was
not very active through the early and middle years of infection, it made sense "to conserve
forces and delay treatment so they would be ready for the virus when it emerged from
hibernation."60 However, it is now known that "in every day of every year, in every infected
person, HIV produced not thousands, not millions, but billions of copies of itself,"61 leading to
— albeit controversial62 — recommendations that aggressive treatment be started as early as
possible after infection.63 The Canadian Guidelines for antiretroviral therapy for HIV infection
recommend that

[a]ntiretroviral therapy should be offered to all patients who are symptomatic. ... In
asymptomatic patients, initiation of therapy is based on laboratory criteria,
primarily the viral load and secondarily the CD4 count. A plasma viral load above
5000-

10 000 HIV-1 RNA copies/mL, regardless of the CD4 count, is considered an
indication for treatment. A CD4 count of less than 0.3 x 109/L is an indication for
treatment regardless of the plasma viral load, to prevent further damage to the
immune system. For treatment decisions physicians may need to consider viral
load, immune function (CD4 count) and clinical status.64

Because of these new and promising developments, 1996 has been called a year of hope for
people with HIV and the year that "changed the world’s outlook on AIDS."65 Within weeks of
the advent of protease inhibitors,

a majority of the patients using the therapies began to get better. Over the last
year and a half, tens of thousands of people with AIDS have gotten a second
chance at life. Large urban hospitals are reporting decreases in AIDS admissions,
doctor’s patient loads have dropped, AIDS clinics have downsized on staff and a
multitude of H.l.V.-infected people are looking towards a future they were sure
they didn’t have.66

Many of those who have access to the new drugs and to viral load testing started feeling more
optimistic, sometimes ceasing to consider AIDS as a necessarily fatal disease. After years of
bad news, there was new optimism in the battle against HIV/AIDS. Some went so far as to
proclaim that the "AIDS crisis

IS over."67

Benefits for the Community
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In addition to the increased benefits for individuals, early diagnosis, if followed by treatment,
has come to be considered as beneficial to the community and as contributing to the
prevention of the further spread of HIV.

Prevention will continue to require everyone, regardless of whether they are living with HIV or
not, to behave safely and to avoid engaging in risk-producing activities. The question whether
knowing one’s HIV test results changes behaviour remains disputed. Phillips and Stryker
answer it as follows:

Sometimes. Some individuals may find that knowing their test results may help
bolster their resolve to practice safer sex, wishing to preserve their status if
negative, or to protect their loved ones if positive.

In the aggregate, the evidence for testing’s impact on behavior is mixed.68

In 1997, Wolitski and colleagues reviewed 35 studies published since 1991 to reassess the
scientific data regarding the ability of HIV counselling and testing to motivate changes in risk-
related practices and to promote help-seeking behaviour. The authors concluded that, like the
research reviewed by Higgins and colleagues in 1991,69 the studies included in their review
generally provided mixed results regarding the behavioural effects of HIV counselling and
testing:

Just over half of the studies reviewed herein provided positive evidence regarding
the ability of HIV CT to motivate the adoption of risk-reducing practices. The
findings from the remainder of the studies, however, suggest that HIV CT does
not have a positive impact on risk-reducing behavior. The pattern of findings
varied depending on the population being studied — the most consistent evidence
for the beneficial effects of HIV CT came from studies of heterosexual HIV-
serodiscordant couples.70

The authors pointed out that, although the patterns of findings varied somewhat according to
the population being studied, the research methods employed in each study, and their
limitations, may also have significantly influenced the results of the studies reviewed.71
Generally, because HIV counselling and testing has multiple goals (reducing risky behaviour,
reducing negative psychological reactions to testing, facilitating referral to AIDS-oriented
services, etc), evaluating its effectiveness is a complex task, and the ability of studies to
measure the effect of counselling and testing without bias has been called into question.72
Despite the limitations, however,

there is no question that HIV CT can and does motivate behavior change in some
individuals. What is also clear, however, is that HIV CT does not always lead to
behavior change, nor is it equally successful in influencing behavior across a wide
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range of settings and populations.73

Apart from motivating behaviour change in some individuals, knowledge of a person’s HIV
infection can assist HIV prevention in other ways. For example, scientific studies have shown
that mother-to-infant HIV transmission can be reduced very significantly if seropositive women
learn their HIV status early during pregnancy and begin antiretroviral therapy.74 In addition,
persons receiving a regimen of HIV reverse-transcriptase inhibitors and protease inhibitors
have been found to have lower levels of circulating virus, suggesting that treatment not only
benefits the patient but may also reduce the risk of transmission.75 Finally, there is hope that
the new treatments, if administered very shortly after exposure to HIV, can reduce the risk of
seroconversion.76

Conclusion

Clearly, since the HIV-antibody test was first introduced in 1985, benefits from testing for the
community and for the person being tested have increased substantially. In particular, "sound
medical practice calls for HIV testing for those who want it so they may gain the knowledge
that can lead to needed treatment."77 In 1998, there can be no doubt that

[v]oluntary HIV testing accompanied by counselling has a vital role to play within a
comprehensive range of measures for HIV/AIDS prevention and support, and
should be encouraged. The potential benefits of testing and counselling for the
individual include improved health status through good nutritional advice and
earlier access to care and treatment/ prevention for HIV-related illness; emotional
support; better ability to cope with HIV-related anxiety; awareness of safer options
for reproduction and infant feeding; and motivation to initiate or maintain safer
sexual and drug-related behaviours.78

The new therapies are profoundly affecting the AIDS epidemic79 and it could be said, as some
have expressed it, that "[w]e are at a defining moment in the epidemic of HIV infection and
AIDS."80 Indeed, the availability of better therapies and our rapidly expanding knowledge of
the molecular biology of HIV are creating new opportunities to control the HIV/AIDS epidemic.
Few would contest that it is essential to reexamine the Canadian approach to HIV testing and
confidentiality in order to ensure that HIV testing is readily accessible to all Canadians and that
barriers to testing, whether real or perceived, be removed. This is particularly true in light of the
fact that many Canadians are living with HIV without knowing it, missing the possibility of
benefitting from new treatments. Health Canada estimated that approximately 11,000 to
17,000 persons, or about 30 to 40 percent of the estimated 36,000 to 42,000 Canadians living
with HIV infection at the end of 1996, were unaware of their infection.81 This has led the
Bureau of HIV/AIDS, STD and TB, Laboratory Centre for Disease Control, to state that, "[g]
iven these data, and the fact that new treatments are available for HIV infection, it may be time
to review HIV testing in Canada."82
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However, the question whether the new developments warrant a major departure from the
"general principle governing HIV antibody testing in Canada"83 and the utilization of more
coercive public health approaches remains extremely controversial.

A Shift to More Coercive Measures?

In the first decade of the epidemic, the prevalence of stigmatization of and discrimination
against people with HIV/AIDS, particularly with regard to gay men, was one of the factors that
led public health authorities to adopt a voluntary approach to the measures taken to prevent
the transmission of HIV. This approach, which some have called "AIDS exceptionalism,"
departed from such measures as mandatory testing, reporting of HIV-positive individuals, and
contact tracing in favour of voluntary behaviour change, testing only with informed consent,
protection of confidentiality, and voluntary partner notification. This policy was necessary
because, without the assurance that they would not be subject to coercion or to the
consequences of disclosure, gay men would have been harder to reach through education and
prevention programs, and gay organizations would have been unwilling to cooperate with
public health officials in reaching them.84 As has been pointed out, the term "AIDS
exceptionalism," coined by some advocates of HIV surveillance and name reporting to refer to
the fact that traditional intrusive public health measures have not been systematically applied
to HIV infection, is actually an unfortunate misnomer.85 While few would dispute the
proposition that the public health profession’s approach to HIV control has differed in important
respects from strategies applied to certain earlier diseases, the monochromatic depiction of
recent public health practice as "exceptionalist” ignores the complexity of the history of public
health and structures public policy debates in potentially misleading ways.86 Indeed, the public
health response to all infectious diseases has not been uniform, since there is no indication
that a one-size-fits-all approach to all public health problems is effective. There is no natural or
authentic approach to public health crises — history reveals that each epidemic produced
unique public health policies "that were partly political, partly scientific, and somewhat
inexplicable."87 It is therefore wrong to portray the voluntarist strategy of dealing with HIV/
AIDS as an extraordinary rupture with prior practice, without acknowledging the important
degree to which voluntarist principles have often informed the public health approaches to
previous epidemics.88

Throughout the 1990s the appropriateness of the voluntary approach to public health
measures has been called into question by those who are persuaded that "conventional” public
health measures — such as routine involuntary HIV testing and contact tracing — would be more
successful than voluntary measures in preventing the transmission of HIV and providing earlier
treatment to people with HIV.89 Now that antiretroviral therapies have been shown to reduce
the transmission of HIV from mother to child, to lower the level of virus in the blood of people
with HIV to undetectable levels, and to extend the lives of people with HIV, the calls for
coercive public health measures have been renewed. In the United States, for example, Tom
Coburn, a Republican representative to the Congress from Oklahoma, introduced a bill to
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establish confidential HIV reporting nationwide, the HIV Prevention Act of 1997.90 The bill also
makes provision for testing people accused of sexual offences and for testing patients before
performing an invasive medical procedure, and it encourages states to criminalize the
intentional transmission of HIV. Proponents of a shift to more coercive public health measures
typically suggest that there is a conflict between the privacy rights of individuals who have or
may have HIV and public health needs, and that individual rights must take a back seat if the
battle against the spread of HIV is to be effective.

Those who urge caution and argue that the voluntary approach to public health measures
retains its validity raise several issues to support their position. First, they point out that HIV
infection still carries such stigmatization and potential for discrimination that people with HIV/
AIDS or affected by HIV/AIDS continue to require the protections afforded by HIV
"exceptionalism." As the author of a recent cover article on the subject in The Atlantic Monthly,
who himself argues for an end to HIV exceptionalism, observes:

Exceptionalists also point out, correctly and bitterly, that the hatred directed
toward homosexuals, and the discrimination they experience at the hands of anti-
gay conservatives, among others, are responsible in the first place for the very
exceptionalist policies that conservatives like Coburn now so strongly oppose.91

Second, they point out that HIV still primarily targets marginalized populations fearful of
government institutions. Indeed, it could be said that in Canada it is now targeting populations
that are even more marginalized and vulnerable than gay men were in the 1980s, such as, for
example, injection drug users, Aboriginal people, young gay men, and prisoners. Would a shift
toward more coercive measures really assist efforts to curb the spread of HIV in these
populations, or would it rather create new barriers? Would such measures not drive these
populations further underground, making them even harder to reach through education and
prevention programs, and less likely to cooperate with public health officials?

Third, they point out that there is still no cure for AIDS. There are many unsolved questions
with regard to treatments, and access to them is often a problem, particularly for the most
marginalized in Canadian society, including injection drug users and Aboriginal people, the
populations in which HIV infection is currently spreading most rapidly.

Fourth, they point out that in 1998, as in the 1980s and early 1990s, educational strategies to
encourage behaviour modification must remain the centerpiece of HIV-prevention efforts. As
Isbell has expressed it, "[t]he sexual and drug-related behaviours that place individuals at
heightened risk of HIV infection are unchanged from the 1980s and retain their central
features: they remain extremely private, closely intertwined with personal identity, difficult to
change, and often poorly understood."92

Finally, they point out that there is not necessarily a conflict between public health and
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individual rights. Instead, the available evidence strongly suggests that rather than impeding
the protection of public health, the promotion and protection of the human rights of those
infected and affected is an essential component in preventing transmission of HIV.

The following sections examine these arguments in more detail.
Discrimination Continues

In recent years it has been suggested, both directly and indirectly, that HIV/AIDS-related
stigma and discrimination either are not as prevalent as before or need not be taken into
consideration in developing policy and programs pertaining to HIV/AIDS. The current debate in
the United States about "HIV exceptionalism" is a useful example of this trend.

What is true is that, as the HIV/AIDS epidemic nears the completion of its second decade, the
early societal panic about AIDS has diminished. The federal and several provincial human
rights commissions have adopted policies interpreting disability or handicap provisions to
protect people with HIV against discrimination. For example, the Policy on AIDS adopted by
the Canadian Human Rights Commission in May 1988 states that HIV infection should be
regarded as a "disability" under the Canadian Human Rights Act and that persons who are not
infected may also have a remedy against discriminatory practices; a statement by the Ontario
Human Rights Commission emphasizes that all persons infected or suspected of being
infected with HIV, or who have HIV-related ilinesses, including those who are asymptomatic,
are protected by the Ontario Human Rights Code; and in British Columbia, the Human Rights
Council, ruling on the complaint of Biggs & Cole v Hudson,93 found that persons who are HIV—
seropositive or are "perceived to be infected” should receive the protection afforded by the
British Columbia Human Rights Act. In November 1993, a Canadian court ruled for the first
time that asymptomatic HIV infection qualifies as a disability for the purposes of discrimination
law,94 a decision later confirmed by the Québec Human Rights Tribunal.95 In addition, more
and more Canadians know someone who lives with HIV or has died of HIV-related
complications, prominent celebrities have announced that they are HIV-positive, and AIDS
activists have won broad admiration in many quarters of society. These developments "have
somewhat lessened fears that the inevitable result of infection with HIV was complete social
isolation."96

Extent of Stigma and Discrimination

Nevertheless, discrimination against people with HIV/AIDS remains pervasive in Canada. The
kinds and the impact of HIV-related stigma and discrimination experienced by people with HIV/
AIDS and those affected by the disease at this time in the epidemic in Canada have been
documented in HIV/AIDS and Discrimination: A Discussion Paper.97 The Paper provides
ample evidence that stigma and discrimination continue to be pervasive, reinforcing once
again the call for laws, policies, programs, and practices that address the causes and the
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effects of HIV-related stigma and discrimination.98Based on a review of the academic and
scientific literature, reports produced by governmental and nongovernmental agencies, and
other literature,99 as well as on interviews with a selection of people with HIV/AIDS,
organizations comprised of people with HIV/AIDS, organizations providing services to people
with HIV/AIDS or those affected by HIV/AIDS, and the comments of participants in a national
workshop on discrimination and HIV/AIDS held on 15 January 1998, the Paper concludes that,
in 1998, stigma and discrimination associated with HIV/AIDS are still pervasive, but that the
forms they take and the context in which they are experienced have changed since the early
days of the epidemic. According to the Paper, these changes have serious implications for
people with HIV/AIDS and people affected by HIV/AIDS. It notes the following key aspects of
the current situation, as expressed by participants in the national workshop:

» The epidemic of HIV infection is expanding among diverse populations, many of them
marginalized within Canadian society. While some aspects of HIV-related discrimination
are the same for all these populations, in other ways the experience and impact of
discrimination are unique to the various identities that are assumed by or assigned to
people living with or affected by HIV/AIDS. The most marginalized among people with
HIV/AIDS experience many layers of stigma and discrimination. They also have the
least resources or support in seeking redress.

 The restructuring of the health system has meant that fewer programs will be available
with a specific focus on HIV/AIDS. This could lead to a systemic neglect of needs that
are unique to or disproportionate among people with HIV/AIDS or the populations most
affected by HIV/AIDS. At the same time, organizations that provide specific services to
people with HIV/AIDS or populations affected by HIV/AIDS are faced with increasing
demands, which they must meet with the same level of resources or reduced resources.
The difficulty of meeting these demands is all the greater when the populations that
need to be served are different; one program will not fit all.

» The advent of protease inhibitors and combination therapies has been accompanied by
new risks for people with HIV/AIDS. There is a prevailing sense that people with HIV/
AIDS can now lead "normal” lives, and a tendency to become more restrictive in
determining whether people with HIV/AIDS qualify for disability benefits. The fact that
people with HIV/AIDS are still vulnerable to stigma and discrimination is forgotten in
these discussions. In many ways, the era of combination therapies has exposed people
with HIV/AIDS to a greater threat of discrimination. One participant in the workshop
stated: "l was able to remain invisible living with HIV until two years ago. Now | have to
carry my bag of medications around all the time — | am always visible. | carry my stigma
around."100

» The era of combination therapies is also raising new concerns about the ethics of
informed choice in treatment decisions made by people with HIV/AIDS. There are
reports that people feel pressured by their physicians to begin treatment with the latest
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generation of HIV drugs, and of instances where people have been denied services or
fear losing their physician if they refuse to begin treatment. There are also questions
about equity in treatment and access to care for marginalized populations, and about the
extent to which they are provided with the supports that may be necessary to assist
them in maintaining the complicated regimens of combinations of drugs.

» While discrimination is still pervasive, it has become more subtle and less explicit. In
the past, for example, people may have been fired outright when it was discovered they
were HIV-positive. Today they may be laid off for what are ostensibly other reasons, or
they may be harassed and pressured to the point that they quit their jobs or go on
disability. Fear of being identified at work and of losing their job in fact prevents some
people from taking HIV-related medications, as a study among people with HIV/AIDS in
Montréal found.101

The Paper concludes that, even as the epidemic changes, stigma and discrimination continue
to have an enormous impact on the lives of people with HIV/AIDS.

This conclusion is supported by a study recently undertaken in the United States, which
showed that, "although its manifestations have changed in some respects during the 1990s,
AIDS stigma persists in the United States."102 The study assessed the prevalence of AIDS
stigma in the US, and compared current levels with those assessed in a 1990-91 survey.103 In
telephone interviews with a national sample of English-speaking adults (n=1712), questions
were asked about affective reactions to people with HIV/AIDS, beliefs about them, levels of
comfort with them, intentions to avoid them, attitudes toward AIDS policies, and other AIDS-
related attitudes and beliefs. The study showed that

substantial majorities support mandatory testing of immigrants, pregnant women,
and people from so-called high-risk groups. Compared to 1991, fewer people
would avoid a person with HIV/AIDS in various hypothetical situations, but
approximately one-fourth expressed discomfort about such contact. The
proportion of the public believing that HIV can be transmitted through casual
contact has increased since the early 1990s; more than 40 percent now
overestimate the likelihood of HIV transmission through sharing food utensils,
coughing or sneezing, or similar routes. Despite demographic changes in the
population of people with HIV/AIDS during the past decade, the public still
generally associates AIDS with gay and bisexual men. Antipathy is strongest
toward people with HIV/AIDS who are gay or bisexual, and those infected through
multiple sexual partners or injection drug use.104

No Redress

To make matters worse, there is little or no redress for those discriminated against: it has been
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said that "the [human rights] commissions are useless, experience with them has been
negative, delays and bureaucracy are incredible, and the understanding of the issues is
appalling."105 Very few of the people living with HIV/AIDS who experience discrimination seek
redress in the courts and human rights tribunals. Generally, as de Bruyn points out,106 there
are a number of grave concerns about the limitations of human rights legislation and
procedures as a means to protect people with HIV/AIDS or populations affected by HIV/AIDS
from discrimination.

Many are frustrated with lengthy delays in processing complaints, failure to investigate
complaints, the small number of complaints that are referred to a tribunal, and the relatively
modest remedies that tribunals provide. Human rights commissions, for their part, are
understaffed, underfunded, and overworked.107 They cannot take on every complaint, but
must prosecute those that they believe will be most likely to advance human rights. One of the
issues here is the inadequate funding of human rights commissions by governments. Another
is the inadequacy of systems that cannot handle the myriad of individual complaints that come
forward. The result is justice denied for many complainants, as Michelle Falardeau-Ramsay,
Chief Commissioner of the Canadian Human Rights Commission, recently observed in a
trenchant comment:

We have to devise a system where it won't take five years to get remedial action,
because it’s far too long. We don’t want to be dealing with the grandchildren of
the complainant. | prefer to deal with the complainants themselves.108

In addition, it is generally recognized, by human rights commissions as well as their critics, that
procedures designed to deal with individual complaints are not well-suited to preventing
discrimination or addressing systemic discrimination.109 In a partial effort to rectify this, human
rights commissions issue policy statements setting out standards that, if followed, will prevent
discrimination. These include the policies on HIV/AIDS cited above. But human rights
commissions do not have the resources or authority to be more proactive. They are not able,
for example, to audit policies and practices of employers so as to determine whether these
policies and practices discriminate directly or indirectly.110 Moreover, some forms of
discrimination, such as discrimination against poor people, are not even covered under human
rights legislation. As Falardeau-Ramsay states:

One of the shortcomings of almost all Canadian human-rights laws ... is that they
ignore poverty and homelessness as grounds for discrimination.111

This has obvious relevance to many people with HIV/AIDS and many populations affected by
HIV/AIDS.

Another issue is that there is concern that a narrower definition of disability may be applied to
exclude people who are HIV-positive but asymptomatic, although HIV infection is currently
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recognized as a disability within the meaning of human rights legislation in Canada. In the
United States, a number of courts have taken the view that HIV infection per se is not a
disability.112 The courts have placed the burden of proof on the plaintiff to demonstrate that
his/her HIV status is an impairment that substantially limits a major life activity, as stipulated in
the Americans with Disabilities Act. This assessment "often focuses heavily on factors
unrelated to whether or not the individual requires protection from discrimination,"113 although
in real life the very perception that one is HIV-positive can lead to discrimination, regardless of
one’s level of impairment. The most recent decision from a human rights tribunal in Canada, as
mentioned above, affirms that asymptomatic HIV status constitutes a "handicap" within the
meaning of human rights law. Importantly, the Supreme Court of the United States also
recently ruled that asymptomatic HIV infection may be covered as a disability by the
Americans with Disability Act.114 Nevertheless, developments in this area need to be carefully
followed to ensure that people with asymptomatic HIV do not lose the human rights protection
they need.

Finally, people with HIV/AIDS are often discriminated against not only on the basis of their HIV
status, but also because they are drug users, gay, Aboriginal, etc. This raises particular
concerns for two of the populations currently most affected by HIV, injection drug users and
Aboriginal people. In 1996, approximately half of the estimated 3000 to 5000 HIV infections
that occurred in Canada were among injection drug users.115 With regard to Aboriginal
people, while there is a lack of solid information about HIV/AIDS among them, it is
nevertheless "clear that some Aboriginal communities are at increased risk for HIV infection
because of their low socioeconomic status and high rates of sexually transmitted diseases."116

While human rights legislation and human rights commissions in Canada have afforded
protection to people who have been or are dependent on alcohol or drugs, in an environment
that regards drug use as a choice, a vice, and a crime, considerable education and advocacy
will be required to ensure that the rights of drug users are protected and that drug addiction is
recognized as a disability. Coercive approaches to treatment and exclusion of drug users from
social benefits not only discriminate against drug users. They are unlikely to induce drug users
to discontinue using, and are likely to increase the risk of harm from drug use.

For Aboriginal peoples, human rights legislation and procedures may not be particularly useful
or inviting as a way to address discrimination.117 Many Aboriginal people will not even
consider lodging a complaint because they are worn down by racism, do not think things will
change, or are afraid of the consequences. In addition, the human rights system does not
reflect Aboriginal values and is in many ways alien to Aboriginal ways of resolving differences.
Furthermore, s 67 of the Canadian Human Rights Act exempts any provision of the Indian Act,
or any provision made under or pursuant to that Act, from the provisions of the Canadian
Human Rights Act. Included in the provisions of the Indian Act is the authority conferred on
band councils to enact by-laws and band council resolutions that could potentially or
inadvertently discriminate against people with HIV/AIDS. Finally, jurisdictional distinctions
between Aboriginal peoples create considerable confusion about what human rights legislation
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applies in a given situation. For these reasons, a recent review of the situation concluded that
“recourse to human rights legislation is not the best approach to reducing discrimination
around HIV/AIDS for Aboriginal people."118

Populations Affected

Discrimination is a particularly serious issue in some of the populations in which HIV is
currently spreading most rapidly: injection drug users, Aboriginal people and, generally, the
poorest and most marginalized in Canadian society.

With regard to Aboriginal people, a recent discussion paper concluded:

Aboriginal people living with or affected by HIV/AIDS experience discrimination in
many of the same forms as non-Aboriginal people do. What differentiates HIV/
AIDS-related discrimination against Aboriginal people is the history of oppression
and cultural devastation meted out to First Nations, Métis and Inuit communities.
The deplorable level of health and social problems in the Aboriginal community
represents a failure of human rights in Canada.

The stories of discrimination told by those consulted [in the preparation of the
paper] suggest that discrimination relating to HIV/AIDS and Aboriginal people
comes from a variety of sources and takes many forms. Misunderstandings and
denial about HIV/AIDS are often reinforced by other forms of discrimination, such
as discrimination against two-spirited people, women, drug users, and Aboriginal
people generally. Finally, it finds its roots in a history of oppression, racism and
colonialism.

The systemic and individualized discrimination experienced by Aboriginal people
generally, and by Aboriginal people living with or affected by HIV/AIDS in
particular, contributes to the disproportionate impact of HIV/AIDS on Aboriginal
communities. The risk factors associated with HIV transmission are over-
represented among Aboriginal people. The prevalence of such risk factors
reflects, again, the disturbing historical relationship between Aboriginal people
and Canadian society, governments and institutions.119

People who have acquired HIV through injection drug use live with a double stigma. A study of
public attitudes in Australia in 1990 found that drug users who contracted HIV through needle
sharing attracted the most blame (92 percent), the least sympathy (18 percent), and the most
calls for them to pay for their own treatment (70 percent).120 Similarly, a random-sample
survey conducted in the United States in 1990-91 found that 20.5 percent of the respondents
thought that "people who got AIDS through sex or drug use have gotten what they
deserve."121
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The stigma of drug use is reinforced by the illicit status of drug use in law, and by the
application of coercive measures, including police surveillance, criminal prosecution, and
criminal penalties, against users of illegal drugs. Many drug users are socially and
economically disadvantaged. A study of 582 injection drug users in Toronto found that 12.7
percent had an elementary school education, that 72.2 percent had a high-school education,
that only 22.5 percent were permanently employed, and that only 36 percent lived in their own
residence, while the rest lived in a shelter (14 percent), a room rented on a daily or weekly
basis (16 percent), or had no fixed address (11.5 percent).122 Similarly, among injection drug
users enrolled in a recent study in Vancouver, 81 percent had less than a high-school
education, 62 percent were living in unstable housing, and 28 percent had a high level of
depression.123

The marginalized status of drug users profoundly affects the way they are treated by other
individuals and by society as a whole. Drug users find that they are denied the legal
protections, health services, and social supports that others enjoy, and drug users with HIV/
AIDS often encounter difficulties when they seek drug treatment, health care, or social
support.124 Of particular relevance in the context of this report is access to antiretroviral
therapy. There is considerable fear that HIV-positive drug users will not be offered the current
standard of treatment for HIV infection because it is assumed that they will not be able to
maintain the demanding drug regimens.125 This fear was confirmed in a recent study showing
that HIV-positive injection drug users are perceived by physicians to be less adherent to
medications and, generally, that physicians’ perceptions of HIV-positive injection drug users
"may pose a significant barrier to treatment for these patients."126

Conclusion

Contrary to what some have suggested, HIV/AIDS-related stigma and discrimination continue
to be prevalent and there is often little, if any, redress for discrimination suffered. Decisions
about the direction that policy and programs should take in response to the changing epidemic
and new developments must continue to be based on, among other considerations, a full
analysis and assessment of the impact of stigma and discrimination on the people infected and
affected by HIV/AIDS.

Marginalized Populations

Authorities adhered to voluntarist strategies during the 1980s due, in large measure, to the
recognition that HIV primarily targeted marginalized populations fearful of government
institutions. In Canada, gay men, who often lacked legal protection against discrimination and
were heavily stigmatized in society, were hardest hit.127 Since then, the epidemiologic
changes that have occurred have not altered the central characteristic of AIDS as a disease of
marginalized groups. Indeed, they have rather accentuated it. As mentioned above, HIV is
spreading most rapidly among the poorest and most marginalized in Canadian society —
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among those who are most subject to discrimination and have least access to the new
treatments,128 populations that may be even more stigmatized than gay men were in the
1980s. Decisions about the future direction of public health’s response to HIV must take this
into account. A shift toward more coercive measures could hinder rather than assist efforts to
curb the spread of HIV in these populations, driving people in these populations further
underground, making them even harder to reach through education and prevention programs,
and less likely to cooperate with public health officials. As Burris has pointed out, testing
policies "have not yet addressed the social fears of poor people, people alienated from the
legal system, and people whose social risk often comes from the law itself (such as sex
workers and drug users)."129

Treatments No Panacea

With the advent of protease inhibitors and combination therapies, many people with HIV/AIDS
are living longer and enjoying better health. However, it is questionable whether the advances
in the medical management of HIV/AIDS have been "so dramatic as to require official
application of the disease-control interventions routinely employed for curable conditions such
as TB or syphilis."130 Many problems remain and there is still a long way to go in the quest for
an effective treatment. While studies have established the rationale for prescribing
combinations of effective medications, including a protease inhibitor to keep viral replication
persistently below detectable levels,131 there are many unknowns, "such as the best time to
begin combination therapy, the duration of benefit of this approach, possible harm related to
inducing drug resistance, and long-term toxicity."132 In addition, once people decide to take
combination therapy, it is (as far as we know at this point) a lifetime commitment to a
complicated drug-taking regimen with far-reaching consequences on the daily life of the
individual: "Individuals must be psychologically and emotionally prepared for the implications of
HAART."133 Finally, some physicians are reporting that a significant portion of their AIDS
patients cannot tolerate the new drugs,134 can't stick to the difficult medication regimen, or
show no signs of improvement.

Side Effects

Patients taking the new drugs have emphasized that the optimism reported by scientists
should be tempered by the daily suffering of people trying to stay on these treatments.135
Some people experience side effects so severe that they discontinue the treatments even as
they see their viral load drop. Other people, particularly those in early stages of the disease,
feel perfectly healthy before they start taking the treatments, and find it especially difficult to
cope with the many side effects that negatively affect their quality of life. The treatments end
up being seen as causing, rather than preventing, illness and discomfort.136 Side effects can
include hair loss, kidney stones, nausea, diarrhea, skin rashes, liver dysfunction, and
neurological damage. Recently, additional side effects have began to be reported, including
elevated triglycerides and the development of visceral fat deposits around the abdomen and
upper back. Related to the accumulation of visceral fat on the torso is the wasting occurring
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around the legs and arms.137 This condition, lipodystrophy, and related metabolic changes
may have serious implications for the cardiovascular health of people following protease
inhibitor—containing regimens and were not anticipated in the clinical trials that led to the
approval of these drugs. One person who discontinued the treatments said:

My blood work got much better, but the side effects were horrific. | stopped taking
the protease inhibitors after three months. ... | work full time, | couldn’t spend my
entire day having to be in close proximity to the toilet because of constant
diarrhea. | couldn’t function.138

Adherence

Other people — estimated at one-third of those who go on a combination therapy regimen139 —
end up missing so many doses that the treatment becomes ineffective. A broad spectrum of
people find adherence difficult if not impossible to manage. A December 1997 survey by Gay
Men’s Health Crisis (GMHC), a New York City—based organization for people with HIV/AIDS,
revealed that three-quarters of the GMHC clients surveyed had missed doses in the previous
three months, nearly one-third in the previous week, and one-tenth on the day of the
survey.140 Women were most likely to cite "child care and family obligations" as the reason for
falling off their regimen, while gay men were most likely to cite "stress, anxiety and depression™
and heterosexual men were most likely to simply say that they had forgotten to take the
treatments. Another finding was that, although all respondents said that they had discussed
protease inhibitors with their physician, almost one-fifth said that the physician did not clearly
explain side effects, resistance, or other consequences of non-adherence.141 A survey
undertaken in San Francisco’s General Hospital confirmed the findings of the New York City
survey, showing that one-fifth of 164 participants admitted to having missed one or more doses
within the last three days.142 Data from Canadian studies also show that people taking
antiretroviral drugs commonly experience difficulties with taking the drugs as prescribed.143
Results of a national survey of 400 people with HIV in the United States suggest that adhering
to HIV treatment regimens may be more difficult for HIV patients who feel well. Over 44
percent of respondents with CD4+ counts above 300 cells/mL reported missing a dose in the
last week compared with 30 percent of respondents with CD4+ counts below 300 cells/mL.
Results further indicate that younger respondents are more likely to skip their HIV
medication.144

One person who stopped his triple combination therapy said that in order "to succeed with
these drugs, | had to be emotionally ready to do this for the rest of my life, and | hadn’t done
that work yet."145 He acknowledged that he had always felt that it would be difficult to adhere
to a regimen that he had to follow more than twice a day,

but | originally agreed to go on the triple combo because | was convinced the data
warranted trying it, and | was caught up in the flow — everybody was talking about
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it and doing it. ... But the feeling of being trapped by this difficult regimen, as well
as the constant nausea and diarrhea, created severe depression. | found myself
accidentally missing or forgetting dosages. | would either completely forget, or |
would get up and make breakfast so | could take my meds with my meal and then
not remember if | had already taken them or not.146

Resistance

While this person voluntarily stopped taking triple combination therapy, others — particularly
injection drug users, as mentioned above — are not offered such therapy in the first place,147
most often because physicians fear that they would be unable to follow the strict regimen, with
potential negative consequences not only for the individual patient, but also for the public
through the spread of a virus resistant to many drugs. Already, there is preliminary evidence
that a small but significant number of people have contracted viruses that are at least partially
resistant to some of the drugs. These people have never been on drug therapy and are
contracting the resistant viruses from the people who infect them.148

Drug Failure

In addition to the severe side effects and the problem of non-adherence, for an increasing
percentage of people for whom combination therapy worked initially, the benefits simply do not
last: "People do quite well for six months, eight months or a year, and after a while, in a
significant proportion, the virus starts to come back."149 It has been estimated that, when
these cases of "viral breakthrough" are accounted for, the failure rate of the new drug cocktails
may be as high as 50 percent.150 Generally, studies suggest that patients who have the most
durable response are those who are just beginning treatment as compared with those who
have been using therapy for years.151

Future Treatment Options

There is also the possibility that patients who decide to treat with HAART now may potentially
be foreclosing on the possibility of more effective treatment options in the future:

Patients who followed the advice of clinicians in the late 1980s and early 1990s
and were treated sequentially with AZT, 3TC and other early reverse transcriptase
inhibitors discovered later that they had effectively "used up" several drugs in the
anti-HIV arsenal, often with very limited effect. As a result the issue of immediate
treatment upon an HIV diagnosis is not clear.152

Access

Finally, access to the new treatments is a significant problem in Canada. Data from the Ontario
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Observational Database and the British Columbia Centre for Excellence in HIV/AIDS indicate
that patients incur substantial out-of-pocket expenses for deductibles, complementary
therapies, and other health-related costs associated with HIV infection.153 In addition, broader
health-care issues have an impact on access, with provinces looking at ways to reduce the
cost of paying for prescription drugs through reference-based pricing or other cost-cutting
mechanisms. As more antiviral drugs are approved - a slow process154 — it will become
increasingly difficult to ensure that they are placed on provincial formularies. Finally, access to
the new treatments is a seemingly insurmountable problem for many poorer countries,155
leading to renewed calls for increased prevention efforts and the development of a prophylactic
vaccine.

Conclusion

Two years after the Vancouver International Conference on AIDS, at the 1998 12th World
AIDS Conference in Geneva, developments since 1996 were summarized as follows:

Protease inhibitors and combination therapy still figure largely on the agenda, although the stir
they caused in Vancouver is clearly missing. Early discussions reflected how the promise of
the new treatments has proven itself for many people since Vancouver. However, early hopes
of viral eradication and triumph over the virus have been tempered somewhat by a daunting
list of problems associated with combination therapy. Issues such as viral resistance, drug
interactions, drug toxicity and side effects, as well as problems connected to patient non-
adherence have found no easy solution in Geneva.156

In conclusion, while it is true that for some people with HIV/AIDS the new treatments have
produced near-miraculous results in enhanced health and low (to the point of virtually
undetectable) viral load, there is still no cure for AIDS, and fears persist that the virus may
evolve to accommodate these medications as it has done with prior medications. Hope
remains strong that the protease inhibitors may prove more effective in the long run than did
AZT and its nucleoside analogues, but "the word now is watchful waiting."157 A recent article
in a US magazine for people with HIV/AIDS also urges caution:

Over the course of the epidemic, PWAs have swallowed a hell of a lot of pills. And
stomached even more hype from drug companies, particularly when products are
new and data few. All too often, early claims — echoed by corporate reps,
journalists, researchers and even activists — turn out to be exaggerated or just
plain false. And sometimes when a cheerleading statement is first made, the data
already contradict it. ... Was the ‘80s rush-to-treat a tragic error? Hard to say. But
if history has a pattern, you might want to think twice —unless you’re desperate
and out of options — before jumping on the first study or news story; hold out for
long-term studies with meaningful results.158
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Of course, the potential medical benefits to the patient, as well as the public health interest in
reducing rates of HIV/AIDS-related disease, support strategies to improve access to early
intervention. However, many problems and unknowns remain and, in addition, a critical public
health distinction between AIDS and other diseases remains: while, for example, therapies for
tuberculosis and syphilis render the patient non-infectious, anti-HIV drugs do not eliminate the
risk of HIV transmission, but only, in some cases, reduce that risk. Decisions about the
direction that policy and programs should take in response to the changing epidemic need to
take these differences and limitations into account.

Behaviour Modification

In 1998, as in the 1980s, strategies to encourage behaviour modification remain the
centerpiece of HIV-prevention efforts. As mentioned above, the sexual and drug-related
behaviours that place individuals at risk of HIV infection are unchanged from the 1980s and
retain their central features: "they are extremely private, closely intertwined with personal
identity, difficult to change, and often poorly understood."159 As Isbell has noted,

[in the absence of effective treatments capable of rendering HIV-positive
individuals noninfectious, public health authorities have little choice but to invest
in sensitive, noncoercive educational strategies to promote risk reduction.

... the essentially unaltered public health character of HIV argues against the
application of traditional disease-control interventions that ignore the ways in
which HIV differs from TB and syphilis. By extension, the enduring uniqueness of
HIV militates in favor of communitarian strategies calculated to empower
communities to develop (through the careful assistance of public health
authorities) culturally appropriate interventions to encourage behavior
change."160

The AIDS Paradox

Safeguarding the human rights of persons with AIDS is vital not only on ethical
and legal grounds but for pragmatic reasons. It is a necessity, not a luxury, and it
IS not a question of the "rights of the many" against the "rights of the few."161

Those who promote a shift toward more coercive measures often argue that there is a conflict
between the protection of public health and the rights of people with HIV/AIDS or affected by
the disease, and that individual rights must take a back seat if the battle against the spread of
HIV is to be effective. However, rather than impeding the protection of public health, "several
years of experience in addressing the HIV/AIDS epidemic have confirmed that the promotion
and protection of human rights is an essential component in preventing transmission of HIV
and reducing the impact of HIV/AIDS."162 In the vast majority of cases, policies that respect
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the rights of those infected and affected are also most effective in protecting and promoting
public health. The following text, excerpted from the Guidelines on HIV/AIDS and Human
Rights adopted at the Second International Consultation on HIV/AIDS and Human Rights,
explains the interaction between protection of human rights and protection of public health:

72. ... The protection and promotion of human rights is necessary both to
protect the inherent dignity of persons affected by HIV/AIDS and to achieve
the public health goals of reducing vulnerability to HIV infection, lessening
the adverse impact of HIV/AIDS on those affected and empowering
individuals and communities to respond to HIV/AIDS.

73. In general, human rights and public health share the common objective
to promote and to protect the rights and well-being of all individuals. From
the human rights perspective, this can best be accomplished by promoting
and protecting the rights and dignity of everyone, with special emphasis on
those who are discriminated against or whose rights are otherwise
interfered with. Similarly, public health objectives can best be accomplished
by promoting health for all, with special emphasis on those who are
vulnerable to threats to their physical, mental or social well-being. Thus,
health and human rights complement and mutually reinforce each other in
any context. They also complement and mutually reinforce each other in
the context of HIV/AIDS.

74. One aspect of the interdependence of human rights and public health is
demonstrated by studies showing that HIV prevention and care
programmes with coercive or punitive features result in reduced
participation and increased alienation of those at risk of infection.163 In
particular, people will not seek HIV-related counselling, testing, treatment
and support if this would mean facing discrimination, lack of confidentiality
and other negative consequences. Therefore, it is evident that coercive
public health measures drive away the people most in need of such
services and fail to achieve their public health goals of prevention through
behavioural change, care and health support.

75. Another aspect of the linkage between the protection of human rights
and effective HIV/AIDS programmes is apparent in the fact that the
incidence or spread of HIV/AIDS is disproportionately high among some
populations. Depending on the nature of the epidemic and the legal, social
and economic conditions in each country, groups that may be
disproportionately affected include women, children, those living in poverty,
minorities, indigenous people, migrants, refugees and internally displaced
persons, people with disabilities, prisoners, sex workers, men having sex
with men and injecting drug users — that is to say groups who already suffer
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from a lack of human rights protection and from discrimination and/or are
marginalized by their legal status. Lack of human rights protection
disempowers these groups to avoid infection and to cope with HIV/AIDS, if
affected by it. [note deleted]

76. Furthermore, there is growing international consensus that a broadly
based, inclusive response, involving people living with HIV/AIDS in all its
aspects, is a main feature of successful HIV/AIDS programmes. Another
essential component of comprehensive response is the facilitation and
creation of a supportive legal and ethical environment which is protective of
human rights. This requires measures to ensure that Governments,
communities and individuals respect human rights and human dignity and
act in a spirit of tolerance, compassion and solidarity.

77. One essential lesson learned in the HIV/AIDS epidemic is that
universally recognized human rights standards should guide policy-makers
in formulating the direction and content of HIV-related policy and form an
integral part of all aspects of national and local responses to HIV/AIDS.

For those citizens, political leaders, and public health officials who still question what human
rights have to do with a successful strategy to contain the spread of HIV, Justice Michael Kirby
has the following answer:

However imperfect our understanding of the tools of behaviour modification, this
much at least seems clear. To have a chance of penetrating into the mind of an
individual, so that he or she secures the knowledge essential to change behaviour
at a critical moment of pleasure-seeking, it is imperative to win the trust of that
individual. Only in that way will their attention be captured in a manner that will
convert words and information into action. Pamphlets and posters, homilies and
sermons are only of minor use in this regard. What is needed is the direct supply
of information by a source regarded as trusted, impartial and well intentioned, so
that, by repeated messages of this kind, a general awareness about the existence
of HIV can be translated into individual daily conduct.

The paradox is that laws which criminalise particular target groups (sex workers,
homosexuals, injecting drug users, &c) may appear to be a suitable response.
They are often attractive to the public and therefore to distracted politicians who
are anxious to be seen to be doing something in the face of the grave challenge
to public health that HIV presents. But experience teaches that such responses
have little impact on the containment of an epidemic of this nature. They actually
tend to have a negative impact on behaviour modification because they place
targeted groups beyond the reach of the requisite information. They undermine
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the creation of the supportive social and economic environment in which effective
strategies can be prosecuted.

Thus the HIV paradox teaches, curiously enough, that one of the best strategies
of behaviour modification which will actually work to reduce the spread of HIV, by
enhancing and sustaining self-protection, is to be found in measures that
positively protect the targeted groups and uphold the rights of individuals within
them. In those countries where there has been a measure of success in achieving
and sustaining behaviour modification, and thereby reducing the spread of HIV
infections, such strategies have been adopted ... .

To those who find the HIV paradox unconvincing or even offensive, two answers
may be given. The first is that of practicality. No other strategy has been shown to
work. Without effective behaviour modification HIV will continue to spread rapidly,
causing enormous personal suffering and devastating economic and human loss.
By 1987, most informed health officials, led by the World Health Organization,
had come to recognize the force of the HIV paradox. However, their endeavour to
supplement public campaigns and health prevention efforts with attention to
human rights has only been partly successful. The effort must continue.

The second justification for the strategy which | have described takes me back to
fundamental human rights. They are important, not because they are contained in
the international constitutions or laws. Their importance lies in the fact that such
rights are basic for every human being for no reason other than the humanity and
unique individuality of each of us. | once explained, to a law school in the USA,
the practical reasons for supporting a strategy protective of the rights of
individuals especially at risk of HIV infection. A young law student rebuked the
judge. He told me that | had forgotten the main reason. This was that we accord
every human being that person’s human rights because it is our duty and their
right. When epidemics are about, human rights tend to go out of the window. But
even in times of epidemic, departures from respect for fundamental human rights
must be controlled by law. They must be limited to measures that are strictly
proportional and necessary. They must be compatible with the other objectives of
a democratic society.164

In conclusion, while officials may require the legal authority to employ coercive measures in
the event that they prove necessary to protect the public health, in the vast majority of cases
the imperatives of individual rights and public health are mutually compatible — there is no
either-or dichotomy between these two realms.

CONCLUSION
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There may be a time when HIV is so unremarkable a part of our social landscape,
and care for it so routinely available to those who need it, that no one will
reasonably fear being identified as a person with HIV. But we are nowhere close
to that time yet.165

This Report recognizes at the outset that, given the rapid speed with which HIV treatment and
the disease itself change, every important social and legal policy about HIV must be under
constant reexamination. There are no permanent answers. The status quo with regard to HIV
testing and confidentiality in Canada is insufficient; changes to policies and practices are
necessary. In particular, HIV testing (and anti-HIV treatments) must be more readily accessible
to all Canadians and more must be done to ensure that barriers to testing (and to accessing
treatments), whether real or perceived, be removed.

Decisions about the directions that policy and programs should take must not be based only on
the availability of new treatments and the availability of new testing technologies. These
decisions must also take into account that stigma and discrimination continue to be prevalent,
that HIV and AIDS still primarily target marginalized populations, that there still is no cure for
AIDS, that modification of intimate behaviours continues to be essential, and that there is
usually no conflict between public health and individual rights. Generally, the AIDS crisis is far
from over and AIDS "is far from being a chronic disease like many others."166 In the face of
this reality it would be best, as Bayer has said,

to recognize the real challenge and to assure that the politics of public health
reflect a commitment to disease prevention, the protection of the vulnerable, and
a respect for the right of privacy. In short, the goal is to make health policy
effective and just.167
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History
Current Situation

Assessment
Recommendations

Exceptions

In light of the new developments in treatment and prevention mentioned above — but also in
light of the persisting discrimination and unresolved issues and ongoing questions regarding
the new treatments — this chapter reexamines the minimum conditions necessary to meet the
legal and ethical requirements for voluntary HIV testing. Of particular concern here is the
guestion whether a physician must obtain a patient’s specific informed consent before an HIV
test can be legally administered, or whether a physician can rely upon a patient’s implied or
tacit consent to perform an HIV test, so long as the patient provides the general consent
necessary to obtain a blood sample for diagnostic purposes.

The chapter first summarizes the recommendations made by Canadian organizations since
1986 (History). It then briefly examines the current situation, noting that HIV testing without
specific informed consent is not infrequent in Canada (Current Situation). The chapter
considers whether, because of the changing nature of AIDS, physicians should no longer have
to obtain a patient’s specific informed consent before an HIV test can be legally administered
(Assessment). It concludes that, recent developments notwithstanding, the arguments for
specific informed consent remain as pertinent as they ever were. Indeed, it can be argued that
obtaining specific consent to testing is ethically and legally required. The chapter concludes
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that, as a general rule, HIV testing in Canada should only be undertaken with the specific
informed consent of the person being tested (Recommendations). Finally, the chapter
analyzes whether any exceptions should be made to that general rule. It concludes that there
are two exceptions: (1) the testing of donors of blood, organs, semen, or similar bodily
products; and (2) testing performed as part of an anonymous (unlinked) HIV screening
program for epidemiological or research purposes, provided the Guidelines on Ethical and
Legal Considerations in Anonymous Unlinked HIV Seroprevalence Research are followed
(Exceptions). The chapter does not address the question whether — as a further exception to
the general rule requiring informed consent of the person being tested — mandatory or
compulsory testing of specific groups of the population, such as pregnant women, newborns,
health-care workers, prisoners, etc, is justified. This question is addressed in the chapter on
mandatory or compulsory HIV testing.

History

Canada

Organizations in Canada that have studied the issues raised by HIV testing since 1986 — in
particular, the CBA-Ontario, NAC-AIDS, the Royal Society of Canada, the F/P/T Advisory
Committee on AIDS, the Parliamentary Ad Hoc Committee on AIDS, the Ontario Law Reform
Commission, the AIDS Committee of Ottawa, the Canadian Public Health Association, and the
Canadian Medical Association —have all concluded that HIV testing should generally only be
undertaken with the voluntary, informed and specific consent of the person being tested.168
As stated by the Royal Society of Canada, "[ijndividuals seeking testing should be fully
informed of the risks and benefits of the test and should give informed consent before being
tested.169 Specifically, as the third edition of the CMA Counselling Guidelines for HIV Testing
states,170

« informed consent cannot be implied or presumed;

* obtaining informed consent "involves educating, disclosing advantages and
disadvantages of testing for HIV, listening, answering questions and seeking permission
to proceed through each step of counselling and testing"; and

* to obtain informed consent for testing for HIV, a patient must be deemed competent,
must understand the purposes, risks, harms and benefits of being tested, as well as
those of not being tested, and his/her consent must be voluntary.171

International Developments

The Canadian recommendations are consistent with recommendations in other countries that
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insist that testing must only be undertaken if voluntary, ensuring informed consent and
confidentiality.

The issue of non-consensual diagnosis first gained prominence in the HIV/AIDS context when
the British Medical Association passed a motion in 1987 stating that "testing for HIV antibodies
should be at the discretion of the patient’s doctor, and should not necessarily require the
consent of the patient." After concerns were expressed about legal liability, the Association
obtained a legal opinion warning that non-consensual HIV testing could expose doctors to
liability for assault or negligence.172 Subsequently, other medical bodies obtained legal
opinions that, for different reasons, generally endorsed the view that the law requires doctors
to obtain patients’ specific consent to HIV testing.173 This view now enjoys considerable
support.174

In Australia, the Legal Working Party of the Intergovernmental Committee on AIDS has
recommended the introduction of a legal provision requiring specific informed consent to HIV
testing,175 together with the establishment of a Medical Ombudsman or Health Complaints
Authority in each jurisdiction to investigate health complaints. Similarly, the New South Wales
Anti-Discrimination Board,176 as well as the New South Wales Ministerial Review HIV/AIDS
Legal Working Party,177 have recommended the introduction of an "informed consent”
provision, although this has been rejected by the Health Department on the basis that the
common law "adequately addresses these concerns."178 Other examples include the national
AIDS policies in Switzerland and the Netherlands that also seek to ensure that testing is
always voluntary, with the informed consent of the person being tested.179 In France, a
Circular adopted in October 1987, summing up the conditions for voluntary HIV testing in the
health-care setting, states that patients must be informed in advance of HIV testing, and their
free consent obtained.180

Current Situation

Despite the consensus expressed in the above recommendations that HIV testing should only
be undertaken with the informed and specific consent of the person being tested, it is
becoming more and more apparent that individuals seeking medical services are sometimes
tested for HIV without their knowledge or permission:

There are reports of physicians and hospitals in Ontario having performed HIV antibody tests
without obtaining specific informed consent, relying instead on the implied consent to treatment
and blood tests that hospital patients typically provide. This is often called "routine” HIV
antibody testing — that is, testing without the specific informed consent of the patient
[references omitted].181

Two incidents that occurred in a Montréal hospital in 1995 illustrate the problems raised by
“routine” testing.182 In the first case, a man was admitted to Notre-Dame Hospital after
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suffering an epileptic seizure. Soon after his arrival he was tested for HIV without his
knowledge and consent. One week later, he was told by a neurologist that he was HIV-positive
and suffering from an AIDS-related neurological disorder. The neurologist then abruptly left the
room without providing any further information or counselling. It was only the next day that the
patient was offered counselling and psychological support. One month later, the patient gained
access to his medical file and discovered that, while he had indeed been tested for HIV, the
results of the test had come back five days after the doctor had told him that he was HIV-
positive and that he had in reality tested negative.

In a second case, only a few weeks after the first, another patient at Notre-Dame Hospital was
tested for HIV without his consent. The patient learned about the test and the positive result
weeks after the test. As in the first case, the doctor offered no counselling or information. She
simply referred him to a clinic and wished him well.

Unfortunately, such cases cannot be regarded as isolated breaches of patients’ rights limited
to a particular hospital. In 1995, many of the over 60 individuals and organizations consulted
during Phase | of the Network/CAS Project on Legal and Ethical Issues Raised by HIV/AIDS
expressed their concern about the fact that HIV testing was frequently being undertaken
without obtaining the specific informed consent of the person being tested. According to David
Thompson, the Montréal lawyer who represented the two patients tested at Notre-Dame
Hospital, individuals admitted to hospitals are routinely being tested for HIV without their
consent.183 A report prepared by the Centre for Bioethics of the Clinical Research Institute of
Montréal contains testimony that tends to confirm this.184 A study of women living with HIV in
Montréal showed that one of eight white, non-injecting, drug-using women, and one of four
Haitian women and women of African origin participating in the study had been tested for HIV
without their knowledge.185 In their submission to the OLRC, the AIDS Committee of Ottawa
reported that it knew of doctors who routinely neglected to seek the consent of patients before
testing for HIV.186 In addition, a survey of Québec doctors revealed that a third of the
physicians participating in the survey approve of testing for HIV without the patient’s
authorization.187 Finally, many of the people interviewed for the discussion paper on HIV
Testing and Confidentiality: Issues for the Aboriginal Community188 reported concerns that
HIV testing in Aboriginal communities was often being undertaken without the specific
informed consent of the person tested.189

HIV testing in the absence of patient knowledge has been a problem also in other countries.
For example, a study investigating privacy issues relating to HIV/AIDS carried out in 32
organizations in five Australian and New Zealand cities showed that "surreptitious HIV testing
for diagnostic purposes remains a problem."190 This was consistent with a study of Western
Australian doctors that revealed that 74 percent of doctors questioned did not believe that
patient consent was always necessary before ordering HIV tests.191 In South Africa, the Law
Commission was told by members of the public, health-care workers, and AIDS organizations
that "many patients are subjected to HIV tests without proper informed consent at public and
private health care facilities."192

http://www.aidsl aw.ca/M ai ncontent/i ssues/testing/03consente.html (4 of 31)21/06/2006 4:39:57 PM



Consent

What motivates doctors to test patients without their consent? Many US hospitals have said
that concern about transmission from patient to health-care providers constitutes one
factor.193 Some doctors feel that, in order to be able to protect themselves, they need to know
patients’ HIV status, contrary to the principle that precautions need to be applied universally. In
addition, some doctors may want to exclude HIV without unnecessarily worrying a patient.
Generally, many do not seem to understand why HIV testing should be treated differently from
other medical tests. One doctor, responding to legal opinion that specific consent to HIV
testing may be legally required, wrote:

When will all this nonsense end? Has an anaemic patient to be asked for
informed consent and submitted to counselling before a specimen of blood is
taken to exclude leukaemia? Has every middle-aged smoker to be told before he
consents to chest radiography that the film might show lung cancer? AIDS is a
horrible disease, but so was tuberculosis and so is lung cancer. How can there be
any hope of controlling AIDS while the leaders of the medical profession actively
discourage its diagnosis?194

Assessment

In light of the serious consequences of a patient learning that he or she is HIV
infected, there is no reason not to insist on informed consent before any blood or
other body fluid is taken for testing for the AIDS antibody.195

Physicians have a profound responsibility to educate themselves about the
meaning, appropriate use, and potential adverse consequences, of the HIV-
antibody test before ordering a single test. The impact of test results on the
patient, and the impact on the patient’s life, if these results become known to
others, are potentially devastating. This is still the case in the early 1990’s. It is
therefore wrong and misguided to view HIV testing as "routine" and as no longer
requiring the safeguards of confidentiality, counseling, and consent [emphasis in
original].196

Potential ostracism as a result of testing demands that a number of safeguards be
adopted in any situation where an individual is to be tested for the presence of
HIV antibodies. Informed consent enables a person to determine whether the test
can address his motives for being tested.197

Although it is possible to appreciate that some doctors are asserting that it is time to "return
AIDS to the medical mainstream"198 and to allow for testing without specific consent, it is

important at this juncture to resist the pressure for routine testing. Clearly, the benefits from
testing for the individual have increased dramatically. However, the potential harms remain
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significant:

For many reasons HIV-related testing is easily distinguished from most standard
blood tests. Of prime importance is the fact that the personal, social, and financial
consequences of being identified as HIV-infected can be severe.199

As Turkington has pointed out, testing for HIV is unlike testing for cholesterol or other
conditions in the blood that involve no significant risk of adverse consequences to the subject if
the condition is known. According to him, "comparing testing for cholesterol with testing for HIV
is like comparing firecrackers to the hydrogen bomb."200 Field also emphasizes that, "just as
AIDS is like no other disease we have known, potential consequences of testing to detect HIV
antibodies are unparalleled in our society":

Testing can have enormous consequences that reverberate throughout all
spheres of life. The knowledge by other parties that an individual tested HIV
positive, or merely the knowledge that an individual was tested at all ... can cause
serious harms.201

As shown above,202 in 1998 HIV-related stigma and discrimination remain pervasive in
Canada and, in many ways, HIV/AIDS remains different from other diseases: whereas most
illnesses produce sympathy and support from family, friends and neighbours, people with HIV
or AIDS continue to suffer stigma and discrimination. Given that the possibility of stigmatization
and of discrimination continues to be an ever-present threat to the social well-being of people
with HIV, the arguments for specific informed consent remain as pertinent as they ever were.
This has recently been acknowledged in the International Guidelines on HIV/AIDS and Human
Rights, according to which, "apart from surveillance testing and other unlinked testing done for
epidemiological purposes, public health legislation should ensure that HIV testing of individuals
should only be performed with the specific informed consent of the individual."203

Further, as pointed out by Bayer, even though the clinical picture has improved dramatically,
the moral grounds for insisting on informed consent before HIV testing have not changed. It is
an established principle of medical ethics that competent adults have the right to determine
which treatments they undergo, and the right to terminate such treatments. By extension, this
principle — which limits the paternalistic authority of the physician in the interest of the patient —
gives competent adults the right to determine whether they want to undergo testing that would
serve as the basis for commencing treatment.204 As Magnusson has said:

Control over what happens to one’s tissue after it has been removed from the
body is consistent with the growing recognition of the importance of patient
autonomy, both in law and ethics. If patients have the right to refuse medical
treatment and the right to be fully apprised of material risks associated with
treatment, they would also seem to have the right to veto ... unwanted and
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sensitive diagnostic investigations. This argument makes sense if the doctor—
patient relationship is regarded as one in which the doctor has a duty to act
primarily in the patient’s interests, rather than his or her own.205

In addition, from an ethical perspective, as Magnusson points out,

surreptitious HIV testing does create difficulties for the individual doctor. If the
patient tests positive, the doctor will be placed in the difficult position of having to
inform the patient of a distressing result obtained surreptitiously. ... Failure to tell a
patient that he or she has been diagnosed as HIV-positive is clearly unethical.206

The issue of whether specific and informed patient consent to HIV testing is legally required is
a matter of some dispute and has not been decided by a Canadian court. The issue was left
open by the Court of Appeal of Ontario in Canadian AIDS Society v Ontario:

With respect to the appellant’s submissions based upon the Charter of Rights and
Freedoms, we are prepared to assume, for the purpose of deciding this appeal,
that Wilson J. was correct in determining that there was no consent to the testing
of the samples in question. Our hesitancy to make a finding on the issue of
consent, where it appears unnecessary to the ultimate decision, stems from the
difficulty in differentiating between the legal obligations in 1984 and 1985, when
the donations of blood were made, and the developing sense of moral obligation
to have informed consent as revealed in subsequent debate directed to the AIDS
issue. It is better that the issue of whether this sense of a moral obligation is a
legal one be decided in a case which depends upon this issue for its result
[emphasis added].207

However, it would seem that obtaining specific and informed consent is also legally required. In
particular, it has been argued that the fiduciary quality of the doctor—patient relationship, which
requires doctors to show a high degree of loyalty to their patients, requires that doctors obtain
specific patient consent to "such tests as the reasonable person in the patient’s position would
wish to be informed of specifically, and counselled over, as well as such tests as the doctor
should reasonably be aware that the specific patient would wish to be informed of specifically
or counselled over."208 In applying this test, the conclusion reached is that an HIV test should
generally not be performed without specific and informed patient consent, because of the
stigma attached to the test results, the potential for discrimination and loss of privacy, and the
importance for the test subject of pre-test counselling.209 This is consistent with the
conclusion reached by Stoltz, who, after reviewing Canadian jurisprudence on the right to give
or refuse consent to medical treatment and professional guidelines for physicians that have
clarified the standard of care expected of physicians when conducting HIV testing, concludes
that "a physician who conducted an HIV test on a patient without meeting the basic elements
of the doctrine of informed consent as prescribed in detail by the CMA Guidelines would be
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vulnerable to both a civil action for damages by the person so tested, as well as prosecution
for professional misconduct by his or her licensing body, for the failure to meet adequate
standards of practice."210

To ensure that, in practice, physicians fulfil their legal and ethical obligations and undertake
testing only with the specific informed consent of the person being tested, the OLRC has
recommended that a comprehensive, HIV-specific statute governing HIV-related testing and
the protection of HIV-related information be enacted and that the statute provide that no HIV-
related test be performed without the voluntary, specific, and informed consent of the
patient.211 Legislation that requires a patient’s informed consent to HIV testing and prescribes
fines or other penalties for the contravention of these laws already exists in some states in the
US and in Australia. New York State, for example, requires written proof of the informed
consent of a patient before the laboratory processes an HIV test request.212 In Australia, the
HIV/AIDS Preventive Measures Act 1993 of Tasmania requires that an HIV test shall not be
performed without the (specific) consent of the test subject.213

Adoption of policies at the hospital level can also contribute to ensuring that the importance of
obtaining a patient’s specific and informed consent to HIV testing is understood. Such policies
should explicitly exclude HIV testing from general consent to medical testing, specifying that
HIV testing should only be undertaken with the specific informed consent of the person being
tested.

One respondent to the Discussion Paper recommended that a standard consent form be
drawn up and

systematically given to every Canadian undergoing HIV testing for their perusal
and signature. The contents of the written form could act as a stimulus for
patients who did not receive adequate counselling to ask the appropriate
guestions. The signed form could be filed in the patient’s file or could be forced to
be attached to the requisition accompanying the blood sample. In the case of
anonymous testing, the patient could simply "sign" their identity code. Because
hospital policies and recommendations ... are non-binding and obviously ignored
in some cases, this may offer a greater level of compliance.214

Recommendations

1.1 Recent developments notwithstanding, the arguments for specific
informed consent remain as pertinent as they ever were. As a general rule,
HIV testing in Canada should only be undertaken with the specific informed
consent of the person being tested.

1.2 Hospitals and colleges of physicians should adopt policies on HIV
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testing specifying that HIV testing should only be undertaken with the
specific informed consent of the person being tested.

1.3 Physicians should routinely offer information about HIV-antibody testing
to all patients, but never test without specific informed consent, for two
reasons: potential harms from testing, and respect for the autonomy of
patients.

Exceptions

These recommendations notwithstanding, there may be situations in which exceptions to the
principle that no HIV-related test should be performed without the voluntary, specific, and
informed consent of the patient could be justified. This section identifies two such situations.

Testing of Donors

The mandatory HIV testing of donors of blood, organs, tissue, ova, semen, or other human
body parts and fluids has been universally endorsed as an essential and effective means of
preventing the spread of HIV.215 Although the current test will not detect all HIV-positive
donors, the introduction of HIV testing has nonetheless greatly improved the safety of the
blood supply.

1.4 The general rule that HIV testing in Canada should only be undertaken
with the specific informed consent of the person being tested does not
apply to the testing of donors of blood, organs, semen, or similar bodily
products. In all cases of donations, prospective donors should be informed
before the performance of the test that an HIV-related test will be
conducted, and given adequate information about the nature and purpose
of the test.

Testing for Research Purposes

A more controversial issue than the testing of donors of blood, organs, semen, or similar bodily
products is whether epidemiological screening should be allowed without informed consent.

With the introduction of a test for HIV in 1985, it became possible to investigate how
widespread the epidemic had become and to monitor how patterns of infection were evolving.
Information of this kind is of great value in designing, implementing, and monitoring programs
for the prevention and control of HIV. Voluntary or compulsory testing cannot provide this
information because it provides a flawed view of the prevalence of HIV in the population. In a
voluntary testing regime, those who are at highest risk of HIV infection and people who are
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otherwise marginalized in society may be over- or under-represented in the group of
individuals tested. Similarly, mandatory testing or screening will not provide information of
sufficient accuracy or completeness for public health surveillance purposes, as persons at risk
of HIV infection may selectively avoid contact with health services or testing activities, creating
unpredictable participation bias.216

Therefore, as an alternative to voluntary or mandatory testing of individuals for epidemiological
research, unlinked anonymous screening (UAS) programs have been undertaken. UAS, also
known as "blinded" testing, is performed by systematically testing samples of blood left over
after having been collected and tested for medical reasons other than testing for HIV.

History
International Developments

In the United States, research using UAS provoked little controversy when first proposed,217
and was first undertaken in 1986.218 In the United Kingdom, Sir Richard Doll, chair of the
Subcommittee on Epidemiology of the British Medical Research Council’'s Working Party on
AIDS, proposed such research in 1987.219 Initially, objections were raised in the medical,
ethical, and legal communities. A compromise was reached to allow UAS to proceed, with a
well-publicized opting-out provision,220 and in 1988 the United Kingdom began a series of
studies using UAS.221 Studies have also been carried out in Australia, and "have provided
useful epidemiological information about the spread of HIV into the heterosexual
community."222 In 1989, WHO endorsed the use of UAS in the gathering of epidemiological
data on HIV and stated that the following criteria must be observed if UAS is to be carried
out:223

* Prior to implementing UAS, it is essential to conduct a thorough discussion of
the ethics of UAS in the social and cultural context of the country where it is to be
implemented. If it is against established national public health policy, UAS should
not be implemented. If the proposal for UAS originates in one country but is
conducted in another, it should be reviewed by both an ethical review committee
in the country of origin, as well as its equivalent in the host country.

» Specimens for UAS should have been taken with appropriate consent for other
purposes. To take blood primarily or solely for UAS would raise serious ethical
concerns. The volume of blood taken should be the minimum necessary and should be,
at most, only marginally greater than that required for the other tests for which the blood
was originally obtained.

* No information should be requested in addition to that normally collected for the
primary purpose for which the blood specimen was obtained.
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« All data that could potentially identify the individual must be removed from the
specimens set aside for UAS before they are tested by the laboratory.

 Protocols for UAS should be carefully reviewed to ensure that there is no possible way
in which test results could be traced back to individuals; that studies are designed to
maximize the likelihood of obtaining data useful for surveillance purposes; and that staff
are trained to adhere to the UAS protocol, and supervised to avoid breaches of
anonymity.

« Voluntary testing (confidential or anonymous) with counselling should be available
wherever possible to populations in which UAS is being carried out, so that those
individuals who wish to know their HIV-infection status can do so.

» The resources devoted to UAS should be commensurate with its value for surveillance,
as one part of a comprehensive HIV/AIDS prevention and control program. UAS should
not detract from other important public health objectives.

» Health-care providers should be made aware that the specimens drawn by them from
patients may be used for unlinked anonymous HIV screening.

* In areas with low HIV prevalence, pooling of sera collected for UAS might be
considered.

In addition, WHO suggested that the following questions be considered to ensure that the
criteria and the standards of the surveillance program are respected: How will the public be
informed of UAS in a way that they will not be deterred from using health-care services where
specimens may be obtained for UAS? How will health-care providers and the public be
informed and assured of the appropriateness and anonymity of UAS? How will services be
targeted to population groups found to include HIV-positive individuals? What information (eg,
age and sex) will be retained with the blood sample, given the need to guarantee anonymity
and yet obtain the most useful data for surveillance purposes? And finally, how will UAS
findings be presented in order to reinforce other HIV/AIDS prevention and control activities?

In Australia, as reported by Magnusson, the Australian Health Ethics Committee circulated a
discussion paper in 1993 that considered ethical issues relating to use of human tissue in
research. The discussion paper recommended against obtaining "blanket" consent from
patients for research using their tissue, preferring instead that institutional ethics committees
consider research proposals on a case-by-case basis. It recommended that the committees
decide whether to waive a requirement of "informed consent," taking into account the type of
iIssue involved, the nature of the research, whether the patient or family might have an interest
in the research results, whether seeking consent might cause needless anxiety, and the
possibility of commercial application.224
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Canadian Developments

In October 1987, NAC—AIDS recommended that federal health authorities undertake or
support the collection of seroprevalence data through UAS.225 In 1988, the Royal Society of
Canada, the National Health Research and Development Program and the Federal Centre for
AIDS proposed the execution of UAS studies. In particular, the Royal Society of Canada
identified UAS as the preferred avenue for achieving the goal of HIV epidemiological
surveillance.226

The Federal Guidelines

In October 1988, the Federal Centre for AIDS struck a working group to establish guidelines
for the use of UAS in research. The group identified the following advantages of using the
unlinked research design: it provides accurate estimates of the prevalence of HIV infection by
avoiding the self-selection bias inherent in all voluntary studies, is non-invasive, ensures
personal privacy since test results cannot be linked to individuals, and is cost-effective.227

The working group felt that the ethical and legal concerns raised by UAS would not preclude its
use, provided certain requirements could be met. In 1991, the working group reconvened and
modified the guidelines, establishing that:

 Universal access through the health-care system to individual voluntary testing under
prescribed conditions of informed consent, counselling before and after testing, and
confidentiality would be a prerequisite. People whose leftover serum may be included in
unlinked population studies must have access to appropriate diagnostic services to
obtain information concerning their HIV-antibody status.

* Only leftover serum routinely obtained for other purposes would be used.

» Records would be permanently unlinked before testing, so that it would be impossible
at any time to identify individual test results.

* No information that might lead to the identification of individuals would be used. No
sample small enough to identify individuals would be reported. Careful consideration
must be given to balancing the public health need to know with the risks and benefits to
any subgroups that might be identified through data analysis.

 Study populations would be informed of the research through clear and balanced
communication with the public. Individual informed consent would not be relevant, since
the research would be using leftover serum samples. It would be impossible to link test
results to any individual. Data would be generated on a population, not on the
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individuals who constitute the population.

» Refusals undermine the value of unlinked research by introducing an unknown
statistical bias. It is not ethically necessary to include a provision basis for an individual
opting out of unlinked HIV seroprevalence research. However, spontaneous refusals
should be honoured in the interests of long-term public support for unlinked research.

» Health-care personnel would be informed about the unlinked HIV seroprevalence
research.

» An appropriate contact number of the research or public health authority would be
readily available so that patients and health-care personnel could discuss the research
and any spontaneous refusals.

» The research would have to meet the approval of the relevant institution’s ethics review
committee.

 Careful justification would be required for the conduct of unlinked HIV seroprevalence
research in target populations vulnerable to discrimination. Benefits to the group must
clearly outweigh the potential harm. Careful consideration must be given to the
communication of results. Representatives from target populations should be involved in
this decision-making process.

* All these requirements would apply to the use of banked serum samples in unlinked
HIV prevalence research.228

Other Approaches

In 1991, Sharpe and the Ontario Ministry of Health proposed other ways of approaching UAS.
Sharpe recommended that an individual’s informed consent should be a prerequisite for HIV
testing, even in the case of UAS. Exceptionally, however, this requirement could be waived if,
on application to a Provincial Health Ethics Monitoring Committee, a compelling public interest
for overriding informed consent could be shown. Ideally, the committee’s decision-makers
would be representative of both the general public and the particular group targeted for
UAS.229

The Ontario Ministry of Health recommended that, while informed consent need not be
obtained from the subjects of UAS studies, the subjects be provided with "specific information”
about the seroprevalence study; and that, if a subject chooses to "opt out" of the study, that
choice be respected. This recommendation flowed from the Ministry’s finding that although a
requirement of informed consent may jeopardize the accuracy of the epidemiological research,
individuals still have the right "to know what will happen to their bodily fluids and parts when
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removed if something other than what one would reasonably assume would normally be done
Is planned."230

With regard to UAS studies in Aboriginal communities, the Joint National Committee on
Aboriginal AIDS Education and Prevention recommended in 1990 that they "be undertaken
within Aboriginal communities but that these studies be contingent on the approval of the
community."231 More recently, a discussion paper on UAS studies in aboriginal communities
commissioned by the 2-Spirited People of the 1st Nations (the TSPFN paper) raised numerous
objections to such studies, saying that they involve an "unwarranted breach of medical
research principles," exploit vulnerable populations, do not provide accurate, meaningful, and
relevant data, "involve the conscription of individuals into research studies," and may lead to
the discrimination of sub-populations surveyed.232 The paper summarizes the results of a
survey of Aboriginal views and perspectives on the moral, social, ethical, and legal implications
of blind HIV studies in Aboriginal communities. According to the 83 survey participants, HIV
surveillance data should not be collected by Health Canada without personal consent; chiefs
and councils or provincial/ territorial organizations cannot authorize Health Canada to
undertake blind HIV testing of an Aboriginal population area; "individuals and the community
are the best persons to authorize this form of HIV surveillance"; and, generally, the benefits of
blind HIV testing in Aboriginal communities may not outweigh the negative aspects, "which
include racism, discrimination, harm to various groups, and the creation of mistrust and
barriers to Aboriginal access to mainstream health services."233 In addition, the paper
guestions whether the Federal Centre for AIDS guidelines on UAS research are up-to-date,
pointing out that "ethical and legal guidelines will shift with each new clinical or medical
breakthrough in the treatment of HIV/AIDS infection.” Finally, people consulted in the
preparation of the 1998 discussion paper on HIV Testing and Confidentiality: Issues for the
Aboriginal Community234 also expressed many concerns, reflected in the following comments:

There is frustration among Aboriginal people about control over HIV research and
data on Aboriginal populations. There is scepticism about whether these studies
will benefit Aboriginal people.

There is concern that blind studies could create another avenue for discrimination
against Aboriginal people and groups within Aboriginal communities such as
pregnant women, two-spirited people and drug users.

Testing should be based on community needs and interests. Blind studies do not
help individuals who have HIV and they can divide the communities in which they
are conducted.235

Since 1996, "to more fully involve Aboriginal people in the design, implementation, collection,
interpretation, and dissemination of HIV/AIDS epidemiological information so that prevention
and care programs for Aboriginal people may be better targeted and evaluated,"236 Health
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Canada has supported three activities to involve Aboriginal people in the process of HIV/AIDS
information collection: an annual Aboriginal HIV/AIDS Surveillance and Research Meeting, the
development of an Aboriginal Working Group to advise Health Canada on HIV-related
surveillance and research issues, and the dissemination of HIV/AIDS information to Aboriginal
communities. In particular, the LCDC Aboriginal Working Group on HIV/AIDS Surveillance and
Research has developed a draft ethical evaluation checklist which was submitted to the 1998
3rd Annual Aboriginal HIV/AIDS Surveillance and Research Meeting.237 The checklist is
based on different work in progress, namely the Code of Research Ethics of the First Nation
and Inuit Regional Health Survey Project, the Code of Research of the Kahnawake Schools
Diabetes Prevention Projects, and the Model Tribal Research Code developed by the
American Indian Law Center Inc. Its purpose "is to provide a set of questions that may be
asked of the HIV/AIDS study proponents by the regional/local Aboriginal health authorities and
a set of considerations which these authorities may want to ask during its deliberations." The
draft checklist reads as follows:

Principles of a code of ethics
1. Studies must require informed and voluntary participation of communities.

2. Discussion with the potential participants at the beginning must reinforce
that they can withdraw from the study at anytime and also that the
community owns the research in conjunction with the researchers.

3. Researchers must guard against real and perceived coercion of
participants in the studies.

4. Study protocols must be reviewed and approved by an ethics committee
which would be comprised of representatives of the intended study group.

5. The use of data without specific informed consent is not acceptable.
6. The use of data for other than what it was intended for is not acceptable.

7. Protection of study participants must consider the implication of post-
research use and findings.

8. Strong security measures during data collection and analysis.

9. All research is to be conducted within legal requirements defined by laws
on privacy and confidentiality.

10. Researchers must take every measure to minimize the negative impact
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the studies might bring on individuals and the community.

11. Researchers must enhance capacity of Aboriginal people in doing
research.

Ethical Review Questions
1. What is the goal and the purpose of the project?

2. Who are the targeted populations? (Does this current project
acknowledge various sub or high risk populations within the larger study
population ? How can these groups be reflected when collecting and
analysing data?)

3. Why do you think the project is needed?
4. What are the expected benefits of the project?
* To the patrticipating subjects

» To the community as a whole (please describe the skills the community
will develop by being involved with your project; Will the project bring some
education and prevention programs or direct support programs to the
community?)

 To the society as a whole
5. What are the anticipated negative outcome of the project?
 To the participating subjects

» To the community as a whole (to what extent can you determine
community reaction or bias to HIV/AIDS issues pertaining to the targeted
populations? To what extent might other social issues influence HIV/AIDS
problems in Aboriginal communities? Have other projects been performed
within the last few years ? If yes, what are the reactions and participation
rates?)

» To the society as a whole

6. How will you evaluate the project?
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7. Community participation:
a) Have you consulted with the community?

b) Have the involved community been reasonably informed via such
mechanisms as Band or Tribal Council Resolutions and public
announcements via radio, posters in strategic locations, community
information sessions and educational training for community staff?

c) Have you utilized the first languages spoken within the targeted
populations in radio announcements?

d) What measures of HIV/AIDS education have been delivered to the
targeted populations, prior to this research project ? Have they been
provided more recently in any strategic manner, including more captive
audiences who might otherwise not attend community sessions? How
educational messages are selected for this purpose?

e) Have you taken time and effort to educate political and community
leaders before we engage in this particular project?

f) Has the community had the opportunity to review and comment on the
research proposal prior to being developed?

g) Have you formed an ethics committee comprised of members from the
community,

h) What mechanisms are in place to provide some transparency and
address negative reactions or criticisms, and offer assurances that
ownership rests with the Aboriginal community/leadership?

1) What procedures will maximize the interpretation and analysis of
collected data?

 Are you using the same measuring stick, if so, what are we
comparing Aboriginal data to?

» Have you allowed community analysis to indicate how and where
this data might influence community programming?

» Have you clearly outlined how comparing Aboriginal to non-
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Aboriginal might create stigma or tainted analysis? How can
language be used or changed to avoid further stigmatization?

Current Situation

As of April 1998, 90 HIV prevalence and incidence studies had been conducted in Canada, 30
of which involved UAS.238 However, in Ontario, UAS studies effectively came to a halt
following public statements by the then provincial Minister of Health in which she expressed
her disapproval of testing for HIV without informing those who test positive.239 In Québec,
UAS studies came to a halt for a different reason: Article 22 of the province’s new Civil Code,
which entered into force on 1 January 1994, provides that "[a] part of the body, whether an
organ, tissue or other substance, removed from a person as part of the care he receives may,
[only] with his consent or that of the person qualified to give consent for him, be used for
purposes of research.”

The Debate

The design of an HIV surveillance methodology should maximize the likelihood of
obtaining useful and accurate epidemiological information about the distribution of
HIV infection in the community. Simultaneously, the design should minimize the
likelihood of adverse individual or community consequences.240

UAS programs have remained controversial, for three reasons:

* the lack of informed consent to testing for HIV: according to some, informed consent is
necessary even if test results are unlinked,;

* those testing positive are not informed of their test results: particularly in light of the
availability of promising new treatments, some say that this is unethical; and

« the harm that could arise if a study indicated a high incidence of seropositivity in a
particular group, or if a group surveyed was so small as to allow for identification of
particular participants as being HIV-positive.

The underlying conflict is between the ethics of epidemiological research and the ethics of
clinical intervention.241

Informed Consent

Undertaking UAS would appear to be contrary to the principle that no person should be tested
without their informed consent. Blood samples tested in a UAS survey are drawn for other
purposes; the possibility of their being screened for HIV is not mentioned to the patients.
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Therefore, the patients’ consent extends only to testing for the purposes of which they were
made aware and to which they agreed.

On the other hand, one could argue that by virtue of the anonymity of UAS (the decoupling of
the individual and the test result), consent is not required because testing cannot harm the
individual whose blood sample is tested; no one has to learn of their serostatus against their
will. It may further be argued that UAS should raise no ethical objections because the rights of
individuals over their body products do not extend this far — the surplus blood used for UAS
should be considered a form of waste. It has been said that no one would be justified in opting
out of a properly designed UAS "anymore than a pacifist should expect a guarantee that their
aluminum drink cans returned for recycling must never be used to produce weapons."242
Unlinking the test effectively means that no individual, as an individual, has to participate in the
test and therefore has no grounds on which to object. The object of the test is a sample, not a
person.

Many, however, remain unconvinced by such arguments. For them, consent is a "strong" right
and is never irrelevant.243 Consequently, any derogation from this principle would have to
have a very compelling justification. In some countries, such as the Netherlands, UAS studies
have been halted because individual rights are seen as too important to be compromised in
this way.244 In Australia, blind neonatal heel-prick studies have been condemned, and the
head of the New South Wales Anti-Discrimination Board is on record as saying "that as a
matter of principle the committee is opposed, fundamentally, to the testing of any person
without their knowledge ... and consent."245

Critics of UAS have pointed out several curious ironies in the justifications offered by the
supporters of blinded studies. First, they find it odd that individuals are said to have no rights
over their "surplus" body fluids, yet for some reason the community at large can claim for itself
the right to decide what happens to the "surplus" body fluids. Second, they point out that some
supporters of UAS, fearful of biasing their survey samples, see no need for — or even any
possibility of — allowing individuals to opt out of blind surveys. At the same time, they feel that it
IS necessary to inform the public about the use to which samples are put. As David Coburn of
the Patients’ Rights Association of Ontario said, "[i]t is an unhappy ethical dilemma then to
claim to want to inform and yet not really to inform nor permit choice."246

Knowledge of HIV Status

With the existence of improved clinical drugs ... the pressure to stop blind
screening has increased. ... The argument is that it is morally difficult for the state
to indirectly know an individual’'s HIV status when a treatment exists. As Levine
states, "Now that there are grounds for advising those who may be infected with
HIV to seek testing and early therapeutic intervention, the pressure is building to
unblind seroprevalence studies for this purpose."247
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Some say that the anonymity of UAS — the very feature that according to others justifies
exempting UAS from the requirement of informed consent — is what makes UAS ethically
wrong. The unlinking of test results from their subjects means that those testing HIV-positive
will not learn of their serostatus, "coldbloodedly leaving them in the dark™ and depriving them of
the opportunity to seek medical advice and to modify their behaviour to avoid passing the virus
to others.248 The situation is sometimes compared to the infamous experiment conducted in
Tuskegee, Alabama, in which poor, African-American men were tested for syphilis but not told
if they were infected, so that the progression of the disease when left untreated could be
studied.249

Those who support UAS counter that, as long as there is universal access to voluntary HIV
testing, individuals who wish to know their serostatus can do so. But critics of UAS reply that
some people may not suspect that they have been exposed to HIV and as a result do not seek
testing: they may have no other way of finding out that they are living with HIV. This has led to
calls for relinking identifying data to the test results so that no one will have the "benefit" of
having their serostatus "withheld" from them. In October 1995, Governor Pataki of New York
State, in response to a lawsuit, announced a plan to transform the state’s UAS program for
testing newborns for HIV into a testing regime that allows the linking of test results to the
individuals.250 A similar situation developed at the federal level. A bill was introduced in
Congress that would have replaced UAS monitoring of HIV in newborns with a program of
mandatory testing. The representatives who introduced the bill found it morally objectionable
that the CDC conducted testing that did not allow HIV-positive babies to be identified and
treated. Although the bill was eventually modified, the CDC abandoned its seroprevalence
studies of newborns at the end of 1995.251

In Canada, calls for relinking identifying data to HIV test results so that no one will have the
"benefit" of knowing their serostatus "withheld" from them are also not new. Many months into
the Commission of Inquiry into the Blood Supply in Canada (the Krever Inquiry), it was
discovered that the Canadian Red Cross Society had, before the HIV test became available,
collected blood samples from donations in the Toronto area for the purpose of studying the
incidence of hepatitis B in the blood supply. Because it anticipated that a similar study might
one day become possible for HIV, the Red Cross kept 175,000 blood samples. No action was
taken, however, until the Krever Inquiry revealed the existence of these samples. Despite
expert advice, the decision was taken not only to carry out testing of the samples for HIV, but
also to link the results and inform the test subjects of their serostatus. CAS went to court to
prevent this, arguing that it would amount to compulsory HIV testing of individuals without their
consent. The judge disagreed, stating that "[t]he fact that some of the donors whose blood is
found to be HIV positive might object to being told of that fact because of the effect that might
have on them, cannot overcome the need to do whatever is necessary to prevent the spread of
what has been described as an epidemic."252 CAS appealed the decision, but the appeal was
dismissed in a decision rendered on 29 November 1996. However, as mentioned above, in its
decision, the Ontario Court of Appeal did not decide on the issue of consent.253
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Harm to Participants

Harm could arise if the group surveyed in a study was so small as to allow for identification of
particular participants as being HIV-positive,254 or if a study indicated a high incidence of
seropositivity in a particular group that could lead to discrimination against all members of the

group.

With regard to the latter issue, the report of the OLRC maintained that data collected from
properly conducted epidemiological studies are extremely important for the purposes of
targeting prevention efforts and planning for future health-care services, and "justify any
indirect harm to populations or demographic areas."255 In contrast, while they agree that UAS
research is important, the Federal Centre for AIDS guidelines — as mentioned above —
emphasize that careful justification is required for the conduct of such research in target
populations vulnerable to discrimination:

Benefits to the group must clearly outweigh the potential harm. Careful
consideration must be given to the communication of results. Representatives
from target populations should be involved in this decision-making process.256

With regard to UAS studies in Aboriginal populations, the TSPFN paper reports fears that UAS
may create panic and hysteria in Aboriginal communities, promote racism and further
stigmatize Aboriginal people, prompt "witch hunting" and harm (discrimination, marginalization,
and violence) to Aboriginal gay and bisexual men and to Aboriginal women who have multiple
sex partners, and weaken Aboriginal trust and use of health-care services.257

Assessment

Data on the prevalence, incidence, and distribution of HIV infection in a
population can be used to monitor the spread of the infection, to increase
knowledge of the mechanisms of transmission, to assist in the design of public
health measures to prevent the spread of the disease, to evaluate the
effectiveness of current interventions, and to plan for the provision of services.
Collecting information for such purposes is almost universally regarded as
essential to improving society’s ability to cope with this epidemic.258

Unlinked anonymous screening or testing for HIV infection is not directed to the individual, but
has as its objective the public health surveillance of HIV infection. It is an epidemiological
method for measuring HIV prevalence in a selected population with the minimum of
participation bias. By minimizing participation bias, UAS offers a distinct epidemiological
advantage over voluntary or mandatory HIV testing for the public health surveillance of HIV
infection. If properly conducted anonymity is not endangered, and the individual cannot be
identified.259

http://www.ai dslaw.ca/Maincontent/i ssues/testing/03consente.html (21 of 31)21/06/2006 4:39:57 PM



Consent

Informed Consent

The issue of the extent to which persons have the right to control bodily fluids and parts raises
a number of very complex issues well beyond the scope of this Paper. Nonetheless,

in the case of anonymous unlinked seroprevalence studies, where a blood
sample has already been extracted for other purposes, will be discarded if not
used for the study, and cannot be linked to any individual, it is not clear that the
subject has a significant claim to retain all rights to control this blood sample.
Moreover, this claim appears even less significant once it is weighed against the
very substantial interest the public has in accurately assessing seroprevalence
rates.260

Accordingly, as stated by the OLRC, it is doubtful whether a compelling argument can be
made that subjects should have to provide informed consent, or be provided with "specific
information” about a seroprevalence study and with an opportunity to "opt out" of the study.
Such arguments are made even less compelling "by the well established fact that this
procedure will compromise the quality and accuracy of the data obtained, because the persons
most likely to be infected are the ones most likely to ‘opt out.”"261 However, spontaneous
refusals should be honoured, as established by the revised Federal Centre for AIDS
guidelines.262

Knowledge of HIV Status

The argument that unlinked anonymous seroprevalence studies are immoral because the
unlinking of test results from their subjects means that those testing HIV-positive will not learn
of their serostatus, "coldbloodedly leaving them in the dark," is not convincing. As long as such
studies are only undertaken where people have universal access to voluntary HIV testing,
offered in conjunction with assurances of informed consent, adequate counselling and
confidentiality, ethical and legal concerns raised by UAS would not necessarily preclude its
use. Obviously, as demonstrated above, potential benefits from testing for individuals have
increased, and people should be encouraged to be tested and seek treatment if they test
positive. However, the objective of encouraging people to be tested voluntarily, with their
informed consent (by making acceptable testing options easily accessible to them, by
educating physicians to encourage patients to be tested, etc), should be distinguished from the
entirely different but equally valid objective of obtaining data on prevalence, incidence, and
distribution in a population (by conducting UAS research). As Magnusson has said:

The legitimate objective of public health surveillance should not be confused with
case-finding [reference omitted]. If surveillance is the objective, anonymous,
nonconsensual testing may be necessary to eliminate the bias introduced by
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voluntary participation in prevalence studies.263

UAS research has a goal independent of voluntary individual testing and cannot serve both
functions. A strong argument can therefore be made in favour of anonymous, unlinked
prevalence testing for epidemiological purposes involving non-consensual use of human
tissue. However, "voluntary, linked testing is a better alternative where statistical biases are
unlikely to be significant, since this respects patient autonomy and enables direct intervention
when HIV carriers are identified."264 In addition, in some Aboriginal communities in Canada,
the requirement that "universal access to individual voluntary testing under prescribed
conditions of informed consent, pre-test and post-test counselling, and confidentiality" is
available, is not met — as shown in the discussion paper on HIV testing and confidentiality in
Aboriginal communities, which identified numerous barriers to accessible testing.265

Harm to Participants

It must be recalled that although anonymous population surveys offer the greatest
protection to the individuals who are involved, they do not offer complete
protection to the population from which the samples were obtained. Even
disclosure of anonymous data pertaining to a population could subiject its
members to negative repercussions. This is particularly so if the population is
sufficiently small that the actual identities of the seropositive persons could be
inferred. Care must therefore be taken to minimize these effects.266

If they are done properly — to protect anonymity, no study should include so small a sample of
subjects that an individual’'s identity might be inferred, nor should any data that could similarly
lead to their identification be kept — epidemiological or research studies cannot harm any
individual. However, there is a danger that members of vulnerable populations or groups will
suffer discrimination as a result of UAS studies showing an unusually high incidence of HIV
infection. In-depth discussions involving vulnerable populations, researchers and funding
agencies need to take place "to explore ethical and community issues, barriers and facilitators
of HIV research."267 This is consistent with the 1997 UNAIDS Policy on HIV Testing and
Counselling that encourages community involvement in sentinel surveillance and
epidemiological surveys:

HIV testing conducted for these purposes is usually anonymous and unlinked,
and may not require individual consent. However, the findings of such surveys are
of great community concern, and so communities need to have a sense of
"ownership" of the process. Community consent should be secured before
surveys are conducted, and the community should be involved in the survey and
have access to the results.268

With regard to UAS studies involving Aboriginal people, the TSPFN paper and the discussion
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paper on HIV testing and confidentiality in Aboriginal communities are evidence of the wide
range of concerns about undertaking UAS in Aboriginal communities. Most people consulted
for the papers seemed to agree that there are benefits to blind studies as a method for
gathering information about HIV/AIDS. One respondent to HIV Testing and Confidentiality: A
Discussion Paper pointed out that UAS studies are important because, thus far, the lack of
available data on seroprevalence in small, isolated Aboriginal communities contributes to the
general opinion among many Aboriginals that HIV/AIDS has not yet reached their villages. As
the respondent said: "The potential harm of not knowing about seroprevalence rates is the
silent swift spread of HIV once it does arrive, if it is not already there."269 However, people
consulted for the papers emphasized that better knowledge about HIV prevalence is of little
use as long as HIV programs and testing facilities are not available. They stressed the need to
encourage and facilitate testing based on informed consent, appropriate counselling, and
confidentiality, saying that this would be more directly beneficial to Aboriginal communities and
should be given priority.270 In conclusion,

[a]Jnonymous unlinked HIV-seroprevalence research involving Aboriginal people
should be based on the principle of Aboriginal control over and ownership of
research and data. Aboriginal AIDS organizations and others in the Aboriginal
community, particularly those with HIV/AIDS expertise, should direct the design of
guidelines for the conduct of HIV-seroprevalence research involving Aboriginal
people. Such guidelines should seek to avoid stigmatization and discrimination of
specific groups involved in blind studies.271

Recommendation

1.5 The general rule that HIV testing in Canada should only be undertaken
with the specific informed consent of the person being tested does not
apply to testing performed as part of an anonymous (unlinked) HIV
screening program for epidemiological or research purposes, provided the
Guidelines on Ethical and Legal Considerations in Anonymous Unlinked
HIV Seroprevalence Research are followed.

However, increased efforts must be made to reduce the potential for
discrimination against groups or populations targeted by this research. In
particular, before an anonymous (unlinked) HIV screening program is
undertaken in a particular population, community consent should be
secured. Researchers and community leaders and members must
undertake all necessary steps to ensure that communities understand the
advantages and disadvantages of this type of research and take ownership
of the research process and outcome so that the results can be usefully
applied to programming and policy with respect to HIV/AIDS.
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Anonymous unlinked HIV-seroprevalence research involving Aboriginal
people should be based on the principle of Aboriginal control over and
ownership of research and data. Aboriginal AIDS organizations and others
in the Aboriginal community, particularly those with HIV/AIDS expertise,
should direct the design of guidelines for the conduct of HIV-
seroprevalence research involving Aboriginal people. Such guidelines
should seek to avoid stigmatization and discrimination of specific groups
involved in blind studies.
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Voluntary testing, with the specific informed consent of the person being tested, has been
almost unanimously supported in Canada. However, while for most Canadians access to
different forms of HIV testing is fairly easy, problems continue in several areas: women
continue to find it difficult to access testing in their doctor’s office; Aboriginal people face
greater barriers to accessible testing than most other Canadians; and, in some provinces,
anonymous testing is not available.

While there is consensus that access to testing must be improved, there has been
considerable debate about how voluntary testing should be done:

 The first question, debated since HIV testing became available, centres on the
availability of anonymous testing. This question will be addressed in this chapter.

» The second question, which has become controversial more recently, centres on
counselling: is pre- and post-test counselling always required? This question will be
addressed in the next chapter.
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 The third question is intimately connected both with the issues discussed in this
chapter and with the second question and concerns the availability of new testing
technologies that (1) make HIV testing in the privacy of one’s home possible, without
pre- and sometimes even post-test counselling; and (2) allow for the provision of HIV
test results within ten to fifteen minutes. What are the benefits and potential risks of the
availability of such tests? While the new technologies have the potential to increase
people’s access to HIV testing, they raise many other issues and will be discussed
separately, in the chapter on new testing technologies.

This chapter first summarizes the recommendations concerning access to testing made by
Canadian organizations since 1986 (History). The chapter then examines the current situation
with regard to access to HIV testing (Current Situation). The chapter goes on to emphasize the
importance of increasing access to testing for all Canadians and, in particular, for women and
Aboriginal people. The chapter then discusses the benefits of making different testing options,
including anonymous (and/or flexible non-nominal272) testing available, pointing out that
evidence indicates that anonymous testing programs (and/or flexible non-nominal programs
such as that available in British Columbia) encourage some people to be tested for HIV who
would otherwise delay testing or choose not to be tested. In addition, it explores whether the
case for making anonymous (and/or flexible non-nominal) testing available may have become
weaker because of two new developments: the availability of new treatments that are likely to
encourage people testing HIV-positive to immediately seek medical help (and thus forego
anonymity); and the development of home tests kits that make testing in the anonymity of
one’s own home possible (Assessment). The chapter concludes that barriers to access to
testing urgently need to be removed; that the availability of new treatments only underscores
the importance of the availability of a variety of voluntary, high-quality, bias-free testing
options, including anonymous (and/or flexible non-nominal) HIV testing facilities; and that
development of home test kits has not made anonymous (and/or flexible non-nominal) HIV
testing facilities superfluous (Recommendations).

Terminology

There is often confusion between anonymous and other forms of testing.

« Anonymous testing is a testing procedure whereby HIV-antibody test results can be
linked to the person being tested by a code known only to the patient. Neither the
physician ordering the test nor anyone else knows the identity of the patient.273

* Non-nominal testing is testing in which results can be linked to the person being tested
by a code (which does not include personal identification of the person being tested)
known by the person being tested. The physician also knows the identity of the person
being tested, but the results of the test remain confidential and the name of the person
testing positive is not reported to public health authorities.
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* Nominal testing is testing in which the results are linked to the person being tested by a
personal identifier.

History

The AIDS movement and its supporters advocated the use of anonymous testing.
Codes rather than names would be used so that no records identifying individuals
would be kept which could be reported to authorities. Public health officials
generally opposed anonymous testing as they saw compulsory nominal reporting
as a prerequisite for further interventions to assist the infected and prevent
transmission. At the core of this debate was the issue of whether testing was to
inform the state of the names of the infected (compulsory nominal) or to inform
those whose health was at stake (anonymous).274

There is consensus in Canada that people should have easy access to HIV testing. This
consensus is best expressed in a recommendation of the Canadian Public Health Association,
according to which "[a]ll Canadians should be aware of and have access to a variety of
voluntary, high-quality, bias-free testing options, including confidential nominal testing, non-
nominal testing and anonymous testing."275 In addition, the Association recommended that all
testing options be made available and accessible at a variety of sites, including rural and
Aboriginal communities, and that appropriate and scientific methods of evaluation be used to
ascertain the efficacy and usefulness of the different types of testing. Finally, it emphasized the
importance of ensuring access to testing for women who are at risk for HIV infection.

No consensus has, however, been reached on the issue whether access to HIV testing should
include access to anonymous testing. The Working Group on Confidentiality in Relation to HIV
Seropositivity of the Federal/Provincial/ Territorial Advisory Committee on AIDS opposed the
introduction of anonymous testing, stating that, "[a]s a general public health principle,
anonymous testing is ... less optimal than nominal testing as it may impede adequate post-test
counselling and prevent notification, especially when a ‘duty to warn’ might otherwise
exist."276 Most other organizations have, however, acknowledged the advantages of making
anonymous testing available and recommended that — where this has not already been done —
the options for testing be expanded to include anonymous testing. For example, the Canadian
Bar Association — Ontario endorsed the availability of anonymous testing sites, stating that it
was persuaded that there are "a certain number of individuals in the at risk community [sic]
who are so distrustful of government and of the health care profession that even with respect
to confidentiality of the result, [they] would not come forward to be tested even though they so
desired, for fear that their privacy would not be respected."277 The Royal Society of Canada
also supported anonymous testing and expressed concern about the fact that, in some
provinces, existing public health legislation may not allow it:
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[T]he perception that test results are not always kept confidential deters many
people from seeking tests. Unless the purpose of identifying the approximately
30,000 seropositive individuals in Canada is to isolate them, there is no reason to
name them.

Whether the test is nominal or anonymous, the knowledge of a positive test is
likely to change a person’s behaviour. However, since anonymous testing may be
more acceptable to those tested and achieves many epidemiological goals,
provincial reporting laws should be amended to allow anonymous tests [emphasis
added].278

The AIDS Committee of Ottawa went so far as to say that anonymous testing of individuals "is
the only acceptable and legal way of designing a testing regime." In addition, ACO pointed out
that, while availability of anonymous testing is extremely important, it is not a "panacea":

Anonymity should be extended beyond the test site and the reporting site to fully
protect the human rights of PLWAs. At the present time it is necessary to disclose
one’s status to obtain Unemployment Insurance and family benefits. It is
necessary to disclose one’s nhame and address to gain access to experimental
drug trials. It is usually necessary to disclose one’s status to get accommodation
in the workplace. The Red Cross has been ordered to disclose the HIV status of
individuals. None of these things should be happening.279

Those writing about access to testing for Aboriginal people in Canada have made
recommendations that are largely consistent with those reported above. For example, in 1990
the Joint National Committee on Aboriginal AIDS Education and Prevention recommended that
access to confidential and free HIV testing be made available to all Aboriginal people across
Canada.280 In 1998, Matiation reported that many of those consulted during the preparation of
his discussion paper said that anonymous testing should be available to Aboriginal people
across the country. They suggested that access to anonymous testing facilities would be of
significant benefit to Aboriginal people and pointed out that, although anonymous testing sites
may be available in most major cities, they are inaccessible to Aboriginal people living in more
remote communities. In addition, it was reported by those consulted that some Aboriginal
people may not feel comfortable using mainstream testing facilities; others might prefer to see
a non-Aboriginal practitioner or testing site in order to increase the sense of anonymity. Kevin
Barlow, then National Coordinator of the Canadian Aboriginal AIDS Network, expressed
support for the availability of options for Aboriginal people who wish to be tested anonymously
whether they live on or off reserve, in remote communities or in cities.281 Matiation concluded
that, due to the continued prevalence of discrimination and denial, provincial and territorial
health providers and the Medical Services Branch "must work together to provide accessible
options for anonymous testing for Aboriginal people to the greatest extent possible."282 This is
consistent with the views expressed in a 1996 article on anonymous HIV testing in the
Canadian Aboriginal population, which concludes that "anonymous HIV testing is appropriate
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for the aboriginal population."283

However, the participants at the National Workshop on HIV Testing and Confidentiality in
Toronto in March 1997 failed to reach consensus about whether anonymous testing needs to
be made available "in various locations in each province and territory," as had been suggested
in HIV Testing and Confidentiality: A Discussion Paper.284 Some participants favoured a
system of flexible non-nominal testing as adopted in British Columbia. They suggested that, in
practice, such a system allows those who seek anonymous testing to be tested anonymously,
while providing better epidemiological data. In addition, they pointed out that such a system
has been well accepted in British Columbia, including by the communities of people affected
by HIV/AIDS, who do not seem to have expressed serious concern about the lack of (official)
availability of anonymous testing. However, other participants stressed that, while people may
be able to obtain an HIV test anonymously in British Columbia, the onus lies on them to make
the test anonymous — which means that access to such testing is reduced. All participants
agreed that, at a minimum, flexible non-nominal testing should be available in all provinces and
territories, and that the option of providing (always the same) invented identifier should be
offered to all those presenting for testing at clinics where no PIN number is required.

Current Situation

While most Canadians have fairly easy access to HIV testing, problems continue in several
areas: women continue to find it difficult to access testing in their doctor’s office; Aboriginal
people face greater barriers to accessible testing than most other Canadians; and, in some
provinces, testing options are restricted.

Access to Testing for Women

As de Bruyn has pointed out, there are a number of ways in which practices of HIV testing and
counselling among women are, on the one hand, influenced by stigma and discrimination or,
on the other hand, fail to take stigma and discrimination into account.285 Women’s access to
HIV testing is adversely affected, first of all, by perceptions that only men who have sex with
men, drug users, and sex workers are at risk of HIV infection. Such perceptions have
prevented women from seeking HIV testing.286 They have also led physicians not to offer HIV
testing and counselling to women whom they do not perceive to be at risk for HIV infection.287
This was a common complaint in the consultations undertaken for HIV/AIDS and
Discrimination: A Discussion Paper.288 As de Bruyn has put it:

The outcome for women is serious. Bias due to perceptions of risk, along with
failure to recognize symptoms of HIV disease in women, can result in delayed
diagnosis and delayed treatment for women.289

Second, women'’s access to HIV testing has been adversely affected by the fact that some
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women (who are not pregnant) have even been dissuaded by their doctors from being tested.
Counselling guidelines establish that counsellors should not attempt to talk people out of being
tested, even when they — based on the discussions with the counsellor — appear to be at low
risk.290 Nevertheless, women have often been refused testing on the assumption that they are
not at risk,291 or have been required to answer questions about drug use and sexual activity
before they are given access to a test. Women find these inquiries stigmatizing and difficult to
challenge, given differences in power and (frequently) gender between the woman and her
health-care provider.292

Third, testing and counselling for women has been closely associated with prenatal care. As
stated in the submission of the Canadian HIV/AIDS Legal Network to the Parliamentary Sub-
Committee on HIV/AIDS,

[o]ne striking feature of the debate on women and HIV/AIDS is its frequent
preoccupation with women as mothers or as future mothers; it is comparatively
rarely concerned about the women themselves and the many problems they face
in dealing with HIV/AIDS. For example, while the issue of compulsory testing of
pregnant women or of women of childbearing age is hotly debated, women who
are not pregnant or of childbearing age still report that they find it difficult to
access HIV testing. This raises the issue of whether there is less concern about
the welfare of women than for that of their children or potential children. It will be
necessary to ensure that women’s needs and their "knowledge and ... varying life
situations are systematically taken into consideration in the formulation of
responses to the epidemic": so far, few, if any, policies and programs developed
in response to HIV/AIDS "are related to women'’s real-life situations."293

The issues of HIV infection, pregnancy, and preventing HIV transmission to the child are
important to women, and, given the benefits of early detection for both the woman and her
child, it should be standard practice to offer HIV testing to pregnant women.294 Nevertheless,
as de Bruyn points out,

to associate HIV testing only or primarily with prenatal care is discriminatory. It
precludes the provision of HIV testing, diagnosis and care to women who are not
considering or seeking to have a child, and ignores the value of HIV testing for a
woman in her own right, apart from her decision to have a child.295

Finally, another barrier lies in the fact that women often live in situations of abuse and
economic dependence and are fearful of the potential consequences of testing. Indeed,
women testing HIV-positive may experience additional negative consequences, consequences
that most men testing positive do not have to deal with. For example, one study showed that
52 percent of women who tested positive feared that their partners would leave them once
they notified them of the test result; and 12 percent expected to be assaulted — half of them
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were indeed subjected to violent acts by their partner.296
Access to Testing for Aboriginal People

Aboriginal people can receive HIV testing off reserve from any provincial or territorial institution
or clinic that can conduct the test, including hospitals, doctor’s offices, and anonymous testing
clinics, where available. In addition, a small number of testing clinics or programs specifically
designed for Aboriginal people are available in some Canadian cities such as Vancouver and
Toronto.

On reserve, Aboriginal people can generally be tested for HIV at the community health centre
by a community health nurse (CHN). Most reserve communities have a CHN and health
centre, although in some smaller communities the CHN may divide time between a number of
communities. The Medical Services Branch of Health Canada (MSB), which administers health
services on reserve, recommends non-nominal testing. "Anonymous testing will generally not
be offered, but may be made available in some circumstances, at the decision of the
region."297

However, in many ways, Aboriginal people face greater barriers to accessible HIV testing than
most other Canadians. As Matiation points out, "access to testing can be compromised by a
number of factors, including remoteness and the cost of accessing testing facilities from distant
locations, confidentiality concerns in small communities, and the cultural inappropriateness of
mainstream facilities for some Aboriginal people."298

Matiation identified the following barriers to accessible testing:299

In some parts of the country an Aboriginal person may have to travel long
distances at great expense to take advantage of an anonymous testing facility, or
even to get tested at a local health centre. The period between taking a test and
getting the result is generally much longer in rural and reserve communities than
in major cities and may require two expensive trips, one for the test and one for
the result. Further, many communities are visited by a health nurse only
sporadically. In these circumstances, the chance that a person will get tested or,
having been tested, return to the health centre to get the result, is reduced.

Many people consulted expressed concern that there are barriers to testing in
facilities within a small community. People may be reluctant to use the local health
centre due to confidentiality concerns. In some communities, a health centre
capable of performing the test may not be available and a person may be referred
to a larger centre. Many people in smaller Aboriginal communities lack the
resources to get to a testing facility in a larger centre. As a result, few Aboriginal
people living in rural areas are being tested [reference omitted].
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Access to testing for Aboriginal people may also be compromised in cities. Some
of the people consulted expressed concern that mainstream facilities do not
reflect cultural differences between Aboriginal and non-Aboriginal people.
Culturally based differences can make mainstream facilities and services less
accessible to Aboriginal people.

In many cities Aboriginal AIDS organizations are available to provide support to
Aboriginal people who wish to be tested. Many of these organizations are under
severe demands for their services and lack sufficient funding to respond to the
needs of all those who approach them. Aboriginal testing facilities are also
available in a small number of cities. It was reported that the testing clinic
operated by Vancouver Native Health is very well-used, suggesting that
Aboriginal-specific clinics are needed.

Some of those interviewed expressed concern that some communities may not
provide adequate HIV/AIDS programs and services, including HIV testing
services, after assuming control over the administration of health services through
health transfer initiatives, particularly given the limited transfer of funds from MSB
[the Medical Services Branch] involved in the process [reference omitted]. It is
important that HIV/AIDS issues be made a priority in all Aboriginal communities
and that communities look to Aboriginal AIDS organizations, Aboriginal AIDS
workers, and MSB for expertise in the delivery of HIV programs and services.
First Nations and Inuit governments have a central role to play in the development
of accessible HIV testing options for Aboriginal people.

In addition, according to Matiation, a continuing lack of HIV/AIDS education in many Aboriginal
communities is contributing to the problem of access to testing for Aboriginal people.

Access to Different Testing Options

Canada

In all provinces and territories, nominal and/or non-nominal testing is available. Anonymous
testing, however, is not available in all provinces and territories.

The following provinces expressly provide for HIV testing on an anonymous basis:

* Newfoundland, where anonymous testing is provided through public health nurses
rather than through designated clinics;300

* Nova Scotia;301
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» Québec, where the first anonymous testing clinics were established in 1987. Two such
clinics were opened in Montréal, one in Sherbrooke, and one in Québec City. Since
1995, all regions have anonymous testing facilities, for a total of over 75 in 1996;302

» Ontario, where anonymous testing for HIV has been offered since 1985 at the Hassle
Free Clinic in Toronto. However, technically it became legal only when, in 1990, public
health regulations were amended to exempt certain authorized clinics from the
requirement of reporting the names of people who test HIV-positive to public health
authorities. Pre-test counselling and collection of epidemiological data are mandatory
and are preconditions for the processing of a test sample. Evaluation of the program has
shown that client satisfaction is very high. Monitoring of the program is continuing, with
efforts being focused on trying to establish the effectiveness of anonymous testing in
encouraging high-risk persons to be tested;303

» Saskatchewan;304 and

* New Brunswick, where anonymous testing became officially available at seven sexual
health centres across the province on 20 July 1998, as part of a one-year pilot project.
An evaluation will assess the effectiveness of offering anonymous testing in enhancing
early detection and access to treatment for people with HIV, as well as in reducing risk
behaviours and HIV transmission through pre- and post-test counselling.305 Before
then, anonymous HIV testing was not officially available. In practice, if undertaken at
clinics where the presentation of a health insurance card or other identification is not
required, and if the person tested gave a false name, the test could be made effectively
anonymous. However, the onus was on the person being tested to make it s0.306

In the remaining provinces and territories, anonymous testing is technically not allowed.
However, in actual practice it can sometimes be obtained despite existing reporting
requirements:

 Prince Edward Island only provides nominal and non-nominal testing. All
laboratory requisitions are coded and reported. 80 percent of the tests are
reported on a non-nominal basis and 20 percent are reported nominally.307 In his
response to the Discussion Paper, Dr Lamont Sweet, Chief Health Officer of
Prince Edward Island, stated that "it is questionable whether PEI has sufficient
demand to warrant a special local anonymous testing unit." He continued by
saying that there is excellent cooperation with the Nova Scotia anonymous testing
clinic and that most people seeking anonymous testing in Prince Edward Island
probably prefer to go out-of-province to be tested because the Island is so small
and they feel that truly anonymous testing would not be possible.308

* In the Northwest Territories309 and Yukon,310 persons being tested can give a false
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name "or any kind of code,"311 making the test anonymous.

* In Manitoba, anonymous testing is not encouraged, but can be arranged informally by
negotiation with health-care providers if the patient insists on anonymity (otherwise,
testing is done on a non-nominal basis).312

» At Alberta’s STD clinics, HIV testing "can be done anonymously if a patient requests
it." In practice, the number of cases in which patients do so has decreased in recent
years.313

* British Columbia does not offer anonymous testing, but promotes flexible non-nominal
testing to all providers of HIV testing.314 Nearly all testing undertaken at public health
clinics (and some testing undertaken by physicians, although the majority of tests done
by them are identified by patient name) is non-nominal. When tested for HIV, people are
asked to use their initials and date of birth as codes, which allows for elimination of
duplicate positive test results from the same person and thus for adequate monitoring of
the spread of HIV in the province. It also allows for calling back the clinician who
undertook the test to obtain, if necessary, missing demographic and risk-factor
information, and to enquire about whether partner notification efforts have been made.
However, the system is flexible: people tested in public health clinics who do not have to
provide their PIN number can give a false name and false date of birth to eliminate any
risk that a positive result may ever be traced back to them. People who decide to
provide a false name and date of birth are, however, encouraged to use the same name
and date of birth if they test again, for disease surveillance purposes.315

International Developments

Internationally, anonymous testing is widely available. In the United States, as of 1996, 19
states had enacted statutes that guarantee individuals the right to anonymous HIV testing, and
more had made anonymous testing available without having enacted statutes guaranteeing it.
At the same time, some states were considering phasing out their anonymous testing
programs, under pressure to take more aggressive public health actions to prevent the spread
of HIV.316 As of May 1997, 10 states had eliminated anonymous testing.317 However, in the
vast majority of states anonymous testing remains available. Interestingly, even most of the
states in the US that require reporting HIV cases by name maintain the option of anonymous
HIV testing. As of October 1997, only eight of the 28 states requiring name reporting did not
have anonymous testing available, all of them states with relatively low HIV prevalence.318 A
National HIV Testing Coalition has developed "Ten Guidelines for HIV Testing" asking, among
other things, that "all states receiving CDC funding must maintain anonymous HIV testing sites
accessible to the entire population.”319

In Europe, a 1997 survey of 48 countries of the World Health Organization’s European Region

http://www.ai dslaw.ca/Mai ncontent/i ssues/testing/04accesse.html (10 of 28)21/06/2006 4:40:17 PM



Accessto HIV testing

showed that free anonymous HIV testing is available in 37 of the 43 countries that returned the
study questionnaire.320

Assessment

The availability of new treatments for HIV infection raises a number of challenges. Primarily, it
underscores the importance of providing accessible testing facilities for all Canadians (coupled
with accessible treatments for those testing positive). In order to encourage people to seek
testing (and treatment), they require easy access to low-threshold testing facilities.

Access to Testing for Women

[Clountries should give special consideration to increasing women'’s voluntary access to them
[HIV testing and counselling services]. ... Regardless of the presence of risk factors ... women
should not be coerced into testing, or tested without consent. Instead, they should be given all
relevant information and allowed to make their own decisions about HIV testing, reproduction
and infant feeding.321

A variety of initiatives need to be undertaken in order to increase women’s access to testing:

First, in order to encourage women to seek testing, they need to be made aware
that they may be at risk of HIV. Increased education that focuses specifically on
women needs to be undertaken.

Second, if a woman’s desire to be tested is ignored or dismissed by her physician, her access
to HIV testing may effectively be barred. Therefore, there is a need for a more sensitive
approach to the assessment of a woman'’s risk of HIV infection, and for education and training
directed at increasing doctors’ awareness of the potential vulnerability of women to HIV
infection. As Cullingworth stated in her response to the Discussion Paper:

Another important initiative is the need to educate doctors — to challenge their
assumptions about the "type" of woman who may be at risk, and about the
symptoms women experience.

For many women, public education will not reach them —either because they are
"protected" in their homes, and think they are in monogamous relationships;
therefore, a doctor’s office may, for some women, be the only place they have the
opportunity to have their awareness raised. Doctors can — and should — play a
really critical role in increasing access to testing for women, rather than blocking
access.322
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In addition, the broader problems of abuse and economic dependence of women need to be
addressed in order to create a climate where women will be less fearful of the potential
consequences of testing.

Finally, rather than focusing efforts to increase access to testing for women nearly exclusively
on pregnant women — which makes it seem as if there is less concern about the welfare of
women than for that of their children or potential children — it will be necessary to ensure that
efforts encompass all women and take their needs, knowledge, and various life situations into
consideration: testing policies need to be related to women’s real-life situations.

Access to Testing for Aboriginal People

The Aboriginal Nurses Association of Canada makes education the central recommendation of
its report on HIV/AIDS and Aboriginal women, stating that "a broad-based education program
must be developed to prevent the potentially devastating spread of HIV/AIDS throughout
Canada’s Aboriginal community."323 Matiation agrees, saying that

[e]ducational resources that reflect the values, experiences, culture and
languages of Aboriginal communities are imperative in overcoming fear, denial
and discrimination related to HIV/AIDS and HIV testing. HIV/AIDS education may
reduce concerns about confidentiality in small communities and encourage
people to get tested.324

In particular, Matiation emphasizes that medical practitioners must continue to be educated
about HIV/AIDS and trained to provide testing that is voluntary, confidential, and accompanied
by skilled counselling. According to him, this would increase the comfort level around HIV
testing, and may prevent situations where doctors refuse to give an HIV test because a person
IS not perceived to be at risk, and/or refuse to be part of care, treatment and support
initiatives.325

Matiation further suggests that mobile HIV testing units may be useful in overcoming some of
the barriers to accessible testing for Aboriginal people, particularly problems of remoteness,
concerns about confidentiality, and issues related to cultural difference.

Access to Different Testing Options

[A]Jnonymous testing is seen as a testing procedure that maximizes the number of persons
who will come forward for testing and counselling, particularly those who are at the highest risk
of infection. Maximizing the testing and counselling of such persons ensures that more HIV-
infected individuals will make use of their treatment options when it is most beneficial to do so
— before symptoms develop [references omitted].326
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As mentioned above, nominal and/or non-nominal testing is available in all Canadian provinces
and territories. The question that remains to be addressed is whether anonymous testing
should also be available.

Benefits of Making Anonymous Testing Available

The benefits of making anonymous testing available have been discussed in great detail in the
literature.327 In particular, there is evidence that:

« availability of anonymous testing encourages people to be tested for HIV;

« availability of anonymous testing encourages particularly those at greatest risk to be
tested,;

« elimination of existing anonymous testing facilities may have a detrimental effect; and
« anonymous testing facilities often offer "best practice" pre- and post-test counselling.
Encouragement of Testing

Numerous studies undertaken in Canada, the United States, and elsewhere suggest that
availability of anonymous testing encourages people to be tested.328 For example, a study of
people seeking testing at Toronto’s Hassle Free Clinic revealed that 30 percent of people
tested at the Clinic said they would not have chosen to be tested if anonymous testing had not
been available.329 Another example is a US study showing that residents of US states that
provide anonymous testing and have strict rules protecting the confidentiality of HIV test
results are more likely to have been tested than those living in states without such policies.330
Concerns about being tested in the absence of anonymous testing persist: in 1998, during a
community consultation on surveillance needs, participants from across Canada mentioned
that in the absence of anonymous testing, people were often still hesitant to be tested,
“particularly in smaller communities and rural areas, even if they knew they had been at
risk."331

Encouragement of Those at Greatest Risk

In particular, studies have shown that persons at greatest risk of HIV infection are more likely
to undergo testing for HIV if the testing is anonymous.332 Anonymous testing facilities attract
greater numbers of seropositive clients. A good example of this is the fact that, while only 1.5
percent of all tests in countries of the World Health Organization European Region responding
to a recent survey were undertaken anonymously, these tests accounted for 8.5 percent of
positive tests in 1996.333 In addition, anonymous testing facilities attract people who would
otherwise have delayed being tested or never have gone for testing, fearing discrimination and
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loss of confidentiality.
Detrimental Effects of Elimination of Anonymous Testing

The authors of a study carried out in North Carolina have suggested that efforts to abolish
anonymous testing could deter people from seeking testing. From 1985 to 1991, North
Carolina offered both anonymous and nominal testing in all of the state’s 100 counties.
However, in 1991, a decision was taken to phase out anonymous testing. After considerable
public opposition, a compromise was reached according to which anonymous testing was
discontinued in 82 counties, but retained in 18; confidential testing remained available
statewide; and permanent abolishment of anonymous testing was contingent on evidence that
the loss of such testing would not adversely affect HIV testing rates. On 1 January 1993,
anonymous testing resumed in all 100 counties by court order.334

The study assessed the impact of the 1991-92 restriction of anonymous testing on HIV test-
seeking. It showed that testing increased statewide throughout the study period as AIDS
awareness grew. However, counties that retained anonymous testing saw a 64 percent
increase, while counties that ended anonymous testing saw only a 44 percent increase.

Counties that ended anonymous tests saw a 12.4 percent decrease in testing of gay men and
a 3.1 percent decrease in testing of intravenous drug users (in counties that retained
anonymous testing, gay and bisexual men accounted for ten percent of all tests, compared to
four percent in counties that ended anonymous testing). In addition, in counties that ended
anonymous testing, a disproportionate number of people declined the test after receiving
counselling (0.50 percent versus 0.16 percent in counties that retained anonymous testing).
Finally, people tested nominally were more likely not to receive their results than those tested
anonymously (21.3 percent versus 8.7 percent).

According to the authors of the study, the association between availability of anonymous
testing and a greater increase in testing "could be causal or either partially or wholly due to
unmeasured differences between the two types of counties."335 However, the authors
suggested that "circumstantial evidence" from the study supports the conclusion that the
elimination of anonymous testing had a detrimental effect, a conclusion supported by evidence
from other studies.336 Therefore, the authors concluded, "[tfjhose making policy decisions
affecting the availability of anonymous testing must take into account possible consequences
for high-risk and/or vulnerable persons."337

Another study that analyzed the closing of anonymous test sites in North Carolina using some
more data also found "evidence that anonymous testing was important to a relatively small (but
important) group of persons"338 and concluded that "eliminating anonymous testing in 82
counties in North Carolina appeared to cause a small decrease in testing among some
possibly high-risk men."339 However, the study also produced different findings,340 such as
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that partner notification was more successful if the index case was tested confidentially than if
the index case was tested anonymously: more partners were named, notified and counselled
after confidential testing than after anonymous testing.341 This second study emphasized that,
while eliminating anonymous testing had a relatively small effect on testing and on partner
notification, it had a large effect on the relationship between the advocacy community and the
public health department. It suggested that a policy that strongly encourages confidential
testing while maintaining the availability of anonymous testing may maximize the effectiveness
of both testing and partner notification. Alternatively, it suggested that the acceptability of
confidential testing could be enhanced by removing possible barriers (ie, using unique
identifiers as opposed to names for HIV reporting, strengthening anti-discrimination policies
and laws).342

Counselling

Finally, anonymous testing services not only encourage people to come forward for testing,
particularly when they are at high risk of HIV, but also provide "best practice" pre- and post-test
counselling. Personnel at anonymous testing services (and at other dedicated HIV testing
clinics) have developed an invaluable expertise in providing counselling, and there is evidence
that some people prefer anonymous testing services because of the quality of the counselling
available. The provision of counselling at anonymous testing clinics is seen as a cost-effective
way of promoting the reduction of risky behaviour in a population that, despite years of public
education campaigns, remains highly ignorant of HIV-prevention issues. That the emphasis on
preventive counselling at anonymous testing clinics is indeed reaping benefits is demonstrated
by the evaluation of Ontario’s anonymous testing clinics, which is showing that people who test
repeatedly at these clinics are more successful at staying HIV-negative than those tested
elsewhere.343

Concerns about Making Anonymous Testing Available

Despite the benefits of making anonymous testing available, the debate over anonymous
testing continues. Those who oppose anonymous testing argue that it prevents the collection
of important epidemiological data about the incidence and prevalence of HIV and its pattern of
transmission; compromises partner notification; and is expensive. In addition, they express
concern about the fact that some of the people tested in anonymous testing facilities never
return to pick up their results: "Anonymous testing does not allow health departments to locate
seropositive patients who fail to return for test results and to provide them with prevention
services such as counseling, partner notification, and referral for therapy."344

Collection of Epidemiological Data

Although this is heavily disputed — a dispute that will be analyzed in more detail below —
nominal reporting is not essential for the usefulness of information for epidemiological
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purposes:345

[T]he need is for consistent and accurate data in a form that enables the spread
of HIV to be monitored. Relevant data would include demographic information
about the age, sex, and geographic location of an infected person, as well as
information about how that person is thought to have been exposed to the virus,
and about the person’s previous testing history in order to prevent duplication of
reporting. Personal identifying information is not relevant for epidemiological
purposes [emphasis added].346

In addition, there is the question whether accurate epidemiological data can be obtained
through the collection of data from voluntary testing. For determining seroprevalence data,
properly conducted epidemiological research studies are more useful, since there is evidence
that the self-selecting nature of voluntary testing may present a distorted picture of the
prevalence of infection in the population (see supra, the section on UAS studies, and infra, the
chapter on reporting).

Finally, as mentioned above, even many of the states in the United States that have adopted
nominal reporting of HIV have maintained the option of anonymous testing, implicitly
recognizing that the benefits of maintaining this option may outweigh the potential negative
impact on the collection of epidemiological data.

Partner Notification

The concern most frequently voiced in relation to anonymous testing involves partner
notification. Partner notification is entirely voluntary when an individual tests anonymously.
Anonymous testing by its nature does not permit the identification of the HIV-positive
individual, and health-care workers are unable to reach unsuspecting partners who may be at
risk. Several studies undertaken in the US have examined "the substantially reduced yield of
partner notification associated with anonymous testing“347 and it has been said that "[w]hen
persons who prefer anonymous testing over the confidential mode are diverted from
confidential testing because anonymous testing is readily available, there are public health
costs associated with that exercise of preference."348

However, as pointed out by Hamblin and Somerville, the

relationship between contact tracing [partner notification] and compulsory case
reporting is far from clear, as contact tracing can be carried out by infected
persons themselves or by their physicians without any need for case reporting. It
is only when public health officials wish to carry out or to supervise the contact
tracing and are justified in using such an approach, that any form of compulsory
case reporting can be justified for contact tracing. And even then, case reporting
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need not be nominal, because reporting by code or some other means can still
provide the link to the infected person needed for contact tracing.349

Generally, the Canadian approach has been to emphasize that many HIV-positive individuals
voluntarily notify sexual or needle-sharing contacts who may not be aware that they have been
at risk, making intervention by public health authorities superfluous; and to point out that, while
partner notification can make a positive contribution to a successful HIV/AIDS public health
and prevention program, it should respect the human rights and dignity of the index person
and partners, and "be voluntary, non-coercive and non-prejudicial; index persons and their
partners should have full access to available services independent of their willingness to
cooperate with partner notification activities."350

The Canadian approach suggests that "some form of partner notification should be
implemented in every jurisdiction in Canada,"351 which, in the context of anonymous testing,
can mean encouraging HIV-positive individuals to notify partners of their possible exposure to
HIV, without the direct involvement of health-care providers (for more detail, see infra, the
chapter on partner notification).352

Cost

Anonymous testing programs need not be expensive. Indeed, evaluation of one particular
Canadian program, the Ontario anonymous testing program, has shown that the cost of an
anonymous test in Ontario is less than half ($44) the cost associated with providing the test
through a physician in private practice ($100).353

Return Rate

Contrary to what some have suggested, the experience of existing anonymous testing
programs in Canada suggests that the vast majority of people who test anonymously do return
to learn their test results. For example, in Ontario, results are picked up by more than 90
percent of clients of anonymous testing clinics.354 In addition, the problem of some people’s
failure to return for test results and post-test counselling is not restricted to anonymous testing
programs. A study conducted in Oregon that offered clients the option of anonymous or
nominal HIV testing found that 94 percent of clients who received pre-test counselling and
testing returned for their test results and post-test counselling. This proportion was almost
identical for both the anonymous and the nominal testing groups.355 In North Carolina, people
tested nominally were even more likely not to receive their results than those tested
anonymously: in counties offering a choice between nominal and anonymous testing, 30
percent of those testing nominally, but only 8 percent of those testing anonymously, did not
receive their results. Among those who tested positive, the percentages not receiving results
were nearly identical.356 Admittedly, in the latter study many of those who were tested
nominally and did not return for their results may have been tested routinely during the course
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of an examination for sexually transmitted diseases, not because they were specifically
seeking HIV testing. This may have been the main reason why they did not return for their
results, "presumably because they are less interested in their results, and possibly because
they expect the clinic to contact them if the tests are positive."357 Nevertheless, the study
shows that most people who are tested anonymously do receive their test results.

While the concern that some of the people tested in anonymous testing facilities never return
to pick up their results is legitimate, the problem clearly is not exclusive to the provision of
anonymous testing services — although, in the end, people who test anonymously "are less
likely to get their test results than people seeking the test who leave their name and address
because [in the latter case] health care workers can contact infected people who do not return
for their results."358 A relevant question is: would (some of the) people who do not return for
their test results at anonymous testing clinics have chosen to be tested at all if anonymous
testing had not been available? Generally, it is doubtful whether the fact that some people at
anonymous clinics do not pick up their test results warrants closing these clinics. One must
weigh the benefit of offering a low-threshold testing facility against the benefit of being able to
follow up on people who test positive and do not pick up their test result.

One way to encourage patients at anonymous testing clinics to return is to ensure that pre-test
education and counselling is as comprehensive as possible and that the waiting period
between testing and receipt of the result is kept to a minimum.

Evaluation

Available evidence indicates that there are benefits to making anonymous testing programs
available, and that these benefits outweigh the concerns expressed with regard to such
programs. In order to encourage as many people as possible to learn their HIV status, such
programs should therefore be available to all Canadians as part of a variety of voluntary, high-
guality, bias-free testing options. Where they are not available, Canadians should at a
minimum have access to flexible, non-nominal testing, such as is offered in British Columbia.
The latter form of testing may have many of the benefits of anonymous testing, particularly if
the option of providing a false name and date of birth is widely known and offered to people at
the time of testing in clinics where patients do not have to provide a PIN. At the same time, it
may allow for better collection of epidemiological data.

Reevaluation

This conclusion, however, may have to be reevaluated in light of two developments: the
availability of new treatments, and the commercialization, in the United States, of home test
kits that make testing possible in the anonymity of one’s own home.

Availability of New Treatments
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It could be argued that, because of the availability of new treatments, offering anonymous (or
flexible non-nominal) testing services is no longer necessary. Indeed, people testing positive
have an interest in seeking medical care as soon as they find out that they are HIV-positive. As
soon as they enter a doctor’s office, however, anonymity is no longer possible: medical
information related to their HIV status will remain confidential, but a patient cannot remain
anonymous. In addition, it could be argued that HIV/AIDS should be "normalized" and that
people testing positive need no longer fear the discrimination they faced earlier in the epidemic.

However, these arguments are not entirely convincing. It has already been shown (see supra,
in the Background chapter) that discrimination remains a priority concern for people testing
positive in Canada and that they have every reason to fear being subjected to stigmatization
and discrimination. The new treatments notwithstanding, for many people, particularly those
who believe themselves at risk, the decision to be tested for HIV remains a very difficult one to
make. People may still want to be tested anonymously or have the option of providing a false
name, and then decide themselves when to give up anonymity and seek medical help. Making
available the option of anonymous (or flexible non-nominal) testing has not become
unnecessary; it will continue to encourage people to be tested, or to be tested earlier.

Home Testing for HIV

Home test kits make testing in the anonymity of one’s own home possible. However, even if
such kits do become available to Canadians, they cannot and should not replace, but
complement, anonymous (or flexible non-nominal) testing services. There are many reasons
for this. Most important, anonymous (or flexible non-nominal) testing is undertaken with pre-
and post-test counselling, while the lack of adequate counselling is one of the primary
concerns about home testing. Indeed, as shown above, it is often at anonymous (and other
dedicated) testing clinics that the counselling provided is most adequate and constitutes a real
and important opportunity to prepare people for their test results and enable them to better
care for themselves and their partners.

Second, home test kits are not free. In the United States, the approved tests cost US$39.99
(Home Access) and US$49.99 (Home Access Express — results available in three days),359
which for many of those most vulnerable to contracting HIV and at need of finding out about
their HIV status — such as injection drug users, street kids and, generally, the poor and
marginalized —represents an important barrier to accessing such testing. Unless testing is
provided for free, it is entirely unrealistic to assume that those most in need of accessible and
anonymous testing will indeed be able to avail themselves of testing.

Further, in contrast to the home sample collection tests that have been approved in the US,360
some tests (the current generation of true home tests that have not been approved in the US)
are screening tests, not diagnostic tests. This means that, were these tests approved, people
who tested positive would still need to confirm their result by seeking "conventional” testing.
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People would therefore only have access to truly anonymous testing if anonymous testing
clinics where they could confirm the results of a home test were available.

Previous Concerns Moot

Anonymous testing, a matter of great debate in the past, should ... be a much less
controversial option in the future.361

As shown above, the new developments (availability of new treatments and of home test kits)
do not make the option of anonymous (or flexible non-nominal) testing unnecessary. In
addition, because of the new developments, some of the objections against making
anonymous testing available have become even less persuasive. In particular, this is true for
the concerns regarding contact tracing:

Previously, the concern (reasonable or not) was that persons with HIV could test
anonymously, and health care professionals would have no means to identify
those persons with HIV who might continue to place others at risk. These
professionals would then be unable to take appropriate action, such as
counselling or in some cases contact tracing. Now that there are effective
interventions for HIV infection, invariably almost all persons with HIV will seek
treatment, including those who test anonymously. As this ongoing treatment
cannot logistically be provided anonymously, there should no longer be any
concern that there would be absolutely no means for health care providers to
identify and counsel those who may continue to present a serious risk to others.
In short, these new treatments for HIV infection make the old debate about
[problems created by] anonymous testing largely moot. Because anonymous
testing encourages people to seek testing (and treatment if necessary), an
essential public health goal, it can only be endorsed as a useful public health
strategy.362

Conclusions and Recommendations

The availability of new treatments for HIV infection underscores the importance of making all
Canadians aware of, and providing them with access to, a variety of voluntary, high-quality,
bias-free testing options, including anonymous testing or, at a minimum, flexible non-nominal
testing.

The provision of anonymous (or flexible non-nominal) HIV testing facilities remains important.
The benefits of offering these options are proven and outweigh existing concerns. In particular,
numerous studies indicate that the availability of anonymous testing encourages people to be
tested. In particular, people at greatest risk of HIV infection are more likely to undergo testing
for HIV if the testing is — or can be rendered — anonymous. In addition, the availability of new
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treatments does not make the option of testing anonymously superfluous. Because of the
continued stigma attached to HIV/AIDS and the often justified fear of discrimination resulting
from a positive test result, some people may still refrain from being tested or will delay a
decision to be tested in the absence of a guarantee of initial anonymity. Finally, even if home
test kits that make testing in the anonymity of one’s own home possible do become available
to Canadians, the option of testing anonymously (with, generally, publicly funded HIV
counselling and testing services) will remain important: many of those most at risk will not be
able to afford to buy home test kits, and the quality of the counselling offered is not comparable
to that of anonymous testing facilities.

The availability of anonymous testing — at anonymous testing facilities and/or at facilities
offering flexible non-nominal testing — needs to be widely advertised, waiting periods need to
be reduced, and ongoing evaluation should be undertaken.

Finally, a special effort needs to be undertaken to remove barriers to testing for women and
Aboriginal people.

2.1 The availability of new treatments for HIV infection underscores the
importance of making all Canadians aware of, and providing them with
access to, a variety of voluntary, high-quality, bias-free testing options,
including anonymous testing or, at a minimum, flexible non-nominal testing.

2.2 The availability of anonymous testing — at anonymous testing facilities
and/or at facilities offering flexible non-nominal testing — needs to be widely
advertised, waiting periods at such facilities need to be reduced, and
ongoing evaluation should be undertaken.

2.3 Barriers to testing, in particular for women, need to be removed. There is
a need for a more sensitive approach to the assessment of a woman’s risk
of HIV infection, and for education and training directed at increasing
doctors’ awareness of the potential vulnerability of women to HIV infection.
In addition, the broader problems of abuse and economic dependence of
women need to be addressed in order to create a climate where women will
be less fearful of the potential consequences of testing. Finally, rather than
focusing efforts to increase access to testing for women nearly exclusively
on preghant women —which makes it seem as if there is less concern about
the welfare of women than for that of their children or potential children — it
will be necessary to ensure that efforts encompass all women and take their
needs, knowledge, and various life situations into consideration.

2.4 Barriers to HIV testing for Aboriginal people need to be removed.
Provincial, territorial, federal, and Aboriginal government health providers,
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and Aboriginal AIDS organizations and others in the Aboriginal community
should work together to develop accessible options for HIV testing,
including anonymous or, at a minimum, flexible non-nominal testing.

HIV/AIDS education for Aboriginal communities should continue to be
emphasized in order to help reduce stigmatization related to HIV testing.

Mobile testing units should be examined for their potential to overcome
some of the problems related to HIV testing and Aboriginal communities.
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History
Current Situation

Assessment
Conclusions and Recommendations

In Canada and internationally there used to be a consensus that HIV testing should only be
undertaken with pre- and post-test counselling. Nevertheless, in practice, people tested for HIV
often receive very little or no counselling. In addition, some people have started suggesting
that requiring pre-test counselling for all people who seek testing may in fact discourage some
people from being tested by "overdramatizing" the testing situation and creating a "“crisis"
atmosphere around the decision to be tested.

This chapter first summarizes the recommendations concerning counselling made by
Canadian organizations and internationally since 1986 (History). The chapter then briefly
examines the current situation, pointing out that, in practice, people tested for HIV often do not
receive adequate counselling before and after testing (Current Situation). The chapter then
critically explores whether, in 1998, counselling is still required before and after an HIV test is
undertaken (Assessment). The chapter concludes that pre- and post-test counselling remain
important components of HIV testing, that existing counselling guidelines should be regularly
updated, and that health-care professionals need to be educated about the need for
counselling and about proper counselling techniques (Conclusions and Recommendations).

The chapter does not deal with the concerns related specifically to the development of HIV
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home test kits, which make testing in the privacy of one’s own home possible without pre- and
sometimes even without post-test counselling. These concerns will be addressed in the next
chapter.

History

In order to guarantee the individual benefits from an HIV test, to reduce the fear
and occurrence of the negative effects of testing, and to increase the possible
public health benefits, counselling has been promoted as an essential element of
voluntary testing. Ideally, the counselling process should start before HIV testing
occurs to discuss the need for testing, provide accurate information about HIV,
clarify technical aspects of HIV testing, discuss past risk behaviours and risk
reduction strategies and help explore the implications of the test result,
particularly if positive. Counselling after the test should provide emotional support,
and help the person to find the most appropriate medical and social care.363

Canada

Organizations in Canada that have made statements on the issue of counselling — including
the National Advisory Committee on AIDS, the Royal Society of Canada, the Federal/
Provincial/Territorial Advisory Committee on AIDS, the Canadian Public Health Association,
the Ontario Ministry of Health, and the Canadian Medical Association — have all held that it is
an important, even essential, component of HIV testing.364 According to guidelines for pre-
and post-test counselling in anonymous testing centres released by the Ontario Ministry of
Health in June 1992, "[c]ounselling about HIV infection is the most effective way to prevent
transmission and to help people who are infected identify the support, strength and resources
they need to live with the diagnosis."365 The guidelines continue by saying that counselling

IS more important than the test itself. People who seek testing are receptive to information and
may be in need of support. The quality of counselling they receive will have a significant impact
on their ability to change behavior or live with HIV infection.366

The F/P/T Advisory Committee on AIDS specified that pre-test counselling "should include
notification of the limitations and implications of testing, including information regarding
nominal reporting of positive test results in jurisdictions where this is required by law," and that
“[rleporting of test results to the tested individual must be done in a manner that reinforces and
supplements pre-test information and ensures appropriate post-test counselling."367
Recognizing the importance of quality pre-and post-test counselling, CPHA established that all
professionals involved in HIV counselling must adhere to high standards of practice; all
counsellors require thorough training to meet standards of competency in counselling about
HIV infection and related issues; and, if counselling is to be effective, a better understanding of
behaviour-change techniques is essential.368
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Specifically with regard to Aboriginal people, the Guidelines for the Delivery of HIV/AIDS
Programs and Services issued by the Medical Services Branch of Health Canada state that

counselling should be provided in an environment where the person providing the
counselling is sensitive to issues of sexual identity, culture and living conditions.
The language and approach should be appropriate to the client.369

International Developments

As in Canada, individuals and organizations in other countries have held that pre- and post-
test counselling are essential components of HIV testing.

For example, the South African Law Commission, in a discussion paper on aspects of the law
relating to AIDS, stated that

[p]re-test counselling is an important part of informed consent in the context of
HIV: Testing for HIV/AIDS presents serious medical, legal, ethical, economic and
psychological implications. Because HIV is a life-threatening condition reasonable
persons or health care workers will, according to established case law, attach
significance to the outcome of an HIV test, especially a positive diagnosis.
Adequate information on these issues therefore forms an essential part of
informed consent. [references omitted]370

In some Australian jurisdictions, pre- and post-test counselling requirements are even imposed
by legislation. For example, in Tasmania the HIV/AIDS Preventive Measures Act 1993 requires
pre-test counselling on the medical and social consequences of being tested and face-to-face
post-test counselling about how to avoid HIV transmission in cases where the test is negative.
When the result is positive, the patient must be informed in person and counselled in
accordance with Departmental guidelines.371 Victoria, New South Wales, and the Northern
Territory also require some kind of counselling of persons testing for HIV or, more generally,
persons suffering from a sexually transmissible disease.372

In the United States, since early 1985, the Centers for Disease Control and Prevention (CDC)
has provided public funds to state and local health departments to support a national HIV
counselling-and-testing program, and the importance of providing pre-and post-test counselling
has been recognized from the beginning.373

Finally, the Joint United Nations Programme on HIV/AIDS (UNAIDS), in a policy statement
released in August 1997, reemphasized that voluntary testing should be provided "in a non-
stigmatizing environment," and that "the services should include pre-test counselling (where
possible and desired), informed consent, and post-test counselling."374 Similarly, the United
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Nations International Guidelines on HIV/AIDS and Human Rights, published in 1998, provide
that, "in view of the serious nature of HIV testing and in order to maximize prevention and care,
public health legislation should ensure, whenever possible, that pre-and post-test counselling
be provided in all cases."375

Current Situation

Despite the consensus about the importance of providing pre- and post-test counselling, and
despite the existence of comprehensive guidelines such as those of the CMA and the Ontario
Ministry of Health, most of the over 60 individuals and organizations consulted during Phase |
of the Network/CAS Project on Legal and Ethical Issues Raised by HIV/AIDS expressed
concern about the fact that many who seek testing for HIV do not receive any or only
inadequate counselling. Anecdotal evidence of the lack of counselling was confirmed by a
study of 40 HIV-positive women’s experiences and perceptions related to HIV testing, in which
37 (93 percent) of the women interviewed indicated that they did not receive both pre- and
post-test counselling; 20 (50 percent) received post-test counselling only, and 17 (43 percent)
indicated that they did not receive any counselling.376 Of the 17 women who stated that they
did not receive any counselling, eight were tested between 1986 and 1989, five between 1990
and 1992, and four between 1993 and 1994, suggesting that the year of testing may not play a
significant role in the type of counselling received. Likewise, of the 20 women who reported
that they received only post-test counselling, five were tested between 1986 and 1989, nine
between 1990 and 1992, and six between 1993 and 1994.377 The study concluded:

This raises serious concerns about the counselling process, and suggests that
there may be a need for multiple counselling sessions to ensure that women are
receiving and understanding HIV-related information. In addition, more education
for physicians and other health professionals about the recommended counselling
and notification process may be required to ensure that appropriate HIV
counselling is provided.378

While the quality of the counselling provided at dedicated testing clinics or by physicians who
are experienced in the area of HIV/AIDS is seldom criticized, it has been said that doctors with
little experience with HIV/AIDS often do not provide adequate counselling, or do not provide
any counselling at all:379 "Some doctors treat the HIV test as if it were a test like any other, tell
a patient “You are positive’ and essentially leave it at that."380 In the study of HIV-positive
women’s experiences and perceptions related to HIV testing, the women interviewed were not
specifically asked about how they were told about their HIV status, but two women, tested in
1988 and 1991 respectively, did indicate that they were told over the telephone, and one
woman, tested in 1990, reported that the message was given to her husband.381 Some
doctors are aware of their lack of expertise in counselling people who seek testing for HIV: the
Hassle Free Clinic in Toronto reports that an increasing number of doctors refer clients to them
for counselling and testing.382 Clearly, few incentives exist for doctors who have relatively little
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experience with HIV in their medical practice to improve their counselling skills. They are
required to deal with a myriad of health problems and often do not have — and are not
adequately paid for — the time and attention required for effective counselling. Another problem
is HIV testing undertaken as part of an application for insurance: stories abound of people who
have found out that they are HIV-positive in a letter sent to them from an insurance
company.383

Many of those consulted in the process of developing a discussion paper on HIV testing and
confidentiality issues for Aboriginal communities also indicated that adequate pre- and post-
test counselling is not being provided to Aboriginal people by all health-care practitioners and
that the quality of counselling is greater in testing clinics, both in small communities and in
cities. For example,

[a]n AIDS organization in a smaller city with a large Aboriginal population
conducted a secret campaign to determine whether counselling was being
provided by local doctors. It was found that few doctors provided counselling and
that many doctors failed to communicate results to patients.

In another smaller town with a large Aboriginal population doctors have the option of providing
counselling or referring persons who seek testing to public health centres. In the latter scenario
a person must first visit the public health centre, then go to the doctor for the HIV test, return to
the doctor for the result, and go back to the public health centre for post-test counselling. Few
people seek testing in this community.

Some CHNs [community health nurses] and CHRs [community health
representatives] are not comfortable with HIV/AIDS issues and do not have
adequate counselling skills.384

Finally, problems with the adequacy and quality of counselling are not limited to the Canadian
context. According to Valdiserri, concerns about the quality of HIV counselling "have been
recurrent throughout the history of this program [the United States HIV CT program],“385
leading him to conclude that programs must "develop quality assurance measures and
systems to monitor the provision of counselling and be prepared to take corrective actions
when deficits are noted."386 Sikkema and Bissett note that an external review of the CDC'’s
counselling, testing, referral, and partner notification program found that HIV CT did not always
follow CDC guidelines or meet CDC standards. Specific findings included: testing and
identification of the infected took precedence over counselling in some communities,
counselling was often perfunctory or inappropriate, the length of the counselling session was
brief and variable, and there was considerable variation in the content of counselling offered,
the training of individuals conducting the counselling, and the intensity of the counselling
session.387
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Assessment

Psychological stresses associated with knowledge of seropositivity have yet to be
shown to have been reduced for those recently identified [as being HIV-
positive].388

Counselling has been defined as

the skilled and principled use of relationships which develop self knowledge, emotional
acceptance and growth, and personal resources. The overall aim is to live more fully and
satisfyingly. Counseling may be concerned with addressing and resolving specific problems,
making decisions, coping with crises, working through feelings and inner conflict, or improving
relationships with others. The counselor’s role is to facilitate the client's work in ways that
respect the client’s values, personal resources and capacity for self determination.389

Specifically in the context of HIV, counselling has been defined as "the development of a
relationship between a counsellor and a client for the purpose of assessing risk for HIV
infection or transmission, developing a plan to reduce risk, and assisting the client to cope with
emotional and interpersonal issues related to HIV."390 As Grinstead notes, HIV counselling for
behaviour change is sometimes distinguished from counselling for care and support,
counselling provided to HIV-positive individuals and their family and significant others. An
alternative viewpoint is that both types of counselling have behaviour change as their goal and
that both types of counselling can be conducted regardless of the client’s serostatus. In the
case of prevention counselling, the goal is behaviour change to prevent the transmission of
HIV. In the case of counselling for care and support, the goal is behaviour change to improve
the care and comfort of people with or affected by HIV and to decrease behaviours and
attitudes that contribute to stigmatization, discrimination, abuse, and abandonment of affected
individuals.391

Pre- and post-test counselling have been widely considered to be essential components of HIV
testing. Indeed, before treatments for HIV became available, the opportunity for counselling
was often seen as the primary reason for state encouragement of testing.392 According to
WHO,

[tlo be beneficial, voluntary HIV testing ... must be ... part of a comprehensive
counselling program, in which counsellors provide counselling before a decision is
made about testing (pre-test counselling), and provide counselling along with
other supportive services (such as the provision of condoms and safer injecting
equipment, where appropriate) or referral after testing (post-test counselling).393

Counselling can be a direct vehicle to combat fear, denial, and misunderstanding about HIV,
educate people about the importance and nature of safe practices, convey the meaning of test
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results, and help people to cope with the severe psychological, social, and economic
consequences of HIV infection, as well as emotions about death and dying.394 While
traditional STD counselling is more likely to be didactic in nature, focusing on treatment
regimens, notification of partners, and disease symptoms,395 it has been suggested that HIV
counselling should be

an on-going dialogue and relationship between client and counselor with the aims
of preventing HIV transmission and providing psychosocial support for those
affected. ... In order to achieve these aims, counselling seeks to encourage and
enhance self-determination, to boost self-confidence, improve family and
community relationships, and quality of life.396

According to the [US] Centers for Disease Control and Prevention HIV CT Guidelines,
optimally, HIV CT should consist of client-centered pre-test and post-test counselling,397
"where client centered is defined as tailoring counseling to the special circumstances of the
client (e.g., gender, culture, sexual orientation, age, and level of education); listening to, rather
than lecturing, the client; and personalizing risk reduction information to the client."398

Pre-test Counselling

Pretest counselling is an educational opportunity and should be viewed as a
means to initiate preventive and continuing care. The decision to be tested should
always be the choice of the individual patient.399

Ideally, a physician providing pre-test counselling should:
» assess the risk of HIV infection of the person being tested;
* assess the window period;

* provide information about HIV infection and testing, including the meaning of positive,
negative and indeterminate test results, and the impact of the window period,;

» discuss risk-producing activities and specific ways in which the person can avoid or
reduce risk;

* identify testing options available in the region;

» discuss record-keeping by informing the patient that test results and information will be
added to the medical record and will be available to other health-care professionals on a
need-to-know basis (if the patient objects, anonymous testing should be discussed);
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« discuss the issues raised by testing so that the patient has the opportunity to weigh the
advantages and disadvantages of being tested and prepare for the potential
consequences of a positive or negative test result — testing should be carried out only
when the patient considers the advantages to be greater than the disadvantages;

» discuss the confidentiality of test results in relation to office or clinical procedures,
communication of results to other health-care officials, partner notification and reporting
requirements;

» discuss the stress related to waiting for test results and possible reactions to learning
the results;

 determine the timing of testing and arrange a post-test appointment;
* obtain and record informed consent before testing is conducted; and

* provide support and follow-up by encouraging the persons being tested to contact the
physician, AIDS service organizations or support groups if they experience intolerable
anxiety between the time the blood is drawn for testing and the time they receive their
result.400

Most of these steps would be required also if counselling were undertaken by a counsellor in a
testing clinic. In addition, counselling needs to be an interactive process — not just the provision
of information, but an open discussion of issues, feelings, concerns and reactions:

Counsellors are expected to bring their own knowledge of counselling skills to the
sessions, adapting the information — if necessary — to meet the clients’ needs.
Counsellors are reminded that culture, language, perception of HIV disease, the
person’s self-esteem and many other factors will have an impact on how clients
understand and are able to act on the information they receive. These should all
be taken into account in the counselling sessions.401

Post-test Counselling

Post-test counselling involves working with the patient to understand the test
result, address psychological reactions to it, promote behaviour changes and
assess the need for follow-up and care.402

The CMA counselling guidelines stress that test results, whether positive or negative, "must be
given only in person, in a face-to-face interview." They state that informing patients of their test
result by telephone is "unacceptable,” even when the result is negative, and that it places the
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physician at risk of liability should disclosure to someone other than the patient inadvertently
occur. In addition, the guidelines point out that communicating test results face-to-face permits
better appreciation of the patient’s reaction and enables adequate counselling.403

Post-test counselling should include
« an assessment of the person’s understanding of the test result;

« for persons with a negative or indeterminate test result, a discussion of any need for
repeat testing, a review of the ways in which HIV is transmitted, and an assessment of
the patient’s commitment to risk-reducing strategies;

« for persons with a positive test result, the first post-test visit may be mainly supportive
In nature because, after diagnosis, an HIV-positive patient usually cannot absorb much
more information. The newly diagnosed patient should receive assistance in deciding if
and to whom s/he will disclose her/his HIV status before the second post-test visit (this
should include information about the consequences of the Supreme Court decision in R
v Cuerrier404); if necessary, crisis intervention should be provided; and a second post-
test visit should be set up to take place as soon after the first visit as possible. Over
several more visits, counselling should stress that the patient can remain healthy and
productive for a long time; emphasize the importance of medical follow-up, referral when
appropriate, and of health promotion and stress reduction in general; include discussion
of the reproductive consequences of HIV infection for both men and women, including
interventions to reduce mother-to-child transmission; arrange psychological and social
support services as needed; encourage self-education on care and treatment and be
available to discuss new developments in the management of HIV infection; discuss risk-
reduction strategies; and, if necessary, arrange for partner notification.405

It has been said that the nature of HIV presents a unique counselling challenge because
clients

who test positive for HIV effectively face a terminal situation, despite medical
advances that promise eventual long-term management of the infection. In
addition, anyone infected with HIV can pass these severe consequences on to
another. There is no parallel to this complex counseling challenge of
simultaneously meeting the emotional support and coping needs of someone
dealing with their own mortality and facilitating risk-related behavior change. This
complexity distinguishes HIV CT from other health-related counseling situations
such as physician-mediated counseling for other STDs, high cholesterol,
pregnancy, or even cancer.406

Continued Importance of Counselling
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Pre-test Counselling

As mentioned above, some people have started suggesting that requiring pre-test counselling
for all those who seek testing may in fact discourage some people from being tested by
"overdramatizing" the testing situation and creating a "crisis" atmosphere around the decision
to be tested. These are the same people who have started suggesting that specific informed
consent should no longer be required for testing and, generally, that HIV is no longer unlike
other diseases and that the HIV test should be treated like any other test for other diseases.
They are concerned that as many people be tested for HIV as early as possible, so that those
testing HIV-positive can obtain treatments for HIV and change their behaviour to prevent the
transmission of HIV to others.

However, as shown above, stigmatization and discrimination of people with HIV/AIDS in
Canada continues because HIV/AIDS continues to disproportionately affect vulnerable,
marginalized populations with a long history of discrimination and because the disease
continues to be strongly associated with sex and drugs. As a result, the potential social,
psychological, and economic harms from testing positive remain significant. In addition, while
the new treatments can potentially be very beneficial for those testing positive, access to these
treatments continues to be a serious problem, their long-term efficacy is still unproven, and
HIV/AIDS is still a terminal disease. In 1998, and likely for many years to come, HIV/AIDS
continues to be a disease that is very different from other diseases. It would be a serious
mistake to "trivialize" HIV testing and to push people to be tested without providing them with
pre-test counselling to discuss the benefits and potential harms from testing. While there can
be no doubt that people should be encouraged to be tested, they must be provided with the
support that will help them to maximize the benefits from testing for themselves and others,
while reducing potential harms.

Post-test Counselling

Post-test counselling may be even more important than pre-test counselling. Those who test
negative need to be counselled about ways to remain HIV-negative. They also need to be
informed about the "window period" between actual infection and the time when an HIV test
will be able to detect it. If not, they may be falsely reassured by a negative test result. People
who test positive typically comprehend little of what is told to them immediately after receiving
results; therefore follow-up sessions are essential to help them cope with this news.407

Rather than decreasing the need for counselling, availability of new treatments (and the recent
decision in R v Cuerrier)408 enhance the importance of counselling. More than ever,
counselling for persons testing positive needs to stress that they can remain healthy and
productive for a long time; emphasize the importance of medical follow-up; encourage self-
education on care and treatment; discuss new developments in the management of HIV
infection; discuss risk-reduction strategies; and, if necessary, arrange for partner notification. In
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addition, some cautioning may be appropriate:

What we know ... is still incomplete. In a rapidly changing scenario of HIV activity where
rumours and hopes quickly take on the gravitas of facts, researchers and clinicians have a vital
responsibility to ensure that clinical diagnosis and management decisions are based on
scientific procedures and findings that can be fully discussed and analysed. It is increasingly
difficult, but at the same token also increasingly important, for counsellors to present a
balanced and, if need be, cautious view of current scientific developments when so many
others are shouting about the "new clothes of the antiretroviral emperor."409

Improving Counselling

Pre- and post-test counselling continue to be important, and may even have become more
important. However, as many of the respondents to the Discussion Paper pointed out, the
reality is that outside the established testing clinics staffed with professionals trained to provide
testing and counselling services, it will in the vast majority of cases remain up to the individual
physician administering the test to provide adequate counselling. As one respondent said,
given that counselling can be time-consuming, "it will continue to be the exception rather than
the rule."410 It has been suggested that physicians who lack the time to do proper counselling
should refer patients requesting HIV testing to a facility providing adequate counselling. While
this may be a partial solution for people requesting testing in areas in which testing clinics have
been established, it may not be an option for the majority of those seeking testing. In addition,
it can be argued that, unless appropriate counselling is provided, people cannot provide
informed consent to testing. Therefore, every physician providing HIV testing must provide
counselling consistent with the CMA counselling guidelines, and sustained efforts need to be
undertaken to educate physicians and other health-care professionals about the importance of
providing counselling and the recommended counselling process.

At the same time, the expertise available at testing clinics should be acknowledged, and
testing and counselling services available there should be supported and promoted. Finally,
counselling services available to HIV-negative and HIV-positive people outside the testing
context also need to continue to be supported, to offer both care and support as well as
prevention advice. An example of such a service is a recently started psychosocial counselling
service for HIV-positive gay men offered in Montréal by a community-based AIDS organization,
Action Séro Zéro in collaboration with public health (Direction de la Santé publique de
Montréal-Centre).411

Conclusions and Recommendations

Counselling works. In its "Best Practice" collection, UNAIDS recently stressed that "[v]arious
studies have proved that good counselling has: assisted people to make informed decisions —
such as whether to have an HIV test; helped many other people living with HIV or AIDS to
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cope better with their condition and lead more positive lives; and helped prevent HIV
tr