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Summaryv

In January 2000, the Health Officers Council of British Columbia reviewed a
discussion paper authored by Dr. Patricia Daly and Dr. Robert Parker
(Appendix A) on the rationale for adding HIV infection to the list of
reportable conditions under Schedule A of the Health Act Communicable
Disease Regulation. Health Officers Council subsequently passed a resolution
requesting the B.C. Communicable Disease Policy Advisory Committee to
recommend to the minister of health that HIV be made a reportable
condition and added to Schedule A.

The B.C. Communicable Disease Policy Advisory Committee reviewed the
issue and failed to reach a consensus. As Chair of the Committee, the
Provincial Health Officer undertook to perform a more detailed review and a
community consultation process, report back to the Committee, and make
recommendations based on findings and consistent with the Provincial
Health Officer’s legislative role under the Health Act. Dr. Timothy Christie
assisted in the review and consultation process.

Consultations were initiated with a range of stakeholder groups, including:

o AIDS service providers Red Road HIV/AIDS Network

o Persons living with HIV/AIDS Society, as well as Aboriginal

« People who use injection drugs leaders

o HIV-positive women e The Minister’'s HIV/AIDS

« Women’s Health Bureau Advisory Committee

« Representatives of B.C. Children « Minister’s Advisory Council on
and Women'’s Health Centre Women’s Health

o College of Physicians & Surgeons « YouthCO AIDS Society

« B.C. Centre for Disease Control o Other community groups

Stakeholders’ views, which are almost unanimous in opposing reportability,
are presented in this report, including an appendix containing written
submissions (Appendix B).

The published literature on the impact of reportability suggests that the main
benefits accrue in the areas of enhanced epidemiological surveillance and
partner notification. It is clear that improved partner notification
substantially shortens the time from infection ﬁ) diagnosis, and is generally
appreciated by those identified and counseled."However, beneficial impacts
on HIV epidemics, i.e., diminished spread of the disease, are not established.

The potential adverse effects that are raised in objection to making HIV
reportable are not substantiated in the literature. Examples of objections
include: that it is accompanied by breaches of confidentiality, reluctance to

! For a review of the literature on partner notification, see pages 23-24.




come forward for testing, avoidance of testing, and increases in repressive
measures against HIV infected persons. Nonetheless, these remain valid
concerns that should be addressed in any public health schema for HIV
disease prevention and control.

A review of the current reporting system in B.C. suggests that the main
benefits of reportability of HIV in this province would be in the area of
partner notification, with a potential shortening of the time from infection to
diagnosis and treatment/counseling. This would, however, be contingent
upon a reallocation of resources to index case interviews and subsequent
partner notification. The consultation raised several issues of concern around
the present system of HIV diagnosis and follow up, and these will be
addressed in the report.

British Columbia and Quebec are distinct in Canada as the only provinces
that do not require reporting of HIV, with identifiers, under their public
health legislation. In all other provinces and territories, and in the majority of
U.S. states, HIV infection is a nominally-reportable condition.

Recommendations

1. HIV should be added to the list of reportable conditions in Schedule A of
the Health Act Communicable Disease Regulation.

2. A non-nominal option should be available for persons being voluntarily
tested who do not wish their names to be reported to the public health
authority.

3. Physicians, other health professionals, and all persons likely to view HIV
test results should be informed of their duty under the Health Act to
maintain confidentiality around the information contained in such
reports.

4. Physicians and other persons offering HIV testing should be aware of the
requirements for informed consent and the necessity of adequate pre-test
counseling.

5. Adequate resources must be available for patient counseling and partner
notification, counseling, and follow up.

6. Best practices protocols for enhanced partner notification should be
developed and disseminated, and the process of public health partner
notification should be subjected to continuous quality control.

7. The impacts of making HIV reportable should be the subject of an
evaluation. If the net impact is determined to be a negative one (as
measured against preset criteria), steps should be taken to remedy
specific problems, or HIV should be taken off the list of reportable
conditions.




Proposed Process for Public Health Involvement
if HIV Reportable

1.

2.

Individual approaches the provider for testing.

Provider counsels on nominal/non-nominal options and implications of
reportability if result positive, i.e., public health involvement and
opportunity for voluntary, anonymous partner notification.

Provider gets consent to test.

Test carried out at provincial laboratory (B.C. Centre for Disease Control).
Positive tests reviewed to eliminate duplicate test results.

If test result is positive, B.C. Centre for Disease Control staff call the
referring physician to confirm epidemiological data and risk factors, offer
resources, and inform about public health involvement in partner
notification.

Positive tests referred to regional medical health officer.

Regional public health nurse contacts physician to discuss case and offer
assistance with contact naming. Public health nurse contacts patient if
permitted; otherwise, takes contact names from physician. Public health
nurse does partner follow up.

B.C. Centre for Disease Control continues to compile aggregate statistics,
informed by enhanced local epidemiological follow up. Local health
authorities compile regional statistics.
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PART ONE

Present and Proposed System

of HIV Reportability in British Columbia
and Report on Consultations

Introduction

The public health system has a tradition of assisting individuals who have
communicable diseases, both to improve the health of the infected person
and to reduce the risk of infection to others. Communicable disease control is
considered so important to the health of the population that, for selected
diseases, public health interventions are enshrined in legislation, primarily
the Health Act and its Regulations. Notification to public health authorities
of cases as they occur is a key method of collecting the information needed to
prevent and control such diseases.

AIDS, the last phase in HIV disease, has been a reportable disease in British
Columbia since January 1983, when British Columbia became the first
jurisdiction in the world to designate AIDS as “notifiable.”"HIV infection is
not currently reportable in this province. However, testing data provide a
view of disease trends and patterns.

Epidemiology of HIV in B.C. 1990-2000

Overall, the rate of new HIV infections has been declining in B.C., from
20 per 100,000 in 1990 to 10 per 100,000 in the year 2000. These figures
are based on those who are tested for HIV and do not represent the total
number of people who were infected with HIV during this time period, as
some HIV-positive people will not have been tested.

The changing nature of the HIV epidemics in B.C. is readily appreciated from
Figure 1. During the decade 1990-2000, the epidemic of HIV in men who
have sex with men peaked in 1991 (347 new positive cases), then declined
steadily and consistently year over year until 1999 (99 cases). In 2000, HIV
incident infections started to demonstrate a worrying resurgence in this
community. Preliminary figures for 2001 indicate that this trend is
continuing, with a projected total of 130 cases.

The epidemic of HIV in persons who use injection drugs peaked in 1996 at
312 new positive cases (see Pay Now or Pay Later, a 1998 report by the
Provincial Health Officer?). The number of new cases has since shown steady
declines, but remains at unacceptable levels of transmission. Results from the
Vancouver Injection Drug Use (VIDUS) study shgwed the HIV new infection
rate to be about 2 per 100 person-years in 2000.




Figure 1
Persons Testing Newly Positive for HIV
by Risk Category, B.C., 1990 - 2001
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Figure 2
Persons Testing Newly Positive for HIV
by Ethnicity, B.C., 1996 - 2000

800

700

|lAboriginaI A Caucasian O Other/unknown

600

500 +—1

400 -

300 A

200 -

100 4

0 4

1996 1997 1998 1999 2000
Aboriginal includes First Nations, Inuit, and Metis. Source: HIV/AIDS
Update Semi Annual 2001 . STD/AIDS Control, B.C. Centre for Disease
Control Society, June 30, 2001.




Heterosexual infection has had the lowest incidence of the three epidemics,
representing just under one-third of new cases in 1999, then showing a slight
decrease in 2000. However, this mode of spread is resurgent in the first ten
months of 2001. If the trend continues, 100 cases will be reported this year,
and heterosexual spread may overtake injection drug use as a risk behaviour
for HIV.

Regionally, Vancouver has the most cases — 242 of the 413 new positive cases
reported in the year 2000. However, new HIV-positive cases occur in all
regions of the province. Aboriginal people comprise approximately 16 per
cent of those testing newly positive, based on tests since 1996 (Figure 2).
Aboriginal people are disproportionately affected by HIV/AIDS, givenljhat 4
per cent of the population identified as Aboriginal in the 1996 Census.

Males outnumber females in the number of new HIV infections, although the
ratio is changing. The rate of HIV infection has been declining in men, while
in women, the rate has increased (Figure 3). Women accounted for 89 (22 per
cent) of the 413 new positive cases reported in 2000.

Figure 3
Persons Testing Newly Positive for HIV
by Gender, B.C., 1990 - 2000
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B.C. Centre for Disease Control Society, June 30, 2001.

Since 1994, the Ministry of Health has recommended that all pregnant
women be offered testing and, if indicated, treatment for HIV, to reduce the
risk of mother-to-child transmission. In 2000, 23,408 women — about 60 per
cent of all pregnant women — had HIV testing as part of their prenatal




assessment.ESince prenatal testing was introduced, 155 pregnant women
have been diagnosed as HIV-positive, either during or prior to their
pregnancy. To date, there have been no cases of maternal-child transmission
among screened women who received treatment for HIV. However, the Oak
Tree Clinic is aVﬁre of 17 HIV-infected infants born since the screening
program began.® These babies were born to mothers who were either not
screened, did not receive antenatal antiretroviral therapy, or were out of B.C.
at the time of delivery.

Testing

All laboratory testing for HIV is performed at the B.C. Centre for Disease
Control Laboratory (formerly the Provincial Laboratory) and has been since
1985 when testing was first licensed.

Samples from patients are sent to B.C. Centre for Disease Control (BCCDC),
where preliminary and confirmatory testing is performed. Staff at BCCDC
review all positive results, attempt to eliminate or account for duplicate test
results, and abstract epidemiological data. Referring physicians are contacted
in order to i) offer resource materials to referring physicians ii) obtain
missing epidemiological data iii) offer assistance with partner notification.
The epidemiological data are then transferred to a non-nominal database and
become part of the ongoing provincial HIV reports. Non-nominal aggregate
data also become part of the regional HIV databases.

Some idea of testing volume may be obtained from data for the year 2000,
when total test volume was 135,488, of which 413 were persons who were
newly positive (persons who tested HIV-positive for the first time).

Present status of nominal identifiers

At present 80 per cent of test requisitions bear personal identifiers. Of
subsequent positive requisitions, 80 per cent bear personal identifiers.
However, only 36 per cent of nominal positive tests carry risk information,
compared with 82 per cent of requisitions that do not carry names

(M. Rekart, personal communication, June 2001).

Assessment of System in B.C. Centre for Disease Control

British Columbia is widely acknowledged as having one of the better HIV
data sets in Canada. This is directly attributable to the staff at the B.C. Centre
for Disease Control, who are lauded by community-based AIDS organizations
for their activities. Epidemiological information is ultimately available on 85
to 90 per cent of incident HIV tests.

The B.C. Centre for Disease Control has made continued improvements to
HI1V surveillance by enhancing and making better use of available
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information. However, it is argued by Health Officers Council that knowledge
of HIV in B.C. could be improved by more accurate geographic case
assignment and enhanced local epidemiological analysis.

In 10 to 12 per cent of cases, it is unknown to BCCDC whether test results are
given to patients. In 10 per cent of cases, it is known that results have not
been given to patients. Patients in this category are mostly persons who use
illicit drugs.

While not tabulated by BCCDC, it is estimated that only a small minority (2 to
3 per cent) of physicians request assistance with partner notification and
contact tracing. Provincially, there are no data on the extent to which partner
notification occurs. Initiatives by BCCDC to involve public health in
enhanced partner notification pilots have not been successful to date.

The present system of data collection and reporting is consistent with the
general purposes of BCCDC through the delegated Health Act functions of
the Provincial Health Officer. There is no specific legal mandate at present for
assisting with partner notification or for other activities related to look
back/trace back programs with agencies such as the Canadian Blood Service.

Health Officers Council Proposal

In early 2000, the Health Officers Council of B.C. supported the
recommendations of the report authored by Drs. Daly and Parker (see
Appendix A) that HIV be added to the list of reportable diseases under
Schedule A of the Health Act Communicable Disease Regulation. Health
Officers Council supported HIV reportability on three grounds:

1. Mandatory reporting of HIV information to local medical health officers
would enhance the local (and hence provincial) epidemiological profiles,
improve local knowledge and awareness of HIV/AIDS, and better equip
local health authorities to assume their responsibilities in responding to
HIV/AIDS.

2. Contingent on the above, knowledge at the local level of individual cases
and risk behaviours would better equip the health authorities to provide
improved access to prevention, treatment, care, and support. This would
include planning for the provision of care to those individuals (mostly
injection drug users) who are presently under-represented in the anti-
retroviral therapy registry.

3. Knowledge of incident infections and a legal mandate would enable public
health to improve case counseling, partner identification, partner
notification, and subsequent access to testing, treatments, and support.

11



Background - HIV reporting in Canada

In 1985, Ontario became the first province to make HIV reportable under its
Health Protection and Promotion Act. Other provinces and territories
followed suit, with three exceptions: British Columbia, Alberta, and Quebec.
In 1997, the Canadian Public Health Association passed a motion requesting
the ministers of health for British (ﬂ)lumbia, Alberta, and Quebec to make
HIV reportable in their provinces.

By 2000, with the exception of B.C., all provinces and territories have made
HI1V reportable. Details on reportability vary, with Ontario offering nominal,
anonymous, and non-nominal reporting options, and Quebec mandating only
non-nominal reporting.

Following a review by the B.C. Communicable Disease Policy Advisory
Committee, the Provincial Health Officer, Chair of the Committee, committed
to undertake a public consultation with those groups most affected by
HIV/AIDS and to prepare a report, with recommendations, under his
authority under Section 3 of the Health Act.

Community Consultations

Consultations occurred over an extended time period during 2000 and 2001.
The process was iterative. The Health Officers Council paper was circulated
and presented to groups and individuals, discussions took place, and
concerns and responses were presented at subsequent meetings. The results
are summarized in this report (for written submissions, see Appendix B).

Although the consultations were not exhaustive, most groups raised the same
general and specific concerns. | believe, therefore, that the consultation was
successful in surfacing a comprehensive set of issues. Few if any concerns
would not have been identified.

I would like to express sincere appreciation to the groups and individuals
who met with me to discuss and debate the proposal. | thank them for
enriching the process, and although | anticipate most, if not all, will disagree
with my conclusions and recommendations, | trust any further round of
discussion will be marked by the same mutual respect that has characterized
our discussions to date.

Community and AIDS service organizations responses to the proposal of HIV
reportability can be grouped as follows:

« Issues for which support was expressed

» Issues for which some support was elicited

« Issues around which serious concerns were expressed

12



Support

1.

Support was generally expressed for the notion that better
epidemiological data will assist in addressing HIV/AIDS prevention and
support planning. However, it was pointed out that this could be achieved
without mandating reportability.

There is universal support for voluntary HIV testing with informed
consent.

There is universal support (demand) for protection of privacy and
confidentiality.

There is agreement that more supports are needed for HIV infected
people, better access to care is required, and enhanced prevention is a
necessity.

There is support for enhanced programming and greater attention to be
paid to the needs of marginalized communities, aboriginal people, youth,
and women.

Some Support

Some support was expressed by some individuals for:

1. Assistive programs for partner notification and referral if i) they are
voluntary ii) they are confidential iii) they are based on best practices and
subject to continuous quality monitoring.

2. Increased public health resourcing and involvement in supportive and
assistive programming, as long as privacy, autonomy, and beneficence are
the guiding principles of public health involvement.

3. The concept that there exists an ethical duty to inform contacts at higher
risk, especially if these contacts are likely not to appreciate their risk
status.

4. The concept that there exists an ethical duty not to put others at risk.

Concerns

Community groups universally expressed concerns that:

1.

2.

3.

The confidentiality of test results would be breached by a mandatory
reporting requirement.

This would lead to a fear of testing and non and/or delayed testing.

That HIV-positive people would be subjected to further discrimination by
the public health system or other organs of the state.

13



4. That HIV-positive persons would be subjected to coercive measures by
the state, either to change behaviours or to name partners.

5. That sanctions would be applied to persons who would not, or could not,
comply with recommendations to change behaviours or notify partners.

6. Reportability requirements would have particular negative impact on
aboriginal people, women (or men) in abusive relationships, street
oriented youth, and persons living in smaller communities.

Issues Raised

A number of issues were raised during the consultations that clearly reflect
the reality for many persons living with HIV/AIDS. These issues are serious
enough to warrant inclusion in this report.

1. Confidentiality and Informed Consent Concerns

The experience of persons living with HIV/AIDS or acting as their supporters
or advocates is that the health care system does not in all instances honour
the principles of informed consent, voluntary testing, and confidentiality.

I was assured by many of the individuals that there were many occasions on
which individuals had been tested for HIV without their express consent.
This is reported to be a bigger problem for women, marginalized individuals,
e.g., persons who inject drugs, and youth. Concern was expressed that any
proposed reporting schema could result in already stigmatized individuals
being faced with further violations of the principle of voluntariness, and
subsequently with unexpected intrusions from the state.

In small communities, clinic staff are known by the person being tested.
Individuals may be reluctant to be tested, even if confidentiality is
maintained. | was assured that for many, particularly those living in small
communities, breaches in confidentiality are perceived to be commonplace.
Physician office staff, health assistants, laboratory workers, nurses,
pharmacists, pharmacists assistants were all cited as individuals who, in the
experience of persons with HIV, had breached confidentiality.

This was cited as a particular issue for Aboriginal people, whose communities
may have different expectations around what is the community “right to
know” compared to individual privacy rights, than do non-aboriginal
communities. This was confirmed at a meeting with senior First Nations
officials, where the (minority) opinion was expressed that communities
needed to know the identities of those infected so that “they could take
protective measures.”

14



How this issue should be addressed is beyond the scope of this report, but is
rather an issue for the Aboriginal community to resolve, and | recommend
further discussion within the Red Roads HIV/AIDS Network Society.
However, the confidentiality provisions that pertain to reportable
communicable diseases under the Health Act apply to all British Columbians,
including First Nations people and their caregivers.

The results of these experiences are that many, perhaps most, individuals in
smaller communities in B.C. do not seek testing or care in those
communities, but are forced to seek these services in larger communities.
This is an inequitable barrier to care. It also skews the perception of the
epidemic and forestalls the development of prevention and care programs in
these communities. As an example, | was told by a nurse working with the
Vancouver Native Friendship Centre that she knew of several communities
who stated categorically that they “had no HIV problems,” while she had
members of those communities on her caseload.

Itis ironic that the breaches in confidentiality that are cited as reasons
against making HIV reportable occur without any apparent sanction or route
of redress in the present non-regulated reporting environment. Were HIV to
be listed under the Health Act regulations, breaching confidentiality would be
a serious offence. Under the Health Act, penalties of up to $200,000 or 12
months in jail might be levied (see Appendix C for legal opinion and
Appendix D for Health Act provisions and penalties).

I raised these issues with the Ministerial Advisory Committee on HIV/AIDS
and also with the Human Rights Commissioner. Irrespective of the issue of
HIV reportability, these issues must be addressed. It should also be noted
that in contradistinction to the anecdotally reported breaches of
confidentiality, there is an absence of reported breaches of confidentiality
arising from within the public health system.

2. Reporting as a disincentive to testing

What Canadian data are available (personal communications from Ontario
and Alberta) do not support an adverse effect of reportability on HIV testing
overall or in any sub-population. Such an adverse impact may have been
averted or mitigated by provisions in the respective Regulations that have
created anonymous and non-nominal reporting options. In Ontario between
5 and 10 per cent of test requisitions are submitted under the anonymous
option, and gay men are the most likely to seek this option (E. Wallace,
personal communication, June 2000). Recent implementation of nominal
reporting in Alberta, again with an anonymous alternative, has not been
accompanied by any decline in testing (B. Larke, personal communication,
January 2001).

A comprehensive review of the impact of nominal reportability in the U.S.A.
similarly finds no consistent adverse impact, either overall or in any specific
sub-population when post-reportability testing requisition numbers are

15



compared with pre-reportability testing data. The literature suggests that
delays in testing are more likely due to apprehension gﬁﬁjtjubsequent test
results than concerns over public health involvement. 8%+

I recommend that in consideration of this potentially adverse effect on testing
behaviours, a non-nominal reporting option be included, should HIV be
made reportable. The necessary public health follow up can be performed as
long as cases can be individually identified through referring physicians. As
noted previously, nominal testing is the norm at present, with 80 per cent of
HIV requisitions carrying this information.

3. Concerns over stigmatization and coercion

Concerns over stigmatization of persons with HIV/AIDS are a reality and
need to be continually addressed. There is, however, no evidence that making
HI1V reportable has contributed to further stigmatization in any jurisdiction.
Coercive public health measures against persons who knowingly spread
communicable diseases or agents causing a reportable communicable disease
(which definition includes AIDS) are presently within the powers of medical
officers of health under Section 11 of the B.C. Health Act. As these powers
presently apply to HIV, they would not be affected by the reportability status
of HIV. The experience in B.C. after more than 15 years of HIV epidemic
activity is that these powers are used extremely rarely and are subject to
extensive checks and balances.

4. Concerns over negative impacts on persons (predominantly
women) living in abusive relationships.

The scenario was raised that an HIV-positive woman (or man) in an abusive
relationship is tested and her (his) results are provided to the local public
health authority, who in making contact with the woman (man) alert the
partner to the HIV issue. The subsequent destabilization of the relationship
could then lead to further violence or in the extreme, death for the woman
(man). This scenario is not, of course, limited to HIV. There are a number of
more prevalent diseases, such as gonorrhoea, chlamydia, and hepatitis B, for
which partner notification is standard.

While in no way minimizing this concern, | submit that the solution to the
problem posed does not lie in nat involving public health, but in involving the
resources of public health in a sensitized and collaborative way. In the case
pictured above, the woman needs enhanced supports and counseling and
very careful consideration by public health of the risks involved in partner
notification (which may be contraindicated). In addition, consideration must
be given to how the resources may be marshaled when the abusive partner
does come to learn of his partner’s status, which may be through means
unrelated to public health involvement.

16



In sum, known infection of one partner with a communicable disease, in an
abusive dyad, requires proactive planning and sensitive intervention
strategies, whether or not HIV is reportable.

Guidelines for index case follow-up will need to include detailed protocols as
well as local arrangements between public health officials and agencies
providing support to abused persons. There is a substantial Canadian
experience on which to draw, and | recommend that protocols for addressing
this situation be drawn up by organizations with the requisite expertise. In
recognition of this sensitive area, my office has in some instances advised
medical health officers not to pursue public health involvement when the
risks to the abused partner were deemed to be both excessive and
unmitigatable.

Additional Considerations

Resource implications

A commitment to follow up of index cases clearly requires a concomitant
resource allocation. Based on an estimated 400 incident cases per annum, of
which 40 per cent on interview might identify an average of two to three
partners each, a workload of between 400-500 cases for follow up might be
anticipated. Assuming one full time equivalent public health nurse can case
manage 80 to 100 follow up cases per annum, a minimum additional 5 FTE
positions would be required for the workload.

Alternative option proposed by community groups

The reasoning and tentative conclusions of this report were presented in draft
form to a variety of HIV/AIDS-serving organizations. These organizations
considered the HIV reportability recommendation in detail, and their
responses can be summarized as follows. Rather than making HIV reportable
and using that as a strategy to enhance informed consent, confidentiality,
partner notification and referral, the deficiencies identified through this
consultation should first be addressed. Only if this voluntary strategy failed
should reportability be considered.

I have examined this argument, and I respectfully submit that, if in the 16
years since HIV antibody testing was introduced into this province, we have
reportedly failed to ensure universally informed consent or universal respect
for confidentiality and have not been able to develop a consistent, evaluable
partner notification program, we are unlikely to be able to do so in the
immediate future without a defined legal framework and contingent ethical
obligation. I further submit that the changing nature of these HIV epidemics
makes it a priority to intervene, provide enhanced counseling to index cases
and identify, contact, and counsel their partners. This is consistent with the
2001 Centers for Disease Control Serostatus Approach to Fighting the
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Epidemic (SAFE). SAFE is an approach that focuses on increasing the
number of persons who know their serostatus and helps infected persons
reduce the risk for infect[_iﬁn with HIV and provides referrals for HIV infected
persons to medical care.

The alarming, recently documented increase in B.C. in male-to-male HIV
transmission and the continuing steady spread in the heterosexual
community demand more of a public health response than we are presently
providing. | therefore recommend that an enhanced and targeted educational
program be initiated to focus on the risk communities and risk behaviours.
This program should accompany the addition of HIV to the list of reportable
communicable diseases, along with the necessary allocation of public health
resources at the regional level to undertake the index case and partner
counseling processes.

Recommendations

1. HIV should be added to the list of reportable conditions in Schedule A of
the Health Act Communicable Disease Regulation.

2. A non-nominal option should be available for persons being voluntarily
tested who do not wish their names to be reported to the public health
authority.

3. Physicians, other health professionals, and all persons likely to view HIV
test results should be informed of their duty under the Health Act to
maintain confidentiality around the information contained in such
reports.

4. Physicians and other persons offering HIV testing should be aware of the
requirements for informed consent and the necessity of adequate pre-test
counseling.

5. Adequate resources must be available for patient counseling and partner
notification, counseling, and follow up.

6. Best practices protocols for enhanced partner notification should be
developed and disseminated, and the process of public health partner
notification should be subjected to continuous quality control.

7. The impacts of making HIV reportable should be the subject of an
evaluation. If the net impact is determined to be a negative one (as
measured against preset criteria), steps should be taken to remedy
specific problems, or HIV should be taken off the list of reportable
conditions.

18



Proposed Process for Public Health Involvement
if HIV Reportable

1.

2.

Individual approaches the provider for testing.

Provider counsels on nominal/non-nominal options and implications of
reportability if result positive, i.e., public health involvement and
opportunity for voluntary, anonymous partner notification.

Provider gets consent to test.

Test carried out at provincial laboratory (B.C. Centre for Disease Control).
Positive tests reviewed to eliminate duplicate test results.

If test result is positive, B.C. Centre for Disease Control staff call the
referring physician to confirm epidemiological data and risk factors, offer
resources, and inform about public health involvement in partner
notification.

Positive tests referred to regional medical health officer.

Regional public health nurse contacts physician to discuss case and offer
assistance with contact naming. Public health nurse contacts patient if
permitted; otherwise, takes contact names from physician. Public health
nurse does partner follow up.

B.C. Centre for Disease Control continues to compile aggregate statistics,
informed by enhanced local epidemiological follow up. Local health
authorities compile regional statistics.
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PART TWO
Informed Consent, Confidentiality,
and Partner Notification: Best Practices

The community consultation process has demonstrated many of the
HIV/AIDS related concerns of residents of British Columbia. These pertain to
issues about informed consent to HIV testing and treatment, the
confidentiality of people living with/at risk for HIV/AIDS, and the complex
controversies around partner notification.

In response to these concerns, the rest of this report will make an effort to
highlight best practices regarding these issues. It is the expectation that
informed consent is attained in a manner that is consistent with the
standards of the highest quality of practice, that patient confidentiality be
maintained according to legal and ethical standards, and that partner
notification programs be consistent with the current evidence. An evaluation
of each of these should be included in the overall evaluation of making HIV
reportable. The following is the minimum that is expected of health care
professionals in British Columbia.

Informed Consent to HIV Testing

In the absence of an emergency, informed consent is required before any
medical procedure, including HIV-testing, can be performed on a patient.
The goals of the informed consent requirement are two-fold: first, it
imposes responsibilities on health care professionals, and second, it imparts
autonomy rights to patients.

The responsibilities of the professional are to recommend procedures that
are in the best interests of the patient. In order to make this determination,
the professional must disclose adequate information, ensure that the
patient’s consent is voluntary, make certain that the patient is mentally
competent to make decisions, and be sure that the patient has the legal
capacity to provide a valid consent. The patient then has the right to
exercise his or her autonomy by either consenting or refusing to consent to
the recommended procedure or testing.

Disclosure of adequate information requires that the health care
professional disclose the amount of informatjon that a reasonable person in
that patient’s situation would find relevant.® At a minimum this should
include information about potential risks, benefits, alternatives, and what
could happen if the patient refuses treatment or testing. In addition, HIV
testing should be accompanied by pre- and post-test Cﬁmseling and
performed in accordance with national best practices.
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Itis also necessary to have a discussion about confidentiality, particularly
the limits to confidentiality and circumstances where the professional
would release information with or without the patient’s permission. Care
should be taken to ensure that the patient understands that he or she has a
choice of being tested nhominally or non-nominally, and what that means. It
should also be made clear that regardless of the testing option, a positive
test result will prompt important discussions about partner notification.

Confidentiality

Health care professionals are obligated to treat information about their
patients as confidential. This means that, except for rare occasions, the health
care professional cannot disclose information without the patient’s
permission. This includes information about an individual’s HIV status.

Most information collected by health care professionals is confidential
because it originates out of a promise of confidﬁgce, which is necessary for
the functioning of the therapeutic relationship.® It is often necessary for
health care professionals to know intimate details about individual patients.
It is only because of the promise of “confidence” or the promise to keep it “a
secret” that a patient would reveal this information in the first place.
Therefore, the promise of confidentiality is fundamental to most
relationships between health care professionals and patients.

Confidentiality is also importal;ﬁ for another reason, namely, respect for the
principle of patient autonomy.*”A mentally competent patient with the legal
capacity to make decisions is autonomous in the sense that he or she can
decide what should happen to his or her own body. A necessary extension of
this is that a patient also has the right to determine when and how
confidential information is to be used or disclosed.

Exceptions to Confidentiality

A patient’s right to confidentiality is not absolute. Under certain conditions
the professional may disclose, or be legally required to disclose, confidential
information. This is generally known as the “duty to warn.” The health care
professional will have a duty to warn if, on the balance of probabilities, the
following conditions are satisfied: the patient poses a clear risk to an
identifiable person or group of persons, if there iij risk of serious bodily
harm or death, and/or if the danger is imminent.

Once the decision is made to disclose this information, the professional must
first inform the patient that unauthorized disclosure will occur and allow the
patient the opportunity to disclose voluntarily. If the patient will not comply,
the professional should disclose minimal information sufficient to prevent
the expected harm and disclose only to those who have the ability to prevent
the harm from occurring. The relevance of this to HIV is stated in the
Canadian Medical Association’s 1996-policy statement on AIDS:
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Disclosure to a spouse or current sexual partner may not be
unethical and, indeed, may be indicated when physicians are
confronted with an HIV-infected patient who is unwilling to
inform the person at risk. Such disclosure may be justified
when all of the following conditions are met: the partner is at
risk of infection with HIV and has no other reasonable means
of knowing the risk; the patient has refused to inform his or
her sexual partner; the patient has refused an offer of
assistance by the physician to do so on the patient’s behalf;
and the physician has informed the patient of his orl;lgo]er
intention to disclose the information to the partner.

The duty to warn is often confused with the public health practice of I
“partner notification;” however, the two are fundamentally different.**As
previously discussed, the duty to warn occurs when the health care
professional has reason to believe that the patient is going to expose an
identified partner to a significant risk of acquiring HIV without revealing
his or her HIV infection. The duty to warn is not a voluntary activity, and
when it is done it is not possible to protect the index patient’s anonymity.
However, partner notification is purely voluntary and always anonymous.

Partner Notification

Partner notification is the voluntary and anonymous public health activity
of telling the partners of an “index patient” that they have been exposed to
HIV. An index patient is someone who is diagnosed with HIV or AIDS.
Partners are persons with whom the index patient has had unprotected sex,
shared injecting equipment (needles, rigs), or engaged in some other high-
risk activity. Partner notification is a purely voluntary activity. The index
patient does not have to give out his or her partner’s identity and is in
control of the information he or she chooses to disclose to public health
professionals. Partner notification is anonymous because after the index
patient chooses to disclose his or her partners’ contact information, the
index patient’s identity is not revealed to the partner(s) under any
circumstances.

The literature pertaining to partner notification and HIV provides
compelling evidence that notifying partners of patients newly diagnosed
with HIV/AIDS is an ethical duty that is important to fulfill (Appendix E).
Partner notification provides important information to identified contacts
and enhances the ability of public health professionals to contain the spread
of HIV in the general population.

There are three basic methods of partner notification: patient referral,
provider referral, and conditional referral.
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Patient referral is when the index patient decides to tell his or her partners
that they have been exposed to HIV. If this method is chosen, public health
professionals will counsel the index patient about how to approach
partners, what to tell them, and where to refer them for services (testing,
counseling, and treatment, if needed).

Provider referral is when the index patient gives the public health
professional the names and locating information of his or her partners. The
public health professional (provider) will then contact the partners, tell
them of their potential exposure, and refer them to services. In all
circumstances the provider will protect the anonymity of the index patient.

Conditional referral is a combination of patient and provider referral. The
index patient chooses to notify partners him or herself, but makes an
agreement with the public health professional that if he or she cannot locate
any or some partners, or if some or any of those partners do not report to
public health for follow up, the provider will contact them directly.

What are the benefits of partner notification?

There are a number of good reasons for partner notlflcatlon For mstance
partner notification can identify partns ith HIV,
but who are unaware of their infection.
partners of index patients (people newly diagnosed with HIV) are at
extremely high risk for having contracted HIV. In fact, some studies have

ﬁu “‘Hﬂ!ﬁ'uuﬁii lﬂ

revealed that the prevalence of HIV amongfga#tners of index patients could

range f@m 15 per cent to over 30 per cent.E! !le study pubtished-imrthe
Lancet (partners) who received

HI1V testing and counseling 53 (15 per cent) were HIV-positive and

previously unaware of their status. Another morg ecent study presented to
the XI International Conference on AIDS (1996)¢ E X

contacts who received HIV counseling and testing, 122 (22 per cent) were
HIV-positive and were previously unaware of their HIV-positive status. This
suggests that partners of index patients are at high risk of contracting and
spreading HIV.

Another benefit of partner notification is that it can help modify the high-

risk behaviours of parmijvho may not be infected but were unaware of
their exposure to HIV. A study presented tgjthe Fourth Conference on

Retrovirus and Opportunistic Infections (1997)Exptained thatima
randomized controlled trial, condom use was significantly higher and the
number of new sexual partners was fewer in the group of sexual partners
that received enhanced HIV counseling and education than in the control
group who did not receive this enhanced intervention. An international
study conducted in Zaire found that discordant couples who were offered
intensive counseling resulted in substantially increased condom use, from

less than 5 per cent at baseline tp/1 per cent at 1-month follow-up, and 77

per cent at 18-month follow-up.°]
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There is also evidence to suggest that most partners who afejtold about
their exposure to HIV are appreciative of this information.*” A 1990 U.S.
study, published in JAMA, revealed that of 132 partners located, 87 stated
that the health department did the right thing by telling them about their
exposure, and 92 per cent said that the health department should continue
with this valuable activity.

It is also possible to make some loose generalizations about the efficacy of
the different models of partner notification. Most of the literature suggests

that provider referral is much more effective in contacting partn d
revealing undiagnosed HIV than patient or conditional refegral. 2F

study published in The New England Journal of MedicinetScompared-the
results of provider referral and patient referral. In the provider referral
group 78 of 157 partners (50 per cent) were successfully notified, whereas in
the patient referral group 10 of 153 (7 per cent) were notified. It was further
found that of the partners notified through the provider referral group, 94
per cent were unaware that they had been exposed to HIV.

Another important finding is that, in general, most index patients are willing
to participati]in partner notification programs if their anonymity can be
guaranteed.® A study of 25 HIV-positive women in the U.S. revealed that 68
per cent of the participants were willing to give the names of their partners,
as long as the index patient’s confidentiality was maintained. Interestingly,
however, 20 per cent were willing to participate in a partner notification
program even if their names were disclosed to the partner.

What are the problems with partner notification?

There are a number of limitations associated with partner notification as

well. For instance, the ability to notify partners of index patients is oné-g:si I

good as the contact information the index patient can or will disclose.”™**
The index patient may not be able to identify a particular partner because of
an anonymous encounter where high-risk behaviour took place, or perhaps
the index patient simply does not want to disclose this information at all.
Since partner notification requires the voluntary participation of the index
patient, there is no way to get around this limitation. Furthermore, the
index patient’s refusal to participate in partner notification should in no
way limit his or her ability to access services he or she receives from the
health care providers.

Patient referral is very cost-effective, but since it requires the index patient
him or herself to initiate contact with pﬁ partners, the index patient’s
anonymity is necessarily compromised.** Although this method of partner
notification is the index patient’s choice, there is often a concer ut the
vulnerability of the index patient to emotional or physical harm.*=® For
some partners, their only possible exposure to HIV may be the index
patient, so it will allow that partner to identify who put him or her at risk of
infection. Domestic violence screening must be part of post-test counseling
before any form of partner notification can be initiated.
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Appendix A
Health Officers Council — October 20, 1999
Discussion Paper — HIV Reportability

Submitted by: Dr. Patricia Daly and Dr. Rob Parker on behalf of the
Administrative Council of Lower Mainland Medical Health Officers

Issue:

Whether or not HIV infection should be added to the list of reportable
diseases under Schedule A of the C.D. Regulations of the Health Act.

Background:

HIV infection is currently not reportable in BC, while AIDS is a reportable
disease (although usually reported by initials only). Periodically the
Provincial Communicable Disease Policy Committee has considered whether
or not HIV infection should be added to the list of reportable diseases. To
date, this recommendation has not been made. In September 1999, the
Administrative Council of Lower Mainland Medical Health Officers referred
the question of HIV reportability to the Provincial CD Policy Committee, with
the recommendation that a discussion paper be developed and circulated to
Medical Health Officers and others for further consideration.

There are several reasons why the Administrative Council has reconsidered
this issue, and these can be divided into three groups: Surveillance and
epidemiology considerations, public health considerations, and case
management considerations.

L il | Enidemial iderati

The epidemiology of HIV in BC is monitored through non-nominal data
provided by the Provincial Laboratory to the Division of STD/AIDS Control
at BCCDC. Demographic and risk factor information is available, although
not on all cases. Region of residence of HIV cases is generally not available -
for the purposes of surveillance, newly diagnosed cases are assigned to the
region of testing (based on the practitioner submitting the test) rather than
the region of residence of the case.

Based on BCCDC data, there has been a change in the epidemiology of newly
reported HIV cases in recent years. While MSM were the predominant risk
group until about 1994, IDUs have predominated in the last 5 years. The
outbreak in IDUs appeared to peak in 1996, and has been on the decrease
since that time as this population becomes saturated. Infections among
heterosexuals have been increasing, and BCCDC anticipates that the number
of new infections in non-1DU heterosexuals will surpass those in MSM this
year. Unfortunately, it is unclear whether or not the increase in
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heterosexuals is due to increased testing or a true increase in the rate of new
infections.

The changing epidemiology of HIV has prompted initiatives in the Lower
Mainland (and other health regions).

Recently:

« The Ministry of Health has asked all regions to develop HIV Action plans;

« Several regions are considering or implementing new or expanded HIV
control initiatives.

Questions:

Are the currently available HIV epidemiological data sufficient for
regions to develop plans now and in the future, and to evaluate
HIV control programmes?

If the answer is no, would making HIV infection reportable
facilitate or hinder the collection and quality of epidemiological
data?

> publi lth C id .

Contact tracing following HIV diagnosis in BC is currently the responsibility
of the infected individual, with the assistance of their physician or the
practitioner who has ordered the test. Public health has played little role in
contact tracing, although nurses in the Division of STD/AIDS Control at
BCCDC telephone physicians of all newly diagnosed cases of HIV and offer
their assistance in contact tracing.

According to current HIV testing and counselling guidelines, patients
undergoing HIV testing are counselled that they must return in person for
test results (i.e. results are not to be given out over the phone). However,
some positive test results are left unclaimed. These unclaimed results may
have significant public health implications e.g. pregnant women known to be
positive who do not return for results, and who therefore do not access
antiretroviral therapy.

Recently:

« Inahigh-profile criminal case involving an HIV-positive individual who
had unprotected sex with several contacts, the judge recommended that
such situations should be dealt with using the Health Act (i.e. through
the MHO);

« STD/AIDS Control and Medical Health Officers have been made aware of
cases of HIV where contact tracing has been inadequate and contacts are
unknowingly being placed at risk - these cases sometimes involve
contacts who are mentally ill and unable to protect themselves, or
women in potentially violent relationships;
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o STD/AIDS Control reports very few practitioners make use of the offer to
assist in contact tracing;

« Recognizing the problems in the current practices of contact tracing,
STD/AIDS Control has proposed a programme for more active public
health involvement in contact tracing;

« Data are available which demonstrate the effectiveness of antiretroviral
therapy in preventing HIV transmission from a positive mother to her
child during pregnancy.

Questions:

Are MHOs (and other public health staff) willing to become more
involved in contact tracing for HIV cases?

If so, would making HIV reportable facilitate or hinder contact
tracing and other public health activities?

3. Case Management Considerations

Before the availability of effective treatments for HIV infection, there was
very little that could be offered to newly diagnosed HIV cases that would have
any impact on mortality, and therefore there appeared to be little benefit to
the infected individual from reporting infections to public health.

Recently:

« Antiretroviral medications that can significantly prolong life and reduce
morbidity are now available;

« There is good evidence to support beginning these as early as possible in
the course of infection;

Public health has a tradition of assisting individuals who have communicable
diseases (e.g. TB) in ensuring access to and compliance with the best
available treatment, both to improve the health of the infected person and
reduce the risk of infection to contacts. Many persons infected with HIV are
from marginalized groups (e.g. IDUs, First Nations) who do not have the
same access to antiretroviral therapy as others. Antiretroviral therapy, taken
appropriately, will reduce viral load, which will benefit the infected individual
and could reduce the risk of transmission to others. The BC Centre for
Excellence in HIV/AIDS is studying simplified antiretroviral treatment
regimens (delivered with public health assistance, like directly observed or
assisted therapy for TB) that could be considered for those with disorganized
lives.

Questions:

Would making HIV reportable facilitate or hinder the accessibility
of early antiretroviral treatment of cases?
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ial Proh it bili

HI1V infection is currently reportable in some provinces (and US States) but
not others. Based on the experience in other jurisdictions and issues raised
by local community groups, the potential "risks" of making HIV reportable
must be considered along with the potential "benefits". These are considered
in Tables appended to the discussion paper. To summarize the concerns
regarding reportability:

Many experts believe that making HIV reportable will discourage some

people from getting tested, because of confidentiality concerns (and there is

some limited evidence to support this);

« Some community groups, particularly among the MSM community,
strongly oppose making HIV reportable.

In addition, if HIV is made reportable, this will have resource implications

for public health involving:

a) Contact tracing;

b) Follow-up of new cases to collect epidemiological information;

¢) Tracking down "positives" who do not collect their results;

d) Notification of the Canadian Blood Agency if donation/transfusion is a
concern;

e) Counselling of new cases and referral to "best possible treatment™
programs;

f) Public health participation in special treatment programs;

g) Names may dictate that MHOSs use the Health Act more regularly in
dealing with difficult cases

In addition to the above, the issue of anonymous test sites must be
considered. In most jurisdictions where HIV is reportable, anonymous test
sites are available for those individuals who wish to undergo anonymous
testing. The resources required to establish such sites in BC, as well as the
impact of anonymous testing on the ability to monitor the epidemiology of
HI1V, are uncertain. This will depend on the number of people who will
choose to be tested anonymously.

Tables 1-3 (appended) outline the issues to be considered under the three
headings of "Surveillance and Epidemiology”, "Public Health Considerations"
and "Case Management". These will facilitate discussion and allow members
of Health Officers Council to answer the questions under consideration.

After considering each of these questions, members will be asked to vote on a
resolution concerning HIV reportability.
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Table 1 - Surveillance and Epidemiology

HIV Reportable

HIV Not Reportable

May discourage testing in some
persons, particularly among
certain high risk groups - this
may adversely affect the ability
to collect surveillance data and
monitor trends

If anonymous testing is available
and many choose this option, it
may affect the ability to monitor
epidemiology

Allows public health follow-up of
reported cases to fill in gaps in
current epidemiology,
particularly region of residence
and risk factor information

May provide better risk factor
information for monitoring the
epidemic and assessing control
efforts

May allow better information on
incidence of HIV infection
among risk groups

With identifying information,
easier to reduce duplicate
reports

Will require commitment of
public health resources at the
regional level to follow-up and
collect epidemiological data on
cases

Less concern about
confidentiality of results may
facilitate testing, particularly
among certain risk groups,
improving surveillance

Currently region of residence
and risk factor information on
many cases is missing

Determining incidence depends
on ability of laboratory to
identify serial test results of
individuals using non-nominal
data

Removal of duplicates done by
BCCDC but may not be complete

Epidemiological information
collected and collated by BCCDC

Will making HIV reportable facilitate or hinder the collection and
quality of epidemiological data?
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Table 2 - Public Health Considerations

HIV Reportable

HIV Not Reportable

Public health can participate in the
identification, notification and
counselling of contacts

Empowers MHOs to use the Health Act
to deal with difficult cases e.g. cases
who are deliberating exposing others to
HIV

May allow public health to follow-up
unclaimed positive HIV results
(although only if sufficient contact
information is available)

Ensures direct notification of the
Canadian Blood Agency for HIV cases
where donation or receipt of blood
products or organs is an issue

Public health participation
in contact tracing is more
complex - current pilot
initiative proposed by
BCCDC

Use of the Health Act may
still be possible in some
instances, but is more
difficult

Patients with unclaimed
positive test results are
usually not contacted

Notification of the Canadian
Blood Agency is the
responsibility of the testing
physician - BCCDC nurses
currently remind testing
physicians of this
responsibility through
telephone follow-up

Would making HIV reportable facilitate or hinder contact tracing
and other public health activities?
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Table 3 - Case Management Considerations

HIV Reportable HIV Not Reportable
« All reported cases can be o Counselling and initiation of
counselled and directed to the treatment of cases is the
best possible treatment responsibility of the testing
programmes by public health as physician

early as possible

« Empowers public health to
participate in special treatment
programmes e.g. Maximally-
assisted therapy, treatment of
pregnant women, screening and
early treatment of high risk

groups « Lessconcern about
confidentiality may, in some
« If confidentiality concerns instances, result in early
discourage testing, infected treatment of infected persons

persons may not be aware of their
infection in the early stages and
would not access treatment as
soon as they might otherwise

Would making HIV reportable facilitate or hinder early
antiretroviral treatment of cases?




Appendix B
Written Submissions

Written submissions were received from the following individuals and
organizations:

College of Physicians and Surgeons of British Columbia
HIV Reporting
College Position Paper, March 2000

British Columbia Persons with AIDS Society
Letters to Dr. Perry Kendall, May 24, 2000 and January 25, 2001

Minister’s Advisory Council on Women’s Health
Letter to Dr. Perry Kendall, June 26, 2000

R. Paul Kerston
CHC-2, Vancouver/Richmond Health Board
Letter to Dr. Perry Kendall, June 26, 2000

Dr. Linda Poffenroth

Deputy Medical Health Officer

Capital Health Region

Correspondence to Dr. Perry Kendall, June 28, 2000

Ministry of Health HIV/AIDS Advisory Committee
Letter to Dr. Perry Kendall, July 4, 2000

Minister’s HIV/AIDS Advisory Committee
Issue: HIV Reportability
1999/2000 Annual Report Minister’'s HIV/AIDS Advisory Committee

Patricia Rodney, RN, MSN, PhD

Assistant Professor

University of Victoria School of Nursing

Faculty Associate, UBC Centre for Applied Ethics

Research Associate, Providence Health Care Ethics Services
Letter to Dr. Perry Kendall, July 5, 2001

YouthCO AIDS Society
Letter to Dr. Perry Kendall, August 21, 2000

General Assembly of the Pacific AIDS Network
Letter to Dr. Perry Kendall, October 1, 2001
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MAY 0 3 200DLLEGE]OF PHYSICIANS & SURGEONS OF BRITISH COLUMBIA

VICTORIA, BE:

April 12, 2000

PERSONAL AND CONFIDENTIAL

Dr. Perry Kendall

The Prov. Health Officer

Rm. 3002 - 1810 Blanshard St.

Victoria, B.C.

V8V 1X4

Dear Dr. Kendall:

At the most recent meeting of the Council of the College of Physicians and Surgeons of British
Columbia, the attached position paper was adopted in support of implementation of nominal HIV
reportability in British Columbia.

The policy is submitted at the direction of Council for your consideration.

Yours sincerely,

T. Peter Seland, MD, FRCPC
Deputy Registrar

TPS/1b

cc: Dr. T.F. Handley

1807 WEST 10TH AVENUE, VANCOUVER, B.C. V6J 2A9 1-800-461-3008 TEL. (604) 733-7758 Fax (604) 733-3503
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HIV REPORTING

College Position Paper
March 2000

HIV infection is currently not reportable in BC, while AIDS is a reportable disease (although
usually reported by initials only). The College of Physicians and Surgeons of British Columbia
recommends that HIV infection be added to the list of reportable diseases under Schedule A of
the Communicable Disease Regulations of the Health Act.

The College recognizes that currently the BCCDCS provides an enhanced non-nominal HIV
surveillance system yielding some of the best epidemiological data in Canada, data that is better
than that in many provinces where HIV is reportable. The centre’s staff follow up directly with
every doctor submitting a positive HIV test to offer assistance with contact tracing and patient
care (including facilitation of access to anti-retroviral drugs).

The College recognizes further that the introduction of home-based HIV testing has the potential
to divert public health access and tracking of HIV positivity.

It notes, as well, that compulsory HIV reporting does not prevent prenatal transmission of HIV
as that does vary with the numbers of expectant mothers agreeing to screening and subsequently
to prophylactic treatment or final termination. It is noted, as-well, that making HIV reportable
might lead to more prenatal transmission by deterring pregnant females from seeking prenatal
care.

Notwithstanding the above, it is noted as well that:
e Surveillance remains incomplete and epidemiology is changing

Demographic and risk factor information is not available on all patients. Regions of
residence of new cases are unknown, as assignment is by region of testing. The shifting
predominance of populations at risk from MSM through IDU and onto an emphasis of
non-IDU heterosexual new cases raises particular concerns.

e There are reported instances of contact tracing being inadequate so that contacts
(including especially the mentally ill and women in potentially violent relationships)
are unknowingly being put at risk.

e Antiretroviral therapy is now effective in preventing HIV transmission from a
positive mother to her child during pregnancy.

e Antiretroviral medications that can significantly prolong life and reduce morbidity are
now available and early implementation adds extra benefit.

.02
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College of Physicians and Surgeons of British Columbia
2-

As has been noted by Dr. Patricia Daly, MOH, Public Health has a tradition of assisting
individuals who have communicable diseases in ensuring access to and compliance with
the best available treatment, both to improve the health of the infected person and reduce
the risk of infection to contacts. Many persons infected with HIV are from marginalized
groups (e.g. IDU’s, First Nations) who do not have the same access to antiretroviral
therapy as others. Antiretroviral therapy, taken appropriately, will reduce viral load,
which will benefit the infected individual and could reduce the risk of transmission to
others. Simplified antiretroviral treatment regimens are being studied that could be
considered for those with disorganized lives.

The College recognizes that implementation of nominal HIV reportability has significant
resource implications and is confident that those can be properly addressed in that
implementation.

T. Peter Seland, MD, FRCPC
Deputy Registrar
TPS/1b
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BRITISH COLUMBIA

PERSONS WITH AIDS

SOCIETY

Dr. Perry Kendall
Provincial Health Officer
BC Ministry of Health %

Government of British Columbia
May 24, 2000
Dear Dr. Kendall,

I am writing to you on behalf of the BC Persons with AIDS Society to express our opposition to
the proposal by the regional Medical Officers of Health to institute nominal HIV testing in this
province.

The BC Persons with AIDS is Western Canada's largest AIDS organization, with over 3200
HIV+ members. Our mandate is to empower people living with HIV disease and AIDS through
mutual support and collective action.

We are strongly opposed to the nominal testing proposal for two primary reasons.

1) It will dramatically discourage and dissuade people from getting tested for HIV, particularly
those people who are marginalized or vulnerable in our society, such as women (particularly
women of ethnic minorities), and youth.

2) Nominal testing would lead to decreased physical and emotional safety for those people who
test positive. HIV remains today associated with major stigmas and discrimination. People
living with HIV/AIDS are frequently physically attacked and socially isolated as a result of their
serostatus, and nominal testing and partner notification will escalate these problems.

We have been told that one of the justifications for this proposal is to be able to collect better
epidemiological data. We see no reason why this data could not be collected without the use of
people’s names. Furthermore, it is unacceptable that people’s lives be placed in jeapordy in the
name of data collection.

Please feel free to contact me should you wish to discuss these issues further.

Chair
BC Persons with AIDS Society

Pacific AIDS Resource Centre Tel. A member of
1107 Seymour Street (604) 681-2122
Vancouver, B.C. Fax
V6B 558 (604) 893-2251 CANADIAN

e-mail: bcpwa@parc.org SOCTETY
Registered non-profit society Reg. #0760124-11-27
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Minister’s AdviSory‘;Council on Women’s Health

" 'Bth floor, 1515 Blanshard Street o Victoria, British Columbia N V8W‘SCg8,kf

k Date'- June 26, 2000

'To Dr. Perry Kendall B.C. Provincial Health Offlcer
‘ :3002-1810 Blanshard St ' .
Vrctorra BC V8V x4

- From: MACWH

Re HIV Reportablllty Dlscussron Paper
MACWH ‘

- Thank you for attendrng our meetmg on June 11 2000 to drscuss thrs issue. As you
explained, the Health Officers’ Council of B.C. has recommended addlng HIV infection to
the list of reportable diseases in the Health Act Regulations. The reasons given for the
recommendatron and our comments about each one foIIow

‘Reason 1: Surverllance would: be lmproved facmtatlng rmproved tracking of the epldemlc
“and presumably better and more trmely allocatron of approprrate resources.

Comments

 The mam argument under this sectron appears to be that nominal reporting of test

results would link populatlon testing results to addresses of patients instead of
~physicians, thereby providing a more ‘accurate description of the distribution of infections
~ across the province. Could this result be achieved by developing a mechanlsm under the
current system to ensure that patrent s address is recorded’? . :

Presumably itis also assumed that reportablllty would reveal more ‘people with HIV
infection by facilitating contact tracing. However, confidentiality remains a key issue with -
" respect to HIV infection. Some communities in BC, for example aboriginal communities,
~ are extremely small and confidentiality is virtually impossible to maintain. It would be key.
to work out with people in these communities exactly how a reported HIV infection would
be investigated. Our point here is that HIV reportability may act as a deterrent for testing
~if there is not a very strong belief that confidentiality can be protected. In the B.C. '
Women’s Aboriginal Health Pap smear outreach-clinics, for example, staff are frequently '
told by community women that they prefer to have the test done by outside examiners
" because they do not belleve there is conﬁdentralrty wrthm thelr local health care settrng

The drscussron under this section also seems to lmply that a reportlng system would -
“result in a better estimate of the “true increase” in the rate of new infections. This would
be lmpossrble, of course, in the absence of universal testrng e
: : . 2
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Reason 2: Contact tracing would become the responsibility of the skilled public health
system, reducing the number of unclaimed test results and ensuring that infected
individuals are aware of their infection and can seek treatment.

A number of examples are used in this section to point out the possible benefits of
reportability: One of these is of a pregnant woman who does not claim a test result
thereby putting her infant at risk. As we all know, there has been a concerted effort in
B.C. for many years to ensure that all pregnant women are offered testing. There hasn’t
been an infant born with (or diagnosed later with) HIV in B.C. for many years, so it
seems unlikely that the current system is missing cases. It's also pointed out in this
section that ART can prevent vertical transmission. That's true, but taking ART remains
and should always remain the woman'’s choice.

Another reason cited here is the potential for using the Health Act to restrain (infected)
individuals from engaging in high-risk activities. This is very problematic. If a person is
knowingly transmitting infection, then the criminal code is likely to offer a better remedy.
Where would a person be confined under the Health Act and for how long? How can we
possibly know if a person under Health Act order is complying?

It will take more than public health’s awareness of risk and a medical health officer’s
order to protect vulnerable individuals such as women in violent relationships. MAC is
concerned that notification of a woman by a public health worker, and the necessary
subsequent communications involving the spouse, may well be a trigger for additional
violence within the relationship. Notification of male partners of positive women may also
result in very real risk of violent reprisal.

In B.C, the Health Act has been used to target individuals. The highest profile of these
cases have involved women working in the sex trade in certain communities, and the
effect of the orders ultimately was that the women fled the jurisdiction. Who exactly
would the health officer target for intervention? We would be very concerned about the
potential to use this legislation to restrain the most marginalized, especially women. HIV
infection is certainly spread through individual contacts. However, it is an infection that is
profoundly potentiated by social conditions. The risk is not so much from individuals as it
is from “deadly public policies” which result in crowded, unsafe housing conditions, a
black market in illicit drugs, and the abandonment of persons with psychiatric illnesses.

Reason 3: Health officials have an obligation to ensure that people with HIV infection
have an opportunity to access the effective treatments which now exist.




Certainly detecting a previously undiagnosed infection will provide a new opportunity for
counselling and treatment. However, it seems that the arguments used in this section,
i.e. the need to ensure access for the most marginalized and the development of new
approaches to do this has nothing whatever to do with reportability. We already know the
risk for most of those individuals, and it is likely that they will (or should) have been
offered testing in any case if they have contact with the primary care system. Again, the
issue here is whether reportability will add an element of perceived coercion which to the
already complicated environment in which outreach is done.

Yl

Yours truly,

.

Marcia Hills
Chair
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P.O. Box # 4923
Vancouver, B.C. V6B 4A6

26 June 2000

SENT VIA E-MAIL

Dr. Perry Kendall

Provincial Health Officer,

Province of British Columbia
Ministry of Health

Room 3002 — 1810 Blanshard Street
Victoria, B.C. V8V 1X4

Re: HIV Reportability

Dear Dr. Kendall:

As the member chosen (by CHC-2 of the V/RHB) to attend your meeting with V.A.N.D.U.
on Saturday, June 24", I wish to express my/our very deep thanks for coming, for allowing
me to attend and for speaking with me both during and after the meeting.

I feel that your bottom line on this issue will be some attempt to balance anticipated
positive outcomes against anticipated negative ones. In my mind (and in the minds of many
others, I am sure) there are more potential negative than positive outcomes. As discussed
at the V.A.N.D.U. meeting, the statistics may appear to show that more contacts are being
provided with named positive results (compared with anonymous) but you may never
know if more individuals are even being tested in the first place — as a result — or, more
likely, fewer. If ten people come forward for anonymous tests — and all test positive — and
then, each person names five more people whom they suggest for tests as well (through
contact tracing) you will have performed 60 tests. However, if only six people come
forward at the beginning (due to fear of being named upon result) then your numbers are
already reduced. Naming will not increase fhose numbers and that is what the goal is.
Perhaps through naming, it appears that more contacts are provided (statistically) but this
connection seems rather tenuous to me. Overall, numbers would appear to be reduced
through reportability.

As it stands now, the onus is on individuals to provide tracing information. Nothing in
these proposed changes will alter that. Thus, the net benefit remains negative.

Being one of the last of a group of jurisdictions to join in this experiment (approximately 48
out of 60 state/provincial jurisdictions, to date, have reportability) does not provide
justification for British Columbians not thinking for ourselves.

Not only physicians are seeking ways to stop the spread of this insidious disease. Surely a
lack of contact with infected persons will stop it. Thus (and obviously) it is the finding of
those infected which is our task. Taking names will not actually help this in any way

w2
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Our goal is to bring people to treatment/counselling and to prevent transmission as much
as possible. Naming will not do that. If just one individual could be provided timely
treatment/counselling as a result of contact tracing (and who might otherwise not have
known s/he was infected) we might be tempted to say that the risks are outweighed by the
benefits of this new procedure. However, if fewer people are coming for tests, then the
spread of the disease — which is our ultimate concern, here — is really not being stopped.

Finally, as discussed on Saturday, the harm inherent in naming an infected person has
serious social and even physical repercussions — harm that cannot be undone. When
Ministry records can truly be guaranteed as confidential (and when incidents such as
private health records being found in Ontario, as happened not long ago, do not happen)
such harm will be reduced — but that harm will still be potentially present!

To specifically address the issues you raised in this meeting, I would suggest that
alternatives be considered ahead of any requirements for reportability:

e Workshops and/or bulletins in regular mailings for physicians on the subject of
contact tracing, with suggestions on methods.

¢ New funding for C.D.C. positions (or secondments, in the interim) to provide
province-wide support for these doctors to assist with techniques or person-hours,
where useful.

o Statistics be recorded and compared with present methods, as is being done
elsewhere with reportable results.

e Criminal complaints against individuals may proceed with names when an
infected individual is wantonly spreading the infection without concern. Prior
naming is not a solution, here.

All of this, and/or other ideas, should be explored prior to any implementation of HIV
reportability. Thus, I urge you to write a report that informs authorities, in short, that
while physicians are seeking reportability, and there is some support for the measure, such
support is largely only within the medical community and does not include social
considerations. What we all want done will not be done with this method. Many
individuals who are and would be affected are adamantly against the idea because it will
not do things it should, and it will do things it shouldn’t!

Sincerely,

/sl

R. Paul Kerston
(604) 309-4282 (+ 9633 for messages)
e-mail: rpaul@vcen.be.ca
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Subject: HIV reportability
Date: Wed, 28 Jun 2000 08:30:47 -0700
From: "Poffenroth, Linda" <Linda.Poffenroth@caphealth.org>
To: "perry.kendall@moh.hnet.be.ca™ <perry.kendall@moh.hnet.bc.ca>

Perry, thanks for the opportunity to participate in the teleconference
yesterday - it was quite illuminating. I think that many of the comments
highlighted the concerns in the community about the effect that lack of
resources is having on our ability to deal with HIV infection and AIDS, and
our need to understand the positive and negative consequences of nominal
testing for HIV infection. Along those lines, I do have a bit more
information which I neglected to share yesterday.

PEERS (the Prostitutes Empowerment, Education and Rescurce Society) has
almost completed a major interview survey of sex trade workers in Victoria.
They have interviewed almost 100 off street sex trade workers (a first, as
far as I know), will interview 50 on street sex trade workers and 50 who
have exited the trade. The research team (I am a member) has done a
preliminary analysis of some of the data, and it is clear that the vast
majority of STWs are working for economic reasons - they cannot live and
support their children on welfare. This means that they cannot afford
condoms, either and they report that free ones are hard to access. Although
the reported rate of HIV infection is low, over 30% (in this first look) say
they have hep C, so I think that drug use has been an issue for many. The
majority also report that they do not have a regular doctor. Based on this
preliminary data, as far as harm reduction is concerned, we need to do
something about access to condoms and to health care for the STWs. As far as
reportability is concerned, these women would not be tested for HIV
infection if they thought that their name would be known to anyone in
authority, since this might risk a visit from MCF. It might also result in
their being unable to work in the sex trade, in the absence of other sources
of income. This is not a small problem here -since PEERS estimates that
there are 2500-3000 STWs. Our best hope is to build on the positive
relationship the STWs have with the street nurses and PEERS and try to deal
with their barriers to HIV/AIDS care. I really do not see how nominal
testing for HIV infection would be of benefit. Even if we give people the
option of anonymous testing (most of the testing done here by the street
nurses is anonymous), they are in such a high risk situation and have so
little control over the risks they take that they may just choose not to be
tested.

Just a few thoughts. I am sure you will hear more from the Positive Women's
Network.

Linda

o g 2000/Jun/28 10:35 AM




July 4, 2000

Dr. Perry Kendall

Provincial Health Officer
Ministry of Health and Ministry
Responsible for Seniors

3" Flr, 1810 Blanshard St
Victoria BC V8V 1X4

Dear Dr. Perry Kendall:

Thank you for your presentation to the May 25, 2000 Ministry of Health
HIV/AIDS Advisory Committee meeting on the proposal that HIV be
declared a reportable condition in British Columbia.

Further to our letter of June 15, 2000 to the Minister of Health, the
Honourable Mike Farnworth, individual members commented on the
following issues during the HIV/AIDS Advisory Committee meeting:

« parameters for community consultation regarding the proposal that HIV
be reportable;

« the need for consultation with individuals and agencies outside the Lower
Mainland, including, through the Pacific AIDS Network, rural
communities;

« theinclusion of marginalized individuals in the consultation;

o if HIV s areportable condition, the effect of stigma and the potential
for violence on marginalized groups' willingness to seek testing;

« increasing community education to encourage non-nominal testing;

« experiences in other jurisdictions with regard to reportability's effects
on partner tracing and individuals' willingness to seek testing;

« inconsistent evidence regarding early treatment of HIV;

« funding and resource implications of reportability;

« that reportability may create a false sense of security among
non-positive people; and

» opportunities for evaluating the effectiveness of reportability, if adopted.
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We trust these points will assist you in your discussions with HIV/AIDS
stakeholders regarding HIV reportability. Please feel free to contact us if you
would like to further discuss the committee's deliberations.

Sincerely,

T Be

Joan Bray
Co-chair
HIV/AIDS Advisory Committee

p.c.  Honourable Mike Farnworth
Minister

Andrew Hazlewood
Assistant Deputy Minister
Regional Programs Policy

Dr. Michael Rekart
Director
British Columbia Centre for Disease Control Society

Elena Kanigan
Director
HIV/AIDS Division
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Current Issues of Interest

Confidentiality

Issue: HIV Reportability

The Minister’s HIV/AIDS Advisory Committee has advised the Minister to
postpone a decision on a Medical Health Officers’ proposal to make HIV
reportable. While the committee is aware of the need forkpublic health officials
to have accurate information about HIV, the committee cannot support the
current proposal. The committee has yet to hear compelling arguments for
making HIV reportable. Reportability also has wide-ranging implications.
Breaches of confidentiality carry the risk of violence towards HIV-positive
people, discrimination by employers and refusal to undergo treatment for fear
of disclosure. The committee believes there may be other options for achieving

the same result that have fewer consequences for people living with HIV/AIDS.
Options are needed to:

» improve notification of partners of HIV-positive people;

» control the spread of HIV and co-existing diseases, such as sexually
transmitted diseases or Hepatitis C;

» assist in HIV/STD prevention planning and éncourage early care; and

» improve understanding of local HIV epidemiology.

Issue: HIV Drugs on Pharmanet

Pharmacare and the College of Pharmacists have proposed including HIV drugs
on Pharmanet, a provincial medications database. The HIV/AIDS community,
both in urban and rural areaé, has raised serious concerns about the threat of
disclosure and unintended impact of inclusion on their willingness to use life-
saving drugs. The Minister’s HIV/AIDS Advisory Committee believes this
proposal could endanger people’s jobs and personal security and cause some to
decline treatment. Consequently, the committee has recommended to the

Minister that broad consultation be undertaken before a decision is made.

1999/2000 ANNUAL REPORT MINISTER'S HIV/AIDS ADVISORY COMMITTEE
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Paddy Rodney wrote:

Many thanks for the opportunity to participate in the neeting
today about the Mnistry's proposed policy change for mandatory
H 'V positive results reporting. | believe that the process that
you are undertaking to get stakeholder input is inportant. As
per your request, | have provided witten feedback here. Let ne
situate nmy remarks by noting that while I amon the Ethics
Conmittee of BC Wnen's, | do not have particular expertise in
i ssues around H V/ AIDS. My areas of research in health care
ethics are around end of |ife decision nmaking and the culture

of health care delivery. | am however, interested in the
ethics of health policy fornulation and the vul nerability of
mar gi nal i zed groups. In what follows, | will list and el aborate

on sone of the questions that | (and others) raised in the
neeti ng today:

1. As | understand your presentation, the benefits of mandatory
reporting are thought to include better nobilization of health
care services, nore accurate epidemniol ogical reporting, a

hi gher standard of pre-post test counselling, and better

cont act managenent. Nonet hel ess, | believe that any nove to
mandat ory reporting would carry a noral obligation to

antici pate and attenuate possible harnms. This obligation
applies for all British Colunbians, but particularly to those
who are narginalized (eg. Aboriginal people, wonen and nen in
viol ent relationships, refugees, people who don't speak
English. troubl ed youth, people with substance use probl ens,
people with disabilities).

2. One of the biggest concerns that | amleft with is how
mandat ory reporting could affect trust in rel ationships between
patients/clients and partners/contacts, trust in relationships
bet ween patients/clients and health care providers, and trust
in relationships between providers and the public health
system For instance, howw Il it affect a partner/contact if
they know that a positive test result may |lead to their being
tested and possibly entered in a provincial data base? WIIl the
patient/client trust the physician or other

health care provider to be telling the truth about what the
test result data will be used for? How will the physician or
other health care provider feel about having another agency

t ake over contact managenent once they have reported the test
results? The latter is already a concern in nandatory reporting
of a patient' deened to be dying' so that the famly can be
approached for a transpl ant

3. | do not believe that mandatory reporting will necessarily
lead to better nobilization of health care services, a higher
standard of pre-post test counselling, and better contact
managenment. W operate in a health care systemthat is reeling
after a decade of cost constraint. Unless there is ongoing
attention to planning, inplenentation, and evaluation, there is
a danger that mandatory reporting would be inplemented w thout
t he supports that should acconpany it. W have many exanpl es
where wel | -neant policy change has fallen short on

i mpl enentati on and has not been properly evaluated --eg. de-
institutionalization of the nentally ill wi thout follow up
resources, early discharge of patients fromr hospital wth

i nadequat e hone care support, and harm reduction prograns where
needl e exchange is available but detox and counselling
resources are scarce. Gven that mandatory reporting entails at
| east sone limtations to patient/client autonomy, it is

i ncunbent on policy makers to nake sure that real benefits

mat eri al i ze.
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4. As we discussed, there are groups of people where the
possi bl e risks are conplex and nay not be easy to predict. For
exanpl e, outside intervention for wonen in abusive

rel ati onships carries special risks that are only now bei ng
understood --even a follow up phone call froma physician's

of fice can be

potentially dangerous. Troubled youth, people with substance
use probl ens, refugees, and nany others have | ots of reasons to
di strust authority. WII they be as willing to have an HV test
if/they realize that it becones a provincial matter rather than
somet hi ng between thensel ves and their health care provider?
know you stated that in the many jurisdictions where nmandatory
reporting is in place the nunbers of people being tested did
not drop. Were the data differentiated in terns of sub-groups?
Were there differences between sub-groups? Wat about the
effect on clients '/patients ' future experiences with health
care delivery? The positive test result is just a starting
point in a long trajectory of experience in the health care
system

In closing, | would like to say that ny conments are not
necessarily an argunent to abandon the proposal of mandatory
testing. Rather, they are an argument to proceed with caution
in considering the policy change. Just because npbst other
jurisdictions have inplemented nandatory reporting, it doesn't,
foll ow that BC shoul d adopt the policy w thout a rigorous
expert review and extensive stakehol der input.

| realize that you are well aware of the issues that |and
others have raised today. | hope that ny witten feedback w |l
be of some use

Wth best w shes for your work,

Paddy Rodney

Patricia (Paddy) Rodney RN, MSN, PhD

Assi stant Professor, University of Victoria School of Nursing
Faculty Associate, UBC Centre for Applied Ethics

Research Associ ate, Providence Health Care Ethics Services

c/ o Langara Col | ege, 5th Floor, Library Building,

100 West 49t h Avenue, Vancouver, BC, Canada, V5Y2Z6

Ofice Tel: 604-323-5923; Ofice Fax: 604-323-5929; Hone Ofice
Tel : 604-732-0734;

E-mai | : prodney@li rect.ca; Pager: 604-601-7176
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" pr. Perry Kendall
PAN Working Group Members

My apologies for missing the conlerence call this morning however 1 had 8 matter that I nceded to attend
to.

T have talked extensively with both colleagues and clients here at YouthCO AIDS (all whom are between
the ages of 15-29). The general consensus is that folks are against HIV Reportability, largely due to the
confidentiality issucs. This was thought to be of particular significance when it came to youth and young
people. Many peoples presently living with HIV stated that the fact that they knew they could be
anoaymously tested was crucial to their decision to go ahead and get tested.

Youth undoubtedly are a more vulnerable population — all the more so if they are quecr, drug usets, etc.
The thought that results could somehow be disclosed to health care providers and possibly parents or
guardians would be & concemn to many youth and enough to prevent them from getting tested

When discussing the issue of contact notitication, it was felt that simply making HIV reportable unto itself
would not go far in enhancing this. There would have to be much greater resources put towards follow-
through once a person was diagnosed as being HIV+. As well, this whole issue of contact notification was
met with concern once again given the confidentjatity concerns and the increased valnerability of youth.

Finally, a consistent theme was that irrespective of what the ultimate decision was in terms of reportability,
greater resources have to be allocated to prevention education in schools and other youth venucs. Here lies
soine of the greatest potential for reducing the spread of the discase.

Thanks very much...
J. Evin Jones

Agency Coordinator
YouthCO AIDS Sociely

- YouthCO Alps Society

#2033 (9 Wesrp TSt
Vnncouv:r, BC V6B IT4
Pihone: (604) 688-1441
Pax:" .(604)688-4932
Email: mrorrr:xﬁon@youthcoiorg
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PACIFI1C NETWORK

01 October 2001
m “.\‘.?«
Dr. P.R. W. Kendall /SQ\W'\ Lo ﬂlzgﬁ,‘g\_
Provincial Health Officer s 3 J %‘\
Ministry of Health and { Nov G 2 2001 )
Ministry Responsible for Seniors
Room 3002 e __VICTORIA, BE
1810 Blanshard Street
Victoria, BC
V8V 1X4
Dear Dr. Kendali:

1 am writing on behalf of the General Assembly of the Pacific AIDS Nétwork (PAN) to
state our opposition to nominal testing and partner contact tracing.

Of huge concern to the member groups of PAN is the issue of confidentiality. The
release of names of persons with HIV from public health authorities who collect this
information could potentially be devastating, especially for more vulnerable populations
such as youth, members of rural communities, persons who use injection drugs, women,
aboriginal people, and others.

Confidentiality concerns may also cause some people to avoid or delay testing. If
persons at risk avold testing, this could delay onset of treatment In infected persons and
result in unwitting transmission to others.

An additional concern is that Medical Health Officers may use punitive or discriminatory
measures under the Health Act against persons living with HIV if they believe them to
be knowingly or unknowingly exposing others.

As regards the issue of contact notification, simply making HIV reportable unto itself will
not go far in enhancing this. -At this point there is na indication that the resources
necessary to ensure effective and supportive contact notification have been or will be
put into place.

The members of the Pacific AIDS Network appreciate your stated commitment to
community consultation on this issue. We anticipate that the concerns articulated in this
letter will inform any-and all future government decisions made regarding reportability.

PACIFIC AIDS NETWORK c/o AIDS Vancouver Island 1601 Blanshard Street
Victoria BC V8W 2J5 TEL: 250-881-5663 / FAX: 250-920-4221
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Appendix C
Legal Opinion on Confidentiality and
Reportable Infectious Disease

Communicable Diseases — The Duty to Report and Refrain from
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Further Disclosure
(Section 6.1 of the Communicable Disease Regulation)

section 6.1 of the Communicable Disease Regulation (“the Regulation”)
provides:

“6.1 Where a person voluntarily submits himself to testing or
examination for a communicable disease and, as a result of that
voluntary test, another person is required to make a report to the
medical health officer under section 2 or 3, no person shall disclose ar
permit to be disclased to any person other than the medical health
officer information contained in the report or the results of an
examination or test, without the written consent of the person who so
volunteered”.

it is the position of the Provincial health officer that section 6.1 of the
Regulation only applies respecting reportable communicable diseases
for which a person has voluntarily submitted to testing or an
examination (reportable communicable diseases are those listed in
Schedules A and B of the Regulation).

it is the position of the Provincial health officer that those individuals
mandated not to disclose by the words “no person shall disclose or
permit to be disclosed” contained in section 6.1 of the Regulation
include:

-the lab that conducts the testing and is aware of the test results (this
includes owners and employees of the lab);

-the physician who orders the tests and receives the report of the test
results (this includes the owners and employees of the physician’s
practice);

-the medical health officer (this includes employees and delegates of
the medical health officer);

-any individual, who as a result of the voluntary test, knows or suspects
that an animal or another person is suffering from or has died from a
communicable disease; and




-the Provincial health officer (this includes employees and delegates of
the Provincial health officer).

Section 104 of the Health Act provides:

“104(1) A person who contravenes this Act or a regulation...commits
an offence.

(2) Unless a lower penalty is specified by regulation or this Act, a
person who

commits an offence under subsection (1) is liable on conviction to
the following:

(a) in the case of an offence that is not a continuing offence,
a fine of not more than $200,000.00 or imprisonment of
not longer than 12 months, or both...”.

Examples of Application of s.6.1 of the Communicable
Disease Regulation

there is no contravention of section 6.1 of the Regulation if a laboratory
returns to an ordering physician test results that indicate the
physician’s patient has or may have a communicable disease. The
physician is not a third party because the physician ordered the test on
behalf of the patient and the patient consents to the test result being
returned to the physician.

there is a contravention of section 6.1 of the Regulation if, without the
written consent of the patient, a physician (or the physician’s
employee) releases information contained in the results of an
examination or test respecting a communicable disease or possible
communicable disease.

there is a contravention of section 6.1 of the Regulation if, without the
written consent of the patient, a laboratory releases to a third party
researcher, information contained in the report to the medical health
officer respecting a communicable disease or possible communicable
disease, or information contained in the results of an examination or
test respecting a communicable disease or possible communicable
disease.

there is no contravention of section 6.1 of the Regulation if the
Provincial health officer releases to the BC Centre for Disease Control
and Prevention Society (“the BC CDC”) information contained in lab
the report to the medical health officer respecting a communicable
disease or possible communicable disease, or information contained in
the results of an examination or test respecting a communicable
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disease or possible communicable disease. Section 3 (2) of the Health
Act provides:

“3(2) The Provincial health officer must monitor the health of people
of British Columbia and provide to the people of British Columbia
information and analyses on health issues.”

The Provincial health officer is statutorily mandated to investigate and
analyze the incidence of communicable disease in the population of
British Columbia. To perform its duties the Provincial health officer
delegates to its administrative arm, the BC CDC certain duties. While
such a delegation occurs, the information remains within the care and
control of the Provincial health officer. It is appropriate for the
Provincial health officer to release information to the BC CDC with a
view to having the BC CDC contact the patient to determine whether
they will participate in a research study.




Appendix D
Health Act Provisions and Penalties

Voluntary testing

6.1 Where a person voluntarily submits himself to testing or
examination for a communicable disease and, as a result of that
voluntary test, another person is required to make a report to the
medical health officer under section 2 or 3, no person shall disclose or
permit to be disclosed to any person other than the medical health
officer information contained in the report or the results of an
examination or test, without the written consent of the person who so
volunteered.

ealth Act

http-//www qp gov be ca/statreg/stat/H/96179 01 htmi#section104 |

Offence and penalty
104 (1) A person who contravenes this Act or a regulation, bylaw,
order, direction or permit under this Act commits an offence.

(2) Unless a lower penalty is specified by regulation or this Act, a
person who commits an offence under subsection (1) is liable on
conviction to the following:

(a) in the case of an offence that is not a continuing offence, a fine of
not more than $200 000 or imprisonment for not longer than 12
months, or both;

(b) in the case of a continuing offence, a fine of not more than $200
000 for each day the offence is continued or imprisonment for not
longer than 12 months, or both.
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This (dated) editorial emphasizes four areas of concern in relation to
partner notification and HIV. 1)HIV infection is under diagnosed and
therefore it is unlikely that enough contacts will be identified to disrupt
the course of the disease. 2) The average length of time between HIV
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that public health routinely limits investigations. 3) The only intervention
that is available to interrupt HIV transmission is behaviour modification
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This study focussed on opposite sex contacts of AIDS patients as a means
of limiting sexual and vertical transmission of HIV. 34 partners were
tested and 7 had positive HIV-antibody test results. The conclusion of
this study is that provider referral is relatively expensive but its ability to
target case finding, education, and counseling to women at highest risk of
infection may make it potentially cost-effective for the prevention of
vertically transmitted HIV infection. (Note: Provider referral was used,
people choosing patient referral were excluded from the study. The
majority of individuals chose patient referral.)
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This is a retrospective study conducted in 1988 and looked at 231 index
cases. Index cases identified 239 partners, 21% of whom were
seropositive. Index cases were grouped by ethnicity, gender, sexual
orientation, and injection drug use behaviour. There were no remarkable
differences among groups except gay men. Gay men were more reluctant
to notify partners and notified partners were more reluctant to accept
testing and counseling. Overall partner notification and provider referral
should be offered to all HIV infected individuals. Another unique aspect
of this study is that it looked at cost implications—costs of enhanced
partner notification were not found to be prohibitive. (Note: Contact
Tracing works but provider referral was shown to have definite benefits:
patient referral contacted 20.2% of identified partners and provider
referral identified 71%.)

Wells, K.D., and Hoff, G.L., “Human immunodeficiency virus
partner notification in a low incidence urban community,” Sex
Transm Dis, v.22, (1995), pp. 377-379.

366 eligible patients (100% of eligible) 662 contacts named (ratio 1.8),
with 447 notified and 447 receiving testing and counseling, with 33 new
positives who were previously unaware (7%).

Wykoff, R.F., Heath Jr. C.W., Hollis, S.L., et al. “Contact tracing to
identify human immunodeficiency virus infection in a rural
community,” Journal of the American Medical Association, v. 259,
(1988), pp.3563-3566.

485 contacts named (ratio of 5.3), with 290 notified and 280 receiving
testing and counseling, with 46 new positives who were previously
unaware (16%)

Wykoff, R.F., Jones, J.L., Longshore, S.T., et al. “Notification of the
sex and needle-sharing partners of individuals with human
immunodeficiency virus in rural South Carolina: 30-Month
Experience,” Sexually Transmitted Diseases, v.18, n.4, (October-
December, 1991), pp217-222.

This study occurred in rural South Carolina. There were 485 named
contacts, 290 were successfully contacted and 280 accepted testing and
counseling. Of the 280 tested 49 were positive for HIV-antibodies. The
emphasis of this study was on a rural setting and concluded that partner
notification can accurately target education and testing to people at
greatest risk. Partner notification appears to be highly acceptable to at-
risk individuals and results in important behavioural changes, and it may
assist in following demographic changes in the HIV epidemic in a given
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community. Of the 91 HIV-positive residents in this health region 49
(54%) were identified by the provider assisted program. This study
evaluated the effects of education on sex and needle sharing partners of
index patients who tested positive for HIV antibodies. “After notification,
the mean number of sex partners per 6-month period decreased from 7.1
to 1.3 (82% reduction) for HIV-positive persons and from 4.1 to 1.9 (54%
reduction) for HIV negative persons. Reports of at least some condom use
increased from O to 80% in HIV-positive men and from O to 69% in HIV-
negative men.”

“New treatments give HIV reporting added weight,” AIDS Alert,
(July 1997), pp. 80-83.

This article examines some of the philosophical concerns with making
HIV nominally reportable in the United States. The impetus for this is
the federal HIV Prevention Act of 1997. It explains what states would be
required to do if HIV became reportable, whether name reporting would
compromise civil rights, and the consequences of combining HIV, AIDS,
and TB surveillance systems. There is an important mention of a two-day
workshop hosted by CDC where a survey showed that concerns regarding
nominal reporting were not high on the list of reasons people gave for not
seeking HIV testing.
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