Research

Recherche

Mandatory reporting of HIV infection
and opt-out prenatal screening for HIV infection:

effect on testing rates

Gayatri C. Jayaraman, Jutta K. Preiksaitis, Bryce
B3 See related article page 707

Abstract

Background: Mandatory reporting of HIV infection to public
health authorities, although now common, may deter people
from undergoing testing. We examined HIV testing frequency
in Alberta before and after mandatory reporting was imple-
mented. We also examined the effect on testing rates among
pregnant women when Alberta adopted an opt-out approach
to prenatal HIV screening.

Methods: Using data from the Provincial Laboratory for Public
Health, we determined the number of HIV tests done between
Jan. 1, 1993, and Dec. 31, 2000, for males and females in Al-
berta. We used data from the Canadian Blood Services labora-
tories to obtain the number of tests conducted as part of the
opt-out prenatal HIV testing program. Reporting of HIV infec-
tion became mandatory on May 1, 1998, and opt-out prenatal
HIV testing was introduced on Sept. 1, 1998.

Results: Among males, the average annual percent increase in the
number of HIV tests was 4.0% for the period before manda-
tory testing, as compared with 4.3% for the period after
mandatory reporting was implemented; the difference in
yearly trend was significant (p < 0.001). Among females, the
average annual percent increase in the number of HIV tests
was 9.2% for the period before mandatory reporting. In the
month immediately following the adoption of opt-out prenatal
HIV testing, the rate increased by 28%. Between 1999 and
2000, the average annual percent increase in the number of
HIV tests among females was 1.4%.

Interpretation: The introduction of mandatory reporting of HIV
infection did not appear to have a deterrent effect on rates of
HIV testing. The implementation of an opt-out prenatal HIV
testing policy resulted in a dramatic increase in the number of
females being tested for HIV infection.
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follow-up for infected people, to counsel them about

their infectiousness to others and to identify partners
who may be unaware of their exposure is now widely rec-
ommended.! However, there is concern that such disclosure
policies may deter people from seeking HIV testing. The
Alberta Medical Association and some community-based
AIDS organizations in Alberta expressed concern that
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mandatory reporting of HIV infection could adversely ef-
fect voluntary, informed HIV testing and counselling.”* At
the same time, it was recognized that a mandatory reporting
system could ensure better tracking of a serious medical
problem and provide more accurate HIV statistics at a local
level for program planning and distribution of funds.**

A review of HIV testing rates in publicly funded coun-
selling and testing programs in five US states showed no de-
crease in rates after name-based reporting was implemented.’
Results of a study involving injection drug users indicated
that such reporting might cause them to delay testing.’
Other studies have shown that fear of receiving a positive test
result rather than fear of mandatory reporting was the most
important deterrent to testing.”” However, all these studies
dealing with nominal reporting were limited in that they fo-
cused on specific groups rather than an entire population.

AIDS became a notifiable disease under public health leg-
islation in Alberta in 1983. Testing for HIV infection was in-
troduced in the province in 1985. On May 1, 1998, a positive
HIV test result was deemed to be a notifiable condition. No-
tficadon of HIV infection requires the Provincial Laboratory
for Public Health (which conducts all confirmatory HIV test-
ing in the province) and physicians caring for HIV-infected
people to report all newly diagnosed cases of HIV infection
to the provincial medical health officer at Alberta Health and
Wellness through the regional medical officers of health." Al-
though the medical officers of health may receive nominal re-
ports in order to facilitate necessary follow-up of HIV cases,
it is not required to report nominally to Alberta Health and
Wellness. Thus, since May 1, 1998, all people with a newly
diagnosed HIV infection have been reported to the public
health officials for follow-up, as appropriate.

As in other jurisdictions across Canada, prenatal testing
for HIV infection had been performed inconsistently in Al-
berta, with the result that children continued to be born to
HIV-infected women who had not received prophylactic
treatment to prevent vertical transmission." Therefore, on
Sept. 1, 1998, Alberta adopted an opt-out strategy for prena-
tal testing for HIV infection. Under this policy, HIV testing
is done routinely for all pregnant women seeking prenatal
care unless they specifically choose not to be tested.” Serum
samples are screened at the Canadian Blood Services labora-
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tories in Edmonton and Calgary, and confirmatory tests are
conducted at the Provincial Laboratory for Public Health.

We thus had an opportunity to evaluate the effect of
mandatory reporting of HIV infection and routine screen-
ing for prenatal HIV infection on requests for HIV testing
in Alberta.

Methods

We obtained data from the Provincial Laboratory for Public
Health on the number of males and females in Alberta who were
tested for HIV infection between Jan. 1, 1993, and Dec. 31, 2000.
We obtained the number of females screened for HIV infection
between Sept. 1, 1998, and Dec. 31, 2000, under the opt-out pre-
natal HIV screening program from the Canadian Blood Services
laboratories, and the number of confirmed positive test results
from the Provincial Laboratory for Public Health. To the extent
possible, for people who had more than 1 positive test result (i.e.,
repeat testing), we included only the first test result.

We calculated average annual percent increases in the number
of HIV tests performed before and after mandatory reporting was
instituted. We used simple linear regression analysis to assess
trends and 2-sided p values to determine whether the trends were
significant. Given the short period between the introduction of
mandatory reporting of HIV infection and of the opt-out prenatal
HIV testing policy, for females we also included the actual num-
ber of tests conducted between April and December 1998.

Results

Among males, the average annual percent increase in the
number of HIV tests for the period before mandatory re-
porting (Jan. 1, 1993, to Apr. 30, 1998) was 4.0%. The cor-
responding increase for the period after mandatory report-

ing was introduced (May 1, 1998, to Dec. 31, 2000) was
4.3% (Fig. 1). The trend was significantly greater in the pe-
riod after the introduction of mandatory reporting (p <
0.001). Among females, the average annual percent increase
in the number of HIV tests was 9.2% for the period before
mandatory reporting. During April 1998, 3706 HIV tests
were performed among females. The number of tests per-
formed per month during the 4-month period immediately
following the introduction of mandatory reporting was
4127, 4360, 4185 and 4160 respectively. During September
1998, immediately following the introduction of the opt-out
prenatal HIV screening policy, 5339 HIV tests were per-
formed, about 28% greater than the number performed the
preceding month. The number of HIV tests performed per
month between Oct. 1 and Dec. 31, 1998, was 5501, 5155
and 4652 respectively (Fig. 1). Between 1999 and 2000, the
average annual percent increase in the number of HIV tests
performed among females was 1.4%.

Of the 20 396 women eligible for prenatal HIV testing
during the first 4 months after the opt-out prenatal screen-
ing policy was introduced, 4.7% declined to be tested. Dur-
ing the entire next year (1999), 3.3% declined testing, and
in 2000, 1.7% declined testing. The number of women
who were found to be HIV-positive on prenatal testing was
11 (rate 2.4 per 10 000) in 1999 and 15 (rate 3.3 per 10 000)
in 2000.

Interpretation

The utility of mandatory reporting of HIV infection for
surveillance purposes is well documented.! However, a re-
cent review of legislation on HIV testing among 121 of the
191 member states of the World Health Organization indi-
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Fig. 1: Total numbers of HIV tests performed in Alberta during 1997-2000, by sex and by month and

year of test.
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cated that only 31 countries, representing 43% of the
world’s population, report HIV infection.” Even in coun-
tries where HIV infection is notifiable, measures for re-
porting vary. In Canada, HIV infection is reportable (nom-
inally or nonnominally) in every province and territory
except British Columbia, which is reassessing its policy.™
HIV infection is reportable in 34 of the 50 US states."

Mandatory reporting — even nonnominal — of HIV in-
fection remains a controversial issue largely owing to con-
cerns about potential personal and social problems related
to breaches in confidentiality. Our study shows a clear
trend toward increased HIV testing in Alberta despite the
introduction of mandatory reporting of HIV infection to
public health authorities. Our results are consistent with
other studies showing that reporting of HIV infection does
not provide a distinct disincentive to testing.”” However,
these other studies dealt largely with name-based reporting
and were conducted in specific populations at risk of HIV
infection rather than in the general population.

In addition, we found a dramatic and sustained increase
in rates of prenatal HIV testing after the opt-out policy was
introduced. Similar trends have been reported in the
United Kingdom and the United States.'"" In those coun-
tries, the proportion of women tested for HIV infection in-
creased from 33%-74% under an opt-in policy (HIV test-
ing is offered by the family physician or obstetrician and is
done only once the physician has formally obtained in-
formed consent) to 81%-88% under an opt-out policy.
Given the high achievable coverage rate through an opt-
out policy, and with it the enhanced likelihood of prevent-
ing vertical transmission, Bitnun and colleagues” recently
advocated the adoption of routine opt-out prenatal HIV
testing throughout Canada.

Our finding of an increased rate of positive test results
among pregnant women between 1999 and 2000 is cause
for concern. The increase may have been due to a real
change in incidence among women or may have been a re-
sult of better coverage of women at higher risk of HIV in-
fection (e.g., sex workers). The lack of information on the
laboratory test requisition forms relating to exposure cate-
gories and associated risk factors made it difficult to deter-
mine the effect of the opt-out policy on coverage of people
at high risk. These data would also have been useful to de-
termine the effect of mandatory reporting on testing in
these groups.

Given that the population of Alberta is 2.7 million, the
increase in population of 100 000 between 1998 and 2000
(Statistics Canada data) is unlikely to have contributed
meaningfully to the number of people being tested for HIV
infecton in the province. However, we were unable to de-
termine the number of pregnant women who were tested
for HIV infection before the routine prenatal program was
introduced, because, before September 1998, information
on whether the tests were for prenatal HIV screening was
not provided consistently. Thus, we could not ascertain the
effect that mandatory reporting had on testing among

Effect of testing policies on HIV test rates

women outside the opt-out prenatal HIV testing program.

Last, although we attempted to eliminate from the data
set data for people who were undergoing repeat HIV test-
ing because they were being followed for a positive test re-
sult, this was incomplete. There are a few anonymous test
sites in Alberta, and people at those sites could not be iden-
tified. However, we believe that anonymous testing is re-
quested infrequently. One of the 2 main STD clinics in the
province has had only 23 requests for anonymous HIV
testing since May 1998, when HIV infection became notifi-
able (Dr. Ronald R. Read, Medical Director, STD Clinic,
Calgary: personal communication, 2002).

Our finding that mandatory reporting of HIV infection
has not adversely affected the number of HIV tests done in
the province is reassuring. It is unclear, however, whether
reporting has had a differential effect by deterring people
who may be at higher risk of HIV infection, such as men
who have sex with men, injection drug users and recent im-
migrants to Canada, from undergoing testing and seeking
treatment and prevention services. Surveys of men who
have sex with men, injection drug users and ethnic minori-
ties have indicated that these groups may be unwilling to
undergo testing if positive results are reported nominally to
health authorities.”* However, definitive studies have yet
to be published on the effect of nonnominal reporting of
HIV infection in these groups. There is some evidence
that, at least among injection drug users in Alberta, non-
nominal reporting of positive HIV test results to public
health officials has not been a deterrent to testing (J.LK.P.,
unpublished data, 2002). Continued monitoring and evalu-
ation are required to ensure that surveillance policies do
not adversely affect HIV testing.
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