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Appendix A

Measure of self-restriction score

Respondents were asked to answer each item ‘yes’ or ‘no’. The score was calculated by adding 1 for ‘yes’ and 0 for ‘no’
concerning the six items.

I am always cautious not to have my HIV infection known to people around me.

I am treated at a hospital where I am unlikely to see my neighbours or acquaintances.
I avoid health checks at my workplace or school.

I avoid close human relations at my workplace, school or in the neighbourhood.

1 try to avoid contact with relatives.

SN oo e

I have moved, because it was difficult to stay in the same neighbourhood.
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Appendix B

Measure of extent of emotional support network score

Respondents were asked to select from the 14 items. The score was calculated by adding 1 for ‘selected’ and 0 for ‘not
selected’ concerning the 14 items.

Parents

Spouse, partner, lover

Brothers, sisters

Relatives

Colleagues at the workplace

Teachers, students

Friends or acquaintances (HIV-negative)

HIV-positive friends or acquaintances

© X Ny Wb

Doctors and nurses at the hospital

..4
e

Hospital counsellors
NGO members

Governmental office

[

HIV-related group
Other

._,
b
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HIV PREVENTION FOR ASIAN AND
PACIFIC ISLANDER MEN WHO HAVE
SEX WITH MEN: IDENTIFYING NEEDS
FOR THE ASTA PACIFIC REGION

Kyung-Hee Choi, Willi McFarland, Masahiro Kihara

In Asia and the Pacific, an estimated 7.4 million people are now living with HIV and
the epidemic continues to expand (UNAIDS, 2003). National and regional HIV prev-
alence data show great heterogeneity across Asia (UNAIDS, 2003). Several of India’s
massively populous states have measured HIV prevalence among pregnant women
above 1%, meeting the definition of a generalized epidemic (UNAIDS, 2003). Some of
the world’s most devastating epidemics have occurred in Thailand, Cambodia, and
Myanmar. Much scientific and popular media attention has been given to the serious
concentrated epidemics affecting millions of injection drug users, commercial sex
workers, and former plasma donors in China, India, Vietnam, and Indonesia
(UNAIDS, 20024, 2003). Less attention has been given to men who have sex with men
(MSM). .

In the rare instances where studies have been done, they tend to show high preva-
lence of HIV among MSM in Asia. A 2001-2002 survey of Beijing MSM in China
found an HIV prevalence of 3.1% (Choi, Liu, Guo, Han, Mandel, & Rutherford,
2003). A similar level of HIV infection (3.3%) was observed in 2001 among Osaka
MSM in Japan (Ichikawa, 2003). By comparison, other countries such as India, Cam-
bodia, Thailand, and Malaysia are witnessing more serious epidemics in the MSM
population, reporting HIV infection rates as high as 17% (Kumta et al., 2002;
UNAIDS, 2002b). Meanwhile, male-male sexual behavior exists in all societies in
Asia and most Asian Pacific countries with adequate surveillance systems have re-
ported AIDS cases among MSM (UNAIDS, 2002b). Although HIV cases among
MSM were identified early in the epidemics of many Asian countries, the HIV preven-
tion needs of their MSM populations have largely been ignored or were never recog-
nized in the first place. This thematic issue features eight articles that address the risk
of HIV for MSM of Asian and Pacific Islander descent in the region.

In the context of resurging risk behavior, sexually transmitted infections, and
HIV incidence among MSM in urban Australia, Western Europe, and the United
States (Dodds, Nardone, Mercey, & Johnson, 2000; Dukers, Goudsmit, de Wit, Prins,
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Weverling, & Coutinho, 2001; Katz et al., 2002; van de Ven, Prestage, French, Knox,
& Kippax, 1998), the first two articles document temporal trends in levels of HIV-re-
lated risk in Australia and the United States. Van de Ven et al. (this issue) find that
Asian—-Australian MSM have not changed their sexual risk from 1999 to 2002, resist-
ing the local and international trend. In contrast, McFarland et al. (this issue) report
increases in rates of unprotected anal intercourse and sexually transmitted diseases
among MSM with Asian and Pacific Islander background in San Francisco from 1999
to 2002, catching up to and exceeding levels of the larger local white gay community.

Most countries in Asia and the Pacific do not include MSM in their ongoing HIV
surveillance efforts. Thus, there is a paucity of information about prevalence and risk
behavior in the MSM population. In their article, Colby et al. (this issue), point out
that sentinel surveillance for HIV in Vietnam do not target MSM and call for HIV pre-
vention research to address the needs of those men who draw little attention despite
their increasing visibility. Noting a similar situation in Cambodia, Girault et al. (this
issue) report a high HIV prevalence of 14.4% among MSM in Phnom Penh and urge
immediate action to prevent the spread of HIV within this group of men and their
sexual partners.

It has been suggested that MSM in Asia and the Pacific may play a significant role
bridging the HIV epidemic to heterosexually active persons. Choi et al. (this issue)
provide evidence supporting this pattern by showing that 11% of their MSM sample
in Beijing, China had unprotected sex with both men and women in the past 6 months.
Girault et al.’s study (this issue) mentioned above, also describe the potential bridging
role of Cambodian MSM who have sex with both men and women in HIV transmis-
sion from high- to low-risk groups.

The last three articles examine psychological and sociocultural factors associated
with HIV-related risk behaviors among Asian MSM in Australia and the United
States. Mao et al. (this issue) show that individualism—collectivism, self-efficacy, and
gay community attachment are associated with sexual risk among Asian MSM in Syd-
ney. Wilson et al.’s qualitative study (this issue) reveals that Asian MSM in New York
experience a variety of social discrimination including homophobia, racism, and
anti~-immigrant discrimination and that their levels of HIV risk vary by how they re-
spond to discrimination. Using quantitative data collected from New York Asian
MSM, Yoshikawa et al. (this issue) assess the association between experiences of dis-
crimination, conversations about discrimination with gay friends and with family,
and sexual risk for HIV.

In aggregate, the articles in this thematic issue highlight the diversity of Asian
MSM and the contexts in which they find themselves. Some communities appear to be
emerging from traditional societal roles that permitted, but severely marginalized
male-male sexual behavior; others are well on the way towards a gay identity parallel
to or integrated within urban communities of the Western world. Nonetheless, the ar-
ticles in this issue suggest that specific prevention needs of Asian MSM are largely un-
met virtually everywhere. It is our hope that this issue will give voice to recent research
on emerging prevention issues among Asian and Pacific Islander MSM and will spark
further efforts to address their prevention needs.
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Numbers of People with HIV/AIDS Reported and Not Reported to Surveillance in

Japan

Shuji Hashimoto,' Miyuki Kawado, Yoshitaka Murakami,’ Seiichi Ichikawa,® Hirokazu Kimura,*

Yosikazu Nakamura,” Masahiro Kihara®, and Kazuo Fukutomi.’

BACKGROUND: Trends in the numbers of Japanese patients with human immunodeficiency virus
(HIV) and acquired immunodeficiency syndrome (AIDS) reported to the HIV/AIDS surveillance system
in Japan were examined. We attempted to estimate the cumulative number of Japanese with HIV,
including people with HIV not reported to the surveillance.

METHODS: Data from the HIV/AIDS surveillance in Japan up to the end of 2002 were available. The
number of unreported HIV cases was estimated using the back-calculation method. To evaluate this
method, the number of reported HIV cases up to 1996 (before highly active antiretroviral treatments
were widely available in Japan) was compared with the number estimated by the same method.
RESULTS: The number of AIDS cases who were initially reported as having AIDS without having been
reported as HIV-infected markedly increased as did the number of reported HIV cases. The number of
AIDS cases who had been initially reported as HIV-infected and who were then reported as AIDS pro-
gression increased up to 1996 but decreased in the period of 1997-2002. The cumulative number of
people with HIV at the end of 2002 was estimated as 14,000, which was 4.2 times higher than the num-
ber of reported HIV cases. The cumulative number of HIV cases reported up to 1996 was nearly equal
to the number estimated by the above-mentioned method.

CONCLUSIONS: HIV infection would appear to be spreading widely among Japanese population. The
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number of HIV cases actually reported to surveillance might still be low.

J Epidemiol 2004;14:182-186.

Key words: HIV, Acquired Immunodeficiency Syndrome, surveillance, trend, estimation.

HIV/AIDS surveillance, which reveals trends in the numbers of
patients with human immunodeficiency virus (HIV) and acquired
immunodeficiency syndrome (AIDS) for planning and evaluating
countermeasures against HIV/AIDS, has been conducied in many
developed countries including Japan."” However, such trends
based on surveillance data must be carefully interpreted.

The number of HIV cases reported to surveillance reliably rep-

resents the number of people diagnosed with HIV if the propor-
tion of people diagnosed with HIV who reported to surveillance is
sufficiently high. In recent years, people diagnosed with HIV can
prevent or delay the progression to AIDS by undergoing highly
active antiretroviral treatments, including combination regimens
such as two nucleoside reverse transcriptase inhibitors plus one
protease inhibitor.*® The trend in the number of AIDS cases who
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had been initially reported to surveillance as HIV-infected and
were subsequently reported as having progressed to AIDS (secon-
darily reported AIDS cases) would reflect the effects of highly
active antiretroviral treatments. Furthermore, the trend in the
number of AIDS cases who were initially reported as having
AIDS without having been previously reported as HIV-infected
(initially reported AIDS cases) might reflect the number of people
with undiagnosed HIV, which is important for monitoring
through surveillance.”

In Japan, the proportion of those reported to surveillance
among people diagnosed with HIV and AIDS was indicated to be
sufficiently high.® Highly active antiretroviral treatments have
been widely used in cases diagnosed with HIV and/or AIDS since
1997 However, the trend in the number of non-Japanese with
HIV and AIDS has been affected by arrivals to and departures
from Japan.®

In this stady, trends in the numbers of Japanese HIV and AIDS
cases reported to surveillance in Japan up to the end of 2002 were
examined. Using the surveillance data, we attempted to estimate
the cumulative number of Japanese with HIV including those
with HIV not reported to surveillance.

METHODS

HIV/AIDS surveillance in Japan

HIV/AIDS surveillance in Japan, organized by the Ministry of
Health, Labour and Welfare of the Japanese government, was
started in 1984.>" Both HIV infection and AIDS are notifiable
conditions and are reported by the diagnosing physician (cases
infected through blood products are not included). In the surveil-
lance, two types of reporting forms are used; Form 1 is for the ini-
tial identification of HIV seropositivity or AIDS, and Form 2 is
for cases identified as having progressed from being HIV positive
to developing AIDS or from having AIDS to death. Form 1
includes sex, age, nationality, HIV/AIDS status, date of diagnosis
and route of infection, while Form 2 includes all of those except
for the route of infection.

Trends in the numbers of HIV and AIDS cases reported to sur-
veillance

The annual trends in the numbers of Japanese HIV cases reported
to surveillance and AIDS cases initially reported up to the end of
2002 were examined using the data of Form 1. In addition, the
annual trends in the numbers of secondarily reported AIDS cases
were observed using the data of Form 2.

The numbers of secondarily reported AIDS cases up to 1996
and in 1997-2002 (when highly active antiretroviral treatments
were widely available in Japan) were compared with their num-
bers expected under the condition that HIV cases received no
active antiretroviral treatments. We assumed that under this con-
dition, each reported HIV case had the expected cumulative prob-
ability of AIDS progression over a 20-year period previously
reported: 0.00, 0.005, 0.03, 0.09, 0.15, 0.22, 0.29, 0.36, 0.43,

0.50, 0.54, 0.58, 0.62, 0.66, 0.70, 0.74, 0.78, 0.82, 0.86 and 0.90
at 1-20 years after HIV infection, respectively.'? Under the
assumption, the expected number of AIDS cases progressed from
reported HIV cases was calculated as the total of the expected
cumulative probability of AIDS progression for such cases corre-
sponding to the elapsed years after their report of HIV infection.

Cumulative number of people with HIV estimated from
surveillance data '

The cumulative number of Japanese with HI'V at the end of 2002
was estimated as the number of HIV cases reported to surveil-
lance plus the estimated number not reported. The number of
reported HIV cases was obtained from the surveillance data. The
number of unreported HIV cases was estimated using the back-
calculation method"” and the surveillance data as follows.

We assumed that unreported HIV cases received no active anti-
retroviral treatments, and that each unreported HIV case had the
expected cumulative probability of AIDS progression over a 20-
year period above-mentioned. We also assumed that the distribu-
tion of years after HIV infection among unreported HIV cases
was equal to that among reported HIV cases. Under these
assumptions, the mean expected cumulative probability of AIDS
progression for unreported HIV cases was calculated as the mean
of the expected cumulative probabilities of AIDS progression cor-
responding to the elapsed years after the report of HIV infection
among reported HIV cases. The number of unreported HIV cases
was estimated as the number of initially reported AIDS cases
divided by this mean expected cumulative probability of AIDS
progression.

To evaluate the method for estimating the number of unreport-
ed HIV cases, the cumulative number of HIV cases reported up to
1996 (before highly active antiretroviral treatments were widely
available in Japan) was compared with the number estimated by
the same method.

RESULTS

Trends in the numbers of HIV and AIDS cases reported to
surveillance

Figure 1 shows the annual trends in the numbers of Japanese HIV
and AIDS cases reported. The number of initially reported AIDS
cases markedly increased as well as the number of reported HIV
cases. The number of secondarily reported AIDS cases increased
up to 1996 and decreased thereafter (1997-2002).

Figure 2 shows the numbers of secondarily reported AIDS
cases up to 1996 and in 1997-2002, and the numbers expected
under the condition that HIV cases received no active antiretrovi-
ral treatments. The reported number was nearly equal to its
expected number up to 1996, but was markedly lower than its
expected number in 1997-2002 (i.e., the reported number of 72
vs. the expected number of 465).
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Cumulative number of people with HIV estimated from
surveillance data

Table | shows the estimated cumulative numbers of Japanese
with HIV and/or AIDS at the end of 2002. The mean of years
after the report of HIV infection among reported HIV cases -at the
end of 2002 was 4.6 years. Under the assumptions that unreported
HIV cases received no active antiretroviral treatments, and that
the distribution of years after HIV infection among such cases
was equal to that among reported HIV cases, the mean expected
cumulative probability of AIDS progression among unreported
HIV cases was calculated as 0.163. The number of unreported
HIV cases was estimated as 11,000 (=the number of initially
reported AIDS cases / the mean expected cumulative probability
of AIDS progression among unreported HIV cases =
1,771/0.163). The cumulative number of people with HIV was
estimated as 14,000 (=the number of reported HIV cases plus the
estimated number of unreported HIV cases = 3,436 + 11,000),
which was 4.2 times higher than the number of reported HIV
cases.

Annual number of Japanese HIV/AIDS cases

600
so0 L T HIV cases reported

—8— AIDS cases initially reported
400 |

—&#— ATDS cases secondarily reported

300

200

100

Q0
1985 1987 1989 1991 1993 1995 1997 1999 2001

Figure 1. Annual trends in the numbers of Japanese HIV and AIDS

cases reported to surveillance.

The cumulative number of HIV cases reported up to 1996 was
1,033, which was nearly equal to the 1,090 estimated by the
above-mentioned method.

DISCUSSION

The increase in the number of reported HIV cases indicated that
the number of people diagnosed with HIV was increasing. The
rise in the number of initially reported AIDS cases indicated that
people with undiagnosed HIV were increasing. Thus HIV infec-
tion would appear to be spreading widely among the Japanese
population. However, the increase up to 1996 together with the
decrease in 1997-2002 in the number of secondarily reported
AIDS cases suggested that progression to AIDS among many
people diagnosed with HIV has been prevented or delayed due to
the wide use of highly active antiretroviral treatments since 1997
in Japan.’ The number of persons with AIDS progression prevent-
ed in 1997-2002 might be evaluated by the number of secondarily
reported ‘AIDS cases in 1997-2002 compared with its number

Number of secondarily reported
Japanese AIDS cases

500
Reported number
400
O Number expected under the
300 - condition that HIV cases
received no active
antiretroviral treatments
200 r
100
0 N

-1996 1997-2002

Figure 2. The number of Japanese AIDS cases secondarily
reported to surveillance and its expected number.

Table 1. The estimated cumulative number of Japanese with HIV at the end of 2002.

Without
Progressionto  progression to Total
AIDS AIDS
Reported as HIV- infected 3,265’ 3,436
Unreported as HTV-infected 1,771 9,000" 11,0001
Total 1,942 12,0007 14,0007

* : the reported number
T : the estimated number
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expected under the condition that reported HIV cases received no
active antiretroviral treatments (the reported number of 72 vs. the
expected number of 465). Further research is required.

The cumulative number of people with HIV was estimated as
14,000, which was 4.2 times higher than the number of reported
HIV cases. These findings suggested that many people had HIV
in Japan, that a large proportion of those not diagnosed had no
opportunity to prevent or delay their progression to AIDS by
undergoing highly active antiretroviral treatments, and that
aggressive countermeasures must be taken to prevent HIV infec-
tion and provide opportunities to detect such potential HIV infec-
tion in Japan.

This study has several problems and limitations. The most criti-
cal problem involves the accuracy of the data from the HIV/AIDS
surveillance system in Japan. Our results were affected by the
breadth of the coverage and the possible duplication in reporting
diagnosed HIV and AIDS cases.>* However, the proportion of
people diagnosed with HIV and AIDS who reported to surveil-
lance was seen to be sufficiently high.® Although the secondarily
reporting of AIDS cases was put on a voluntary basis after the
Infectious Disease Control Law was enacted in April 1999 in
Japan, no great decline in its coverage was suggested."

In estimating the number of unreported HIV cases, we used the
back-calculation method which has been widely employed for
predicting the number of HIV and AIDS cases.” In this method,
the data on reported HIV cases and initially reported AIDS cases
was used, whereas the data of secondarily reported AIDS cases
was not. For applying other methods such as a system analysis,
further data would be neccesary.!*

The essential assumptions were that unreported HIV cases
received no active antiretroviral treatments, and that the distribu-
tion of years after HIV infection for unreported HIV cases was
equal to that for reported HIV cases. Using these assumptions, the
mean expected cumulative probability of AIDS progression for
unreported HIV cases was calculated. The former assumption
would be reasonable because the proportion of people diagnosed
with HIV reported to surveillance was found to be sufficiently
high. Had the coverage of undiagnosed HIV cases reported to
HIV/AIDS surveillance in Japan risen rapidly in recent years, the
latter assumption would not be valid. There were no reports
enabling us to reliably determine whether this assumption was
valid or not in Japan.

Another assumption was that data on the expected cumulative
probability of AIDS progression in the absence of active anti-
retroviral treatments previously reported were available.” It
would be safe to assume that HIV cases reported up to 1996
(before highly active antiretroviral treatments were widely avail-
able in Japan) would not have received active antiretroviral treat-
ments, as was also true of unreported cases. The cumulative num-
ber of HIV cases reported up to 1996 was nearly equal to the
number estimated by the same method under this assumption,
suggesting that this assumption would be equally valid for HIV
cases reported up to 1996 as well as for unreported cases.
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Objective : To clarify the state of support provided by medical staff for the sexual health of
people with HIV (PWH), and related factors.

Methods : Four focus-group discussion sessions and two semi-structured interviews involv-
ing members of the medical staff directly involved in the support for sexual health of PWH,
were carried out in September and October 2003, and the data obtained were analyzed.

Results : The data suggests that the staff members recognized the importance of supporting
for sexual health of PWH, but that they also considered the actual support to be insufficient.
As factors related to this state, the following 5points were categorized : 1) Lack of con-
fidence and hesitation in providing support for sexual health, 2) shifting between the position
of a medical professional and that of an unbiased person, 3) diversity of the contents for
consultation regarding sexual health, 4) patients selecting suitable consultants from among
the medical staff members, and 5) inadequacy of the team care system for providing support
for sexual health.

Conclusion : These factors are considered to be based on the facts that there is no
consensus among those involved in giving care, either in- or outside of the hospitals that
medical staff should provide support for the sexual health of PWH, and that few medical
facilities have announced to patients that they can provide consultation concerning their
sexual health. Such a situation urgently requires correction.

Key words : people with HIV, quality of life, sexual health, medical staff, support

183 (77)



