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The prevention and control of HIV infection depends on the success of strategies to prevent new
infections and treat currently infected individuals. HIV testing and counselling serves as a critical
prevention and treatment tool in the control of the HIV epidemic. Voluntary HIV testing and coun-
selling (VCT) can effectively reduce risk behaviours among individuals at risk for HIV (1). HIV test-
ing and counselling is also a critical component of prevention strategies to reduce transmission of
HIV from mother to child (2-4). Unless pregnant women are willing to be tested and counselled for
HIV, the encouraging advances made in the use of drugs to reduce perinatal transmission will be
meaningless. HIV testing and counselling also offers the opportunity to identify HIV-infected individ-
uals and channel them into treatment programmes. Through the early identification of the infection,

its management can be substantially improved (5,6) .

Within HIV testing and counselling programmes emphasis is placed on the importance of HIV status
disclosure among HIV-infected clients, particularly to their sexual partners. Disclosure is an impor-
tant public health goal for a number of different reasons. First, disclosure may motivate sexual part-
ners to seck testing, change behaviour and ultimately decrease transmission of HIV. In addition, dis-
closure may facilitate other health behaviours that may improve the management of HIV. For exam-
ple, women who disclose their status to partners may be more likely to participate in programmes
for prevention of HIV transmission from mothers to their infants. Through disclosure of her status, a
woman may receive support from her family or others in her social network and may also be able to
access available support services. By adequately addressing the emotional, social, and practical seque-
lae of her positive status she may be more willing to adopt and maintain health behaviours such as

cessation of breastfeeding or adherence to treatment regimens.

It has now been recognized, however, that there are a number of barriers that HIV-infected individu-
als face when sharing their test results with friends, family and, most importantly, sexual partners.
There is considerable interest in finding strategies to encourage disclosure because of the public

health benefits that may accrue from the disclosure of HIV status. The purpose of this review paper is



to synthesize the current information available on HIV status disclosure in terms of the rates, barriers
and outcomes of HIV status disclosure among HIV-infected individuals. Particular emphasis is placed
on women's experiences with disclosure to sexual partners. Through a comprehensive review of the
literature and a solicitation of experiences and input from researchers and practitioners in the field,
the report aims to identify the major barriers and describe programmatic and policy strategies that
have been adopted to address these barriers and support women through the disclosure process. The
report ends with a section on recommendations for ways to move forward to increase disclosure rates
and the support available to women who would like to disclose their HIV status to their sexual part-

ners safely.

Methodology: This document is based on a review of all published abstracts and journal articles
from January 1990 to December 2001 identified through a comprehensive search of five medical and
social science electronic databases including: PubMed, the National Library of Medicine's (NLM)
Gateway database, Psych INFO, LILACS, and Sociologic Abstracts. The four HIV related journals:
AIDS Care, AIDS, AIDS and Behavior, and AIDS Education and Prevention were also searched by hand. Any
article that qualified during these searches was then retrieved from the library and the bibliography
searched for any additional references. The terms used during the computer-based searches include
HIV testing and counselling and disclosure, HIVVCT and disclosure, and HIV serostatus and disclo-
sure. To have been eligible for review, the article must have included data on the rates, barriers or
outcomes of HIV serostatus disclosure. The reviewers also contacted several of the authors personally
to clarify some of the findings and to update ourselves on current research. The 69 articles reviewed
in this paper include 25 articles from sub-Saharan Africa, 40 articles from the United States of
America (USA), three articles from Southeast Asia, and two articles from Western Europe. The arti-
cles varied greatly in terms of their sample size, study design, and methods of data collection. In
addition, these studies targeted a wide variety of populations including pregnant women, men who

have sex with men, health care providers, injecting drug users, and STD clinic attendees.
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1. Benefits of HIV status disclosure to sexual partners

In addition to the public health benefits of disclosure that include expanded awareness of risk that
may lead to decreased sexual risk-taking and ultimately decreased transmission of HIV, there are also
potential benefits to the individual who chooses to share results with his/her sexual partners.

Disclosure of HIV status to sexual partners may lead to:

Increased opportunities for instrumental and expressive social support
Improved access to necessary medical treatment and care

Increased opportunities to discuss and implement HIV risk reduction with partners

+ 4+ 4+ 4

Increased opportunities to plan for the future carefully and thoughtfully

2. Risks of HIV status disclosure to sexual partners

The individual benefits that women may receive from sharing HIV test results with their partners
need to be balanced against the potential risks that an individual woman may face if she discloses. The

potential risks of HIV status disclosure to sexual partners include:

Loss of economic support
Blame

Abandonment

Physical and emotional abuse

Discrimination

4+ 44

Disruption of family relationships

Another potential risk of disclosure is the possibility that children may face violence or abandonment
as a result of their parent's disclosure of their positive status whether or not the children are also

HIV—positive .



3. The process of HIV status disclosure

Most studies that have examined HIV status disclosure describe the outcome rather than the process

of disclosure. Kimberly (7) has developed a useful framework to describe the decision-making

process for disclosure. The framework outlines a six-step process that includes dilemmas, barriers and

decisions at each step.

+

4+

The first step is adjustment to the diagnosis. At this stage in the disclosure process, individ-

uals may need help adjusting to their diagnosis and reaching a level of personal acceptance.

The second step involves an evaluation of personal disclosure skills. Individuals need to

evaluate whether they possess the skills necessary for telling others.

The third step involves evaluating the appropriateness of disclosing to a potential recipient.
This process involves taking inventory of one's social network and deciding on an individual
basis who should be told, taking into account certain criteria such as role and physical dis-

tance from that recipient.

The fourth step is evaluating the circumstances for disclosure. There may be certain cir-

cumstances that prohibit disclosure to certain individuals.

The fifth step in the process involves anticipating the reactions of the potential recipients.
Individuals need to Weigh these anticipated reactions against the anticipated benefits of dis-

closure to each individual.

Finally —the sixth step— individuals identify their motivation for disclosure to each recipient.

By expanding our definition of disclosure from the outcome to the process, we can acknowledge and

appreciate the numerous factors that influence the decision to disclose, including individual psycho-

logical state, personal communication skills and communication patterns, anticipated reactions and

individual motivations for disclosure. We can also think of multiple levels of interventions to help

support individuals through the process.
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When directly comparing rates of disclosure across different studies one must be aware of how dis-
closure was defined and measured. The majority of studies on HIV status disclosure have measured
disclosure as a dichotomous variable (disclosed/did not disclose to specified targets). Other studies
however, have measured disclosure in terms of number of people to whom the individual disclosed or

per cent of the total social network members to whom the individual disclosed.

There is also considerable variation across different studies in the timing of disclosure measurement.
Some studies measured HIV status disclosure shortly after diagnosis (8-12) while others did so at
defined periods after diagnosis but generally within two years (13-17) and finally, some studies meas-
ured disclosure among HIV-infected individuals who had known about their HIV status for more than
two years (18-20). Among the studies that considered disclosure at more than one time period fol-
lowing diagnosis, authors reported a substantial increase, in some cases a doubling, of disclosure rates
over time. Therefore, when comparing the rates of disclosure across studies there is a need to take

into account the time frame since diagnosis.



Finally, there was variation in the targets of disclosure among the studies. The majority of studies
report on HIV status disclosure to sexual partners. However, some studied disclosure only to steady
or primary partners including spouses, while others reported on disclosure to the last sexual partner,
and still others reported on disclosure to multiple categories of partners. Many studies also reported
on HIV status disclosure to friends and families and a smaller number of studies reported on disclo-
sure to others including health care providers, neighbours, bosses, and co-workers. For the purpose
of this report we have focused on disclosure rates to sexual partners and, whenever possible, we iden-

tify how ‘sexual partner’ is defined within each study.

1. Studies from the developed world

Among the fifteen studies based in the United States of America (USA) that report HIV status disclo-
sure rates to sexual partners, six reported on samples of women only, three reported disclosure rates
among homosexual men and the remaining six studies included both men and women in their sam-
ple. Fourteen of the fifteen studies recruited their participants from clinic-based settings. All fifteen
reported disclosure rates to sexual partners and some studies included multiple categories of sexual
partners such as current, past, casual and steady partners. The period of time that lapsed between
diagnosis and assessment of disclosure ranged from two months to 13 years. There was also one
study from France that looked at HIV status disclosure to sexual partners among HIV-positive

patients attending treatment services at an HIV clinic in Paris, France.

The disclosure rates to sexual partners were quite high, ranging between 42% to 100%, depending in
large part on the type of sexual partner to whom the person disclosed. The lowest rates of disclosure
were reported among past partners or current casual partners. Among the studies that reported dis-
closure rates to current and/or steady sexual partners the average rate of disclosure was 79%. There
was variation in rates of HIV status disclosure to sexual partners among different ethnic groups in the
USA and in France. Armistead (19) reported a relatively lower percentage of women who disclosed
to partners (56%) as compared to women from a study by Simoni (87%) and men from a study by
Hays (98%). In a study among ethnically diverse HIV-infected women, Simoni (21) found that

Spanish-speaking Latinas reported lower rates of disclosure than English-speaking Latinas, African-



Americans and Anglo-Americans. In a study from France, Bungener (22) found a similar trend with
69% of HIV-infected women of European descent informing at least one member of their family of
their status as compared to only 38% of women of African descent (p=.0003). This suggests that

there may be important cultural factors that impact the patterns of self-disclosure to sexual partners.

In general, women disclosed to multiple categories of people. Gielen (23), for example, reports that
82% of the women she studied shared results with multiple categories of individuals. However, there
was considerable variation among the USA studies in the patterns of disclosure to social network
members in addition to the sexual partner. Armistead (19) found that among the African-American
women interviewed in her study, the highest rates of disclosure were reported to mothers, as com-
pared to studies by Simoni (21) and Hays (24) in which they reported that disclosure rates to non-
family members were higher. Similarly, among the women of Latin origin studied by Comer (2000)
the highest rates of disclosure were reported among family (55%) and friends (25%). A study by

Lee (25) was the only study to report disclosure of HIV status among HIV-infected youth. The
authors found that 87% of the 350 youth enrolled in the study disclosed to at least one family mem-
ber. Among the young men 93% reported that they disclosed to friends as compared to 79% of the
young women. Among the young women with three or fewer partners since the time of diagnosis
63% informed all partners of results as compared to only 9% of the young women who reported four

Oor more partners .

Few studies assessed the length of time from diagnosis to disclosure. Levy (26) found that among the
patients from an outpatient clinic in Paris, France, less than half (42.5%) disclosed to their partner
immediately after diagnosis, 21% disclosed within one month of diagnosis and 24% waited more than
one year to disclose. Women tended to share results with their sexual partners immediately after

diagnosis more often than men (53% vs. 32.5%, p=.003).

Across studies there remained percentages of individuals who reportedly did not share their HIV test
results with anyone since the time of their diagnosis. Gielen (23) reports 3%, Kilmarx (27) reports
11%, Simoni (28) 10% and Lester (29) reports that 67% of individuals in his sample had not dis-
closed to any friend and 25% had not disclosed to any family member.

7



2. Studies from the developing world

Studies of HIV status disclosure rates to sexual partners from the developing world include 11 studies
from sub-Saharan Africa (one from Burkina Faso, two from Kenya, three from Rwanda, and five from
the United Republic of Tanzania), and one reporting disclosure rates from a multi-country study in
Kenya, Tobago, and the United Republic of Tanzania. There were no published studies from other
regions of the developing world that reported rates of HIV status disclosure to sexual partners. Six
of the studies reported rates of disclosure among women who were enrolled in HIV perinatal trans-
mission trials and the remaining three studies reported rates of disclosure among other clinic-based

populations. The assessment period for disclosure ranged from two weeks to almost four years.

The rates of disclosure among the studies from the developing world were notably lower than rates

reported from the developed world. The rates ranged from 16.7% to 86%. Among the studies that
reported disclosure rates to current and/or steady partners the average rate of disclosure was 49%,
considerably less than the average rate reported from studies conducted in the developed world

(79%).

The patterns of disclosure to social network members in addition to the sexual partner varied. The
study from the United Republic of Tanzania by MacNeil (10) reported that six months after diagnosis,
individuals were most likely to share results with their parents (49.4%), followed by spouses (24.7%)
and then sexual partners (18.8%). From another study in the United Republic of Tanzania, Lie (30)
also found that HIV-positive individuals primarily chose an individual of the same sex and same gen-
eration with whom to share results. Kilewo (16), however, reports lower disclosure rates to family
members (5.6%) as compared to partners (16.7%) among women enrolled in an HIV perinatal trans-

mission trial.

Only a few of the studies reported on disclosure rates at multiple assessment points. The study from
the United Republic of Tanzania by Antelman (15) found that disclosure to sexual partners increased
from 22% within two months of diagnosis to 41% after nearly four years. MacNeil (10) reports that
disclosure rates to sexual partners increased from 5.8% at baseline to 18.8% six months after diagno-

8



sis. Van der Straten (17) reports that 77% of the HIV-positive women they followed shared results
with partners within one year of diagnosis and this percentage increased to 79% among women fol-

lowed two years after diagnosis.

Intention to disclose HIV test results was measured in lieu of or in addition to actual disclosure rates
in a few studies. There are discrepancies between intention and actual disclosure behaviour.
However, due to the small number of studies that have assessed both, it is difficult to describe any
clear pattern between the two. Among pregnant women in Rwanda, Ladner (8) found that during
pretest counselling 50.9% of women said they planned to tell their partners their HIV test results.
Among the women who returned for the post-test counselling 84.9% reported that they shared
results with their partner. It is possible that the women who were least likely to disclose did not
return for their results and therefore the rates of disclosure are among those women who were most
motivated to disclose in the first place. In another study among childbearing women in Kinshasa
Heyward (31) found that 47% of the HIV-infected women said they intended to tell their partners of
their results. The investigators did not measure disclosure rates; however, they did note that only
2.2% of the women brought their partner back to the clinic for testing. Rakwar (32) reported that
90% of the women that they talked with in an STD clinic said they would tell their partners their
results if they were HIV-infected. The investigators in this study did not measure actual disclosure

rates.

A large proportion of individuals from the developing world studies reported that they did not share
their HIV test results with anyone as compared to the developed world studies. 10% of women from
Thailand had not shared results with anyone (33). Similarly, 17% of HIV+ women from a VCT clinic
in the United Republic of Tanzania (34), 50% of HIV+ women from rural South Africa (35), 16% of
participants from rural Tanzania (36) and 77.8% of the HIV+ pregnant women from urban Tanzania

(16) had not shared results with anyone.

Most of the studies that were reviewed are based in clinic settings and therefore may not be represen-
tative of all situations in which VCT is provided. Therefore, we cannot necessarily generalize these
findings to other environments in which VCT may be provided.

9
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Among the studies that described barriers to HIV status disclosure there were two different ways that
the barriers were assessed. Either study participants were asked directly about the perceived barriers
to disclosure or, through multivariate analysis, the investigators identified the correlates associated
with disclosure and non-disclosure of HIV test results. Barriers were primarily described for disclo-
sure to sexual partners and, to a lesser degree, disclosure to other categories of recipients including
family, friends, and others. The most common barriers to disclosure that were mentioned by partici-
pants included fear of abandonment, fear of rejection/discrimination, fear of violence, fear of upset-
ting family members and fear of accusations of infidelity. The factors associated with disclosure that
were assessed through multivariate analysis included ethnicity, severity of disease, age and education.
When exploring the barriers to disclosure that are reported in different studies it is important to
keep in mind the context in which the participants were offered HIV testing. It is likely that the bar-
riers that individuals face when deciding to share their results with their partner will vary depending
on the circumstances under which they were tested. For example, barriers to disclosure will be dif-
ferent for women who were tested in an antenatal care context as compared to women in HIVVCT
clinics. Maman (37) describes the extensive decision-making process that women who present to
VCT clinics have gone through to get tested. The women at VCT clinics are generally motivated to
test by their high perception of risk for HIV, they have often thought about testing for a long period

of time prior to being tested and many have talked with their partner about HIV risk and HIV testing
11



prior to being tested. In contrast, it may reasonably be assumed that women from antenatal clinics
have generally not thought about HIV testing prior to being offered the opportunity as part of their
antenatal care, and as such most of these women have not talked with their partner prior to deciding
whether to test. Therefore, the barriers that these women face when deciding whether or not to

share results with their sexual partners may be more extensive.

1. Fear of abandonment

Fear of abandonment was the major barrier that was mentioned most often by participants from stud-
ies both in the developed and developing world. For studies among women, particularly in develop-
ing countries, fear of abandonment was closely tied to fear of loss of economic support from a part-
ner. Thirteen of the 14 studies conducted in developing countries with women reported that fear of
abandonment and loss of economic support were major barriers to disclosing HIV status to sexual
partners. In these settings where resources are extremely scarce and women's access to resources
independent of their partner is uncommon, it is not surprising that fear of losing instrumental sup-
port from a partner is a major consideration when deciding whether to share results or not. The
absence of social security and health insurance in most African countries also make women dependent
on their partner and family for their health care, therefore women may choose not to disclose their
HIV status in order to benefit from family support. However, a study by Antelman et al. (15) con-
ducted in the United Republic of Tanzania did not support the hypothesis that women who are more
economically dependent on their partner are less likely to disclose. They found that women of lower
socioeconomic status (SES) were more likely to disclose. Their study population was of low SES, so it
is possible that they were unable to detect an association that actually exists between SES and disclo-

sure due to lack of Variability.

2. Fear of rejection/discrimination

In addition to fearing abandonment and loss of economic support, several studies found that fear of
social isolation and discrimination was another important barrier to disclosure of HIV status. Study
participants feared discrimination and social isolation from family members and from the wider pub-
lic. Fear of discrimination can be further defined as fear of social discrimination leading to social iso-

lation and lack of support and fear of socioeconomic discrimination which may lead to problems with

12



jobs, housing, insurance and other practical socioeconomic considerations. In a study among HIV-
infected women in the USA by Moneyham et al. (38) the authors found that concerns of discrimina-
tion were a major barrier to disclosure, particularly in situations where disclosure involved people
that participants felt had power over some aspect of their lives such as work or needed resources.
The concern regarding socioeconomic discrimination was mentioned more often in studies conduct-
ed in the developed world than in those from the developing world. Participants from studies in the
developed world mentioned concern over social discrimination more often than they described fears
of socioeconomic discrimination. Fear of loss of confidentiality was closely tied to fear of discrimina-

tion in all studies. The loss of confidentiality represented potential exposure to discrimination.

3. Fear of violence

Fear of violence was mentioned by women as a barrier to disclosure in about one quarter of all stud-
ies. Some studies specifically probed for fear of violence as a barrier to disclosure, and in others fear
of conflict and violence was spontaneously mentioned by women. Fear of violence was mentioned
less often as a barrier to disclosure in developed world studies compared to studies from the develop-
ing world. Gielen (23) found that 12% of the HIV-infected women included in her study in
Baltimore, USA, reported fear of violence as a barrier to disclosure. From developing countries,
16% of the women studied by Kilewo (16) in the United Republic of Tanzania, 19% of the women
studied by Farquhar in Kenya (39) and 51% of the women studied by Rakwar in Kenya (32) indicated
that fear of violence was a major barrier to sharing HIV test results. In a study among pregnant
women in Burkina Faso, Nebie (40) reported that fear of domestic violence was the only identifiable

reason why women chose not to share test results with their partner.

4. Fear of upsetting family members

Concern for others was a barrier that was mentioned in several studies. The two studies from the
USA that involved Asian/Pacific Islander Americans found that fear of upsetting and shaming family
was the major barrier to disclosure (41, 42). Yoshioka (41) found that among HIV-infected men there

were three major barriers to disclosure of HIV status to family members including:

13



1. protection of family from shame
2. protection of family from obligation to help

3. avoidance of communication about highly personal information

Chin (42) found that fear of burdening or disappointing others was a major barrier among the
Asian/Pacific Islander women that she studied. In the study from Thailand by Bennetts (33) three

quarters of the women (77%) felt that HIV was a disease of which their family would be ashamed.

Lack of disclosure and shame were both associated with high levels of worry about HIV. All three
studies describe cultural attributes of Asian communities that explain why shaming and disappointing
family is a major concern for HIV-infected individuals. From the United Republic of Tanzania, 17%
of the HIV-infected pregnant women studied by Antelman (15) reported that their reason for non-

disclosure was the desire to avoid upsetting others.

5. Severity of illness

Severity of disease was associated with disclosure to partners, family and friends. As symptoms of the
disease become more pronounced, HIV-infected individuals are more likely to share results with oth-
ers. Armistead (19) found that among African-American women, the stage of disease was predictive
of disclosure to fathers and friends, but not to sexual partners. Other studies have found a direct rela-
tionship between severity of the disease and disclosure. Among men of Latin-American origin,
Mason (43) found that severity of disease was an independent predictor of disclosure to partners.
Jeffe (44) found a direct relationship between severity of disease and disclosure to medical providers.

Mansergh (45) also found that disclosure was lower among asymptomatic men than symptomatic men.

6. Motivators for disclosure

To counterbalance the barriers some studies also reported on the factors that motivated individuals to
disclose to their partners and to other members of their social network. The reasons for disclosing

differed depending on the individual to whom the person was disclosing. Simoni (21) found that eth-
ical responsibility and concern for partner's health was the major reason cited for disclosing to sexual

partners, whereas seeking social support was the primary reason for disclosure to friends and family.

14



Increasing social support was also mentioned as a major reason for disclosure to partners, family,

friends and medical providers in the study by MacNeil (10).

In addition to the social factors that may play a role in motivating individuals to disclose, a couple of
studies also reported on the role that counselling may play in facilitating disclosure. De Rosa (11)
found that rates of disclosure increased with the number of times that a health professional discussed
issues of disclosure at the HIV clinic where they received care. Men who were counselled both at
post-test counselling and at their current HIV clinic were nearly twice as likely to have disclosed to
all sexual partners than men not counselled at both sites. In a qualitative study conducted at a volun-

tary counselling and testing clinic in the United Republic of Tanzania, Maman (36) found that men

and women mentioned the important role that counsellors played in their decision to disclose.

15



WiBarrins e i sessin|
il i

A small number of papers were reviewed that describe barriers to HIV testing, There were five stud-
ies from the USA (46-50), three studies from sub-Saharan Africa (51-53) and one review paper (54).
All but one of the studies (51) discuss barriers to HIV testing among pregnant women. The study by
Nyblade is the only one to assess the barriers to HIV testing among a community-based sample of
individuals, some of whom had been tested for HIV and others who had not. Most of the studies
report both the rates and barriers of accepting HIV testing and returning for HIV test results.
Among pregnant women from the USA, the most common barrier to accepting HIV testing was lack
of perceived need for the test and fear of potential negative outcomes from testing and disclosure
including stigmatization and discrimination. In the African studies, the acceptance of HIV testing was
high; however, the return rate for results was significantly lower. In his review paper Cartoux (54)
found that the median acceptability for VCT by pregnant women in developing countries was 95%
(range 53%-99%). The return rates varied widely between sites (median 82%, range 33%-100%).
In Nyblade's study (51) of community-based acceptability of HIV/VCT the factors associated with
VCT participation were older age, positive HIV status and having sexual partners in the past five
years. Lack of health care for HIV-positive persons is a disincentive to seek VCT as is the fear of stig-

ma and discrimination.

Cartoux (52) specifically explored the impact of group versus individual pretest counselling on
acceptability of HIV testing and return for results. His review found that the rates of returning for
results were not related to the type of pretest counselling that was provided. They therefore argued
for group pretest counselling in which the standard HIV pretest counselling session would be
admininstered to a group as opposed to an individual, in resource-constrained settings. In contrast,
Sorin (49), in a study conducted in the USA, found that for every five minute increase in the length

of individual counselling the rate of acceptance for HIV testing more than doubled.
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1. Positive outcomes of disclosure

Most studies both in developing and developed countries reported that positive outcomes were com-
mon following disclosure. Of the 20 studies focused exclusively on women, 18 reported that the
majority of women mentioned at least one positive outcome from disclosure. Positive outcomes
reported by women included increased support, acceptance, and kindness. Disclosure was associated
with less anxiety, fewer symptoms of depression, and increased social support (reported in 10 of 27
studies). Three studies also mentioned that disclosure caused the respondents to feel closer to their

friends and family members or others in their social network. An important finding from both devel-
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oped and developing country studies is that disclosure was not associated with the break-up of long-
term relationships. In fact, six studies that reported on the effects of disclosure on marriage showed

that most marriages survive disclosure.

2. Negative outcomes of disclosure

Of the 31 studies reporting on outcomes of disclosure, 26 mention negative outcomes. For the most
part, these negative outcomes affected a small percentage of respondents. Negative outcomes includ-
ed blame, abandonment, anger, violence, stigma, and depression. Two studies (13, 55) showed that
unmarried sexual partners were the most likely to suffer a break-up in the relationship following dis-
closure. In the USA, studies by Gielen (56), Rothenberg (57), and Lester (29) showed that African-
American women and other minorities were more likely to report negative consequences related to

disclosure, including discrimination and physical assault.

Among studies that looked at violence as an outcome of HIV status disclosure, many found that vio-
lence was not a commonly reported outcome. Where violence was reported, the range was wide
(average 12%; range: 3.2% to 45%). However the measure of violence was often inadequate. In
addition, definitions of violence were almost always limited to physical assault and did not include

other aspects of abuse such as threats and controlling behaviours.

In studies conducted in the USA, four of 20 studies reported that respondents experienced violence
as a result of disclosure (average 8%; range: 3.2% to 24%). In a study conducted among HIV-posi-
tive women in Baltimore, USA, Gielen (58) found that 4% of women who reported any violence
since time of diagnosis felt it was directly attributable to their HIV status. Gielen (58) also suggests
that women with a history of physical or sexual abuse were more likely to suffer violence as a result
of disclosure. Studies done in the USA show that violence as a result of disclosure is not limited to
women. In a nationally representative sample of HIV-infected individuals undergoing medical care,
Zierler (59) found that 10.3% of women reported violence since time of HIV diagnosis; 4.5% of
men who have sex with men reported violence since the time of HIV diagnosis; and 3.2% of hetero-

sexual men reported violence since the time of diagnosis.
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In the developing world, the reports of violence were more common (average 11%; range: 3.5% to
23%). Five of the 12 studies conducted in the developing world report violence as an outcome of
disclosure. Studies in South Africa seemed to have the most reports of violence. Grinstead (60)
showed that HIV-positive women in sero-discordant couples where the man was HIV-negative were
the most likely to experience violence. The rate of reported violence in these relationships was 13%
as compared to no violence reported in sero-discordant relationships where the man was HIV-posi-
tive and the women HIV-negative. Of concern is the small but still significant number of women
reporting that they were forced to leave their homes after disclosing their status. Programmes assist-

ing these women should be implemented as most of these women rely on their partners for their

livelihood.

The true risk of violence related to disclosure was hard to determine from these studies as there were
no base rates of violence obtained at the beginning of the studies and measures of severity also varied.
Therefore it is impossible to tell if the rate of violence increased or decreased after disclosure.
Additionally, the definitions of violence differed greatly across studies and measures of severity also
varied. Most studies did not define violence, and some only report on slapping and biting because it
is not known what the term physical assault means in relation to slapping and biting. This makes the

rates of violence post-disclosure difficult to assess and compare.

3. Disclosure to partners compared to family members and friends

Most studies did not describe the outcomes of disclosure by the recipient to whom the individual dis-
closed. Of the three studies that did, all showed that disclosure to mothers was associated with
increased social support. Disclosure to fathers was more rare and generally occurred with disease
progression. Fathers were also more likely than other family members to become angry or withdraw
after disclosure. Disclosure to sexual partners was also frequently associated with emotional support.
However, lovers were more likely to become angry and withdraw after disclosure than family mem-
bers. All three studies reported that disclosure to friends resulted in increased social support and that

friends were the most unlikely to become angry or withdraw after disclosure (13,10, 21).

19



4. Anticipated versus real outcomes

Several studies mentioned that fear of consequences like abandonment, violence, and discrimination
were major barriers to disclosure. However, when the study participants who chose to disclose were
asked the outcomes of disclosure, these fears were seldom realized. In Kilewo's (16) study from the
United Republic of Tanzania, 46.4% of women who did not disclose their HIV status to their partners
reported that fear of divorce was a major barrier to disclosure. However, 91.7% of women who did
disclose their results reported that their relationship continued after disclosure. Heyward (31) found
a similar trend in Kinshasa, Democratic Republic of the Congo, where 63% of women who did not
disclose their HIV status reported fear of divorce as the major barrier. Yet at 12 months after disclo-
sure, no women in the study reported divorce or separation. This finding can mean one of two
things. First, only women who are confident in the strength of their relationship actually disclose
their results and women who are less confident or have reasons to be concerned do not disclose their
results. It could also mean that women perceive that the risk of a negative outcome is more likely

than it is in reality.

5. Behaviour change as an outcome

Few studies examined the role that disclosure plays in changing sexual behaviour. Of the two studies
that looked at the role of disclosure in changing behaviour, involving partners was found to lead to
greater behaviour change. A study done by Niccolai (14) with 129 males and females enrolled in a
behaviour modification programme found that after disclosure of status to partners, condoms were
used 89.9% of the time compared to only 76.6% of the time with non-disclosure (p=0.02).
Similarly, Allen (61) found that among a cohort of 1458 childbearing women in Rwanda, involving
the male partner in HIV testing and counselling was an independent predictor of condom use. Of
the 26% of women whose partners were also tested, 55% used condoms compared to 28% of
women whose partners were not tested. These findings suggest the need for encouraging disclosure
when it is safe and feasible for the woman. Additionally, whenever possible women should be
encouraged to bring their partners with them to voluntary testing and counselling clinics and the

couples should be counselled together to facilitate disclosure in a safe environment.
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See TABLE 5/page 53
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A review of the literature found only three studies examining disclosure among men who have sex

with men (MSM) (13, 24, 48). All three were conducted in the USA. No studies were found with

men who have sex with men in developing country settings.

The three studies reviewed found that disclosure rates among men who have sex with men were quite
high. Stempel (13) working with 93 HIV-positive men found that 82% of men had disclosed to a pri-
mary sexual partner, while 56% had disclosed to a new sexual partner. Hays (24), working with 163
HIV-positive men, found that 98% of asymptomatic men had disclosed to their lover or partner and
all symptomatic men with AIDS had disclosed to their partners. Major barriers to disclosure report-
ed by these men included not wanting to worry or upset others, fear of discrimination, fear of con-
demnation by family, fear of disrupting relationships —both familial and sexual— fear of losing friends,

feeling that disclosure would be of limited benefit, and a desire to conceal their sexual orientation.

The results from these studies showed that for men who have sex with men disclosure acts as both a
source of stress and a source of social support. Among the 163 HIV-positive men studied by

Hays (24), disclosure to friends and significant others was associated with less anxiety; whereas, dis-
closure to mothers was often associated with depression. Similarly, Stempel (13), working with 93
homosexual men in San Francisco, found that 21% of long-term sexual partners and 17% of new sex-
ual partners expressed unfavourable reactions to disclosure of HIV test results. Holt (62), mean-
while, found that disclosure among 40 HIV-positive homosexual and bisexual men was closely tied to
the length of time since diagnosis. Immediately after diagnosis, individuals were more likely to
choose not to disclose their status to anyone until they had time to come to terms with the diagnosis
themselves. During the asymptomatic phase of the disease, men would eventually choose to disclose
to partners to allow them to share the responsibility for safer sex. Disclosure during the sympto-
matic phase of the disease was more common and allowed the men to develop a social network of

both practical and emotional support.
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With only three studies looking at HIV status disclosure among men who have sex with men it is hard
to make generalizations about the experiences of disclosure among this population. This lack of
research highlights the need for studies to look at the special needs and concerns of this population in
terms of disclosure, especially in developing country settings, where homosexuality is highly stigma-

tized.
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Although HIV is widespread among commercial sex workers and injecting drug users in many set-
tings, few studies looking at the disclosure experiences of these marginalized populations have been
conducted. This review found no studies looking at HIV status disclosure among commercial sex

workers.

Only one study looked at HIV status disclosure among injecting drug users. A study (63) in the USA
with 161 injecting drug users found that participants who reported current drug use were less likely
to disclose (OR=0.36) and that disclosure was positively associated with length of time since diagno-
sis, duration of relationship, and HIV status. The study also found that drug-using partners were at
high risk for HIV infection because partners were unlikely to self-disclose their HIV status to other

network members.

Further research is needed to understand the rates and barriers to disclosure for these vulnerable

populations as well as the outcomes they experience following disclosure.
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There is a limited range of different programme and policy approaches that have been recommended
to increase HIV status disclosure rates and support individuals through the disclosure process.
However, very few of these approaches have been rigorously evaluated. This section includes, where

available, examples of these approaches. These recommended approaches can be organized into five

general areas including:

Identification and referral of domestic violence in HIV testing and counselling programmes
Cross-training of HIV and domestic violence staff
HIV counselling approaches

Community—based initiatives to empower women and minimize HIV-related stigma

e+ 4

Partner notification policies

1. Identification and referral of domestic violence in HIV testing and
counselling programmes

HIV testing and counselling may provide a useful setting for identification and assessment of violence
against women. Identification of violence within HIV Voluntary testing and counselling programmes
is justified by the fact that there is consistently, across different settings, a core group of women who

report violence and other negative outcomes as a result of disclosure to sexual partners.

In 2000, a law was passed in New York State (USA), that among other things instituted domestic vio-
lence ‘screening’ at HIV post-test counselling sessions. As a result, the Department of Health has
been involved in training both domestic violence and HIV providers. They developed a seven-step
protocol for identification of domestic violence that is used by HIV counsellors

(www.health.state.ny.us/nysdoh/rfa/hiv/protocol.htm). Domestic violence risk assessment is the stan-

dard of care in HIV testing and counselling in New York State, which means that a discussion of
domestic violence is encouraged during pretest counselling and domestic violence risk assessment is a

required component of post-test counselling of HIV-infected individuals.
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Asking about violence without adequate skills to address the issues raised by women and without an
effective referral network raises serious ethical concerns. Since HIV counsellors are already responsi-
ble for addressing a wide range of issues within their sessions with clients, it may be challenging for
them to adequately address the issues surrounding domestic violence in their sessions with women.
Therefore, an effective case management system that enables counsellors to refer clients to domestic
violence services and follow-up with clients to ensure that they received the services that they needed
is important. In Baltimore, Maryland, USA, Gielen and colleagues are developing a study to evaluate
the effectiveness of using peer advocates in the HIV testing and counselling process to identify
women who are in abusive relationships, inform them of the potential risk for escalating violence,
counsel them in ways to protect themselves and refer them to other domestic violence services

(Gielen AC, personal communication, 27 February 2002).

2. Cross-training HIV/AIDS and domestic violence staff

Cross-training HIV/AIDS and domestic violence staff in the dynamics of the two epidemics may be
an effective strategy to sensitize providers who are in direct contact with women that are affected by
both epidemics. The Departments of Health in both New York State and California in the USA, have

developed extensive training programmes for HIV counsellors and domestic violence providers.

In California, they have developed a training course for providers working in the field of HIV preven-
tion to give them information on the dynamics of domestic violence and to build skills in screening
and referral. They train case managers, nurses, and other health care workers who are working in
HIV and STD programmes (Deborah Cohen, personal communication, 4 March 2002). New York
State has been very proactive at developing policies and training staff to ask women about domestic
violence in the context of HIV counselling, testing, referral and notification programmes. Following
the legal requirement for domestic violence ‘screening’ in HIV testing and counselling, members of
the New York State Department of Health have developed and facilitated training workshops to help
HIV counsellors learn how to effectively ‘screen’ clients for domestic violence. In the standard HIV
counselling training programmes offered by the state both the pretest and the post-test counselling
sessions offer training in discussing and ‘screening’ for domestic violence. They have also developed a
separate training workshop on domestic violence for people working in the field of HIV prevention
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that includes information on defining violence, describing patterns of abuse, describing the intersec-
tions between HIV and violence, and developing effective responses to victims of domestic violence.
They have developed another training manual to address issues of domestic violence within lesbian,
gay, transgender and bisexual communities. Finally, they have facilitated training workshops for
domestic violence providers that cover information on early care needs of individuals newly diag-
nosed with HIV, transmission of HIV in the shelter environment and providing domestic violence
services that are sensitive to persons infected with HIV (Rachel Iverson, personal communication,

27 February 2002).

Similarly, in South Africa, RADAR (Rural AIDS and Development Action Research Programme) a
National Department of Health TB/HIV pilot site, and WHO ProTEST site, has introduced VCT
services into PHC clinics in rural Limpopo Province. Because prior research highlighted the impor-
tance of domestic violence as a problem affecting local communities and nurses alike, a cross-training

approach was undertaken (see text box on page 28).
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Incorporating gender and gender-based violence perspectives into a

VCT training programme in South Africa’

A one-week VCT training curriculum for nurses was developed by merging perspectives and approaches
from domestic violence training materials with more traditional VCT training methodology. Role plays and
other interactive methods explored how gender roles, gender inequalities, and domestic violence
increase women's vulnerability to HIV infection. An HIV-positive facilitator was instrumental in conceptu-
alizing and implementing the curriculum, and her own disclosure during the training was designed to
sensitize nurses to the importance of confidentiality and the benefits and risks women face in disclosing
their HIV status. Because referral services for domestic violence were not available, the training empha-
sized providing a non-judgemental and supportive approach to women in abusive relationships, and
allowing women themselves to make decisions regarding the safety and feasibility of disclosing to part-
ners. Evaluation of the programme included a review of services, in-depth interviews with trained nurses,
and the use of "mock clients" to evaluate VCT from the client perspective (64). Over 40 healthcare
workers (90% of nursing staff in the pilot sub-district) were trained, and over 350 HIV tests were per-
formed in the first six months following training. More women than men had come for testing (2:1), and
approximately 2/3 of tests’ results were positive. Same day results were delivered in all cases, using a
rapid HIV test. A mock client played the role of a woman in an abusive relationship in order to assess
how and whether the nurse addressed this issue in the course of counselling. In most cases, nurses
enquired about the risk of domestic violence, exhibited a non-judgemental and non-directive attitude, and
did not pressure the client to disclose her positive status to her partner. Instead, follow-up visits for sup-
port and counselling were offered. In addition to raising awareness regarding domestic violence, the
gender focus of the training heightened nurses' own perceptions of HIV risk: over 90% reported that they
had spoken to their spouse about HIV since the training, and almost 1/3 had subsequently had an HIV
test themselves. Thus, integrating domestic violence issues into VCT training has the potential to
strengthen the immediacy and relevance of the issues for nurses themselves. This in turn can raise
awareness about both the risks and benefits of disclosure for women, and improve the quality of VCT
service delivery. In settings such as South Africa where women are known to be at high risk of both

domestic violence and HIV, such training approaches may be particularly relevant.

'For further information visit: http://www.witz.ac.za/radar/Home.htm
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3. Counselling approaches

HIV counselling is an important point of contact that can be used to address barriers to HIV status

disclosure by:

Using role plays and other behavioural rehearsal techniques: First, HIV counselling can be
used to develop interpersonal communication skills among clients for HIV status disclosure. HIV
counsellors can strengthen communication skills and increase perceived self-efficacy for disclosure
through the use of role-plays, scenarios and other behavioural rehearsal techniques. These techniques
not only help clients identify the communication challenges that they may face when disclosing to
their sexual partners but also serve as an opportunity to develop a personal disclosure plan with the
counsellor. Counsellors should proactively address fears of violence and abandonment, rather than

waiting for women to bring this up.
g g P

Ongoing counselling and HIV support groups: Repeated opportunities for counselling on
disclosure is another strategy that can be used in HIV/VCT programmes to try to increase rates of
HIV status disclosure to sexual partners. De Rosa (11) found that rates of disclosure increased
monotonically with the number of times that a health official at the HIV clinic where a person
received care discussed the issue of disclosure. Men who were counselled both at post-test coun-
selling and at their current HIV clinic were nearly twice as likely to have disclosed to all sexual part-
ners than men not counselled at both sites. At a minimum, raising the issue of disclosure during both
the pretest and the post-test counselling session is necessary in order to work through the barriers
and develop a plan for disclosure to sexual partners. During the pretest counselling session the coun-
sellor can help the client to think about the potential reaction of the partner, develop answers to
potential questions that partners may have and to think about when and under what conditions results
will be shared with partners. Pretest counselling can also be used to help clients think about the con-
sequences of failing to disclose including infecting their partners, perinatal transmission, and difficulty
in accessing medical and social support. During the post-test counselling session, counsellors can use
the behavioural rehearsal techniques to discuss additional barriers and develop a specific disclosure

plan. In situations where ongoing counselling may be an option, the opportunity to continue work-
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ing with clients after the standard post-test counselling session is important. The development of sup-
port groups for infected women provides another avenue for ongoing support that may help women
work through their disclosure processes. In addition to providing ongoing emotional support, such
groups may provide a supportive environment for those who have already disclosed to share their
experiences and strategies with peers, thereby providing a forum for openly discussing fears, benefits,

anticipated outcomes, and real outcomes of disclosure.

New counselling approaches: New approaches to counselling may be needed to support clients
through the disclosure process. A mediated form of disclosure, in which either the counsellor medi-
ates the disclosure between couples in the clinic or the client identifies a trusted family member or
friend to mediate the disclosure process in the home, offers a potentially effective and culturally sen-
sitive approach to supporting women. In many HIV testing and counselling settings women are
already creating the opportunity for mediated disclosure through their own initiatives. Experience
from Kenya, Uganda and the United Republic of Tanzania indicates that many women choose not to
share results with their partner directly (Elizabeth Marum, personal communication, 7 March 2002).
Rather they test first, then they return home and convince their partners to test again with them,
without telling partners that they have already tested. When the couple returns to the HIV testing
and counselling clinic the counsellors do not acknowledge that they have already counselled and test-
ed the woman. The couple goes through the HIV testing and counselling process again and they share
results with one another in the post-test session with the counsellor. Disclosing results in the context
of the couples' session, with the counsellor guiding the process, is often easier than a woman trying to
do it on her own. Alternatively, identifying a third party such as a family member or friend to be
physically present with clients when they disclose to their partners is another potentially useful strat-
egy to minimize negative reactions. In the United Republic of Tanzania, Maman and colleagues are
currently pilot-testing the feasibility and acceptability of the mediated counselling approach in the

context of an HIV VCT clinic (34).

Involving men in HIV testing and counselling: Finally, involving men in the process of HIV
testing and counselling of women may help to bypass many of the barriers associated with disclosure
and may also facilitate sustained behaviour change among couples due to the fact that men generally
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have more control over the sexual decision-making within couples. There are few concrete recom-
mendations and even fewer actual examples of strategies that have been used successfully to target
men and recruit couples for HIV testing and counselling. In the context of perinatal HIV transmis-
sion, there is the added barrier to overcome the traditional lack of male involvement in women's
reproductive health care. Some have suggested that promoting infant health as the responsibility of

both the mother and the father may encourage more men to test for HIV during the antenatal period.

4. Broader community-based initiatives

Recognizing that some of the barriers women face in sharing HIV test results with their partners have
their roots in underlying discriminatory gender norms and social attitudes about HIV/AIDS, there
have been calls for initiatives to address these broader issues. Until the underlying power differen-
tials in gender relations are addressed the specific problem of HIV and violence will continue
(Zierler, personal communication, 1 February 2002). Programmes that target young men and boys
to promote more equitable relational development are important. These programmes can provide
young men with alternative strategies for conflict resolution and alternative norms of sexual behav-
iour. There are few examples of well-designed and evaluated programmes that target young men to
change norms around sexual behaviour and violence. Maman and colleagues (34) are initiating an
intervention study in Dar es Salaam, the United Republic of Tanzania, that combines drama-based
communication together with peer support to reduce adolescent males’ HIV risk behaviours and
reduce partner violence, which will ultimately enable adolescent females to initiate HIV preventive
behaviours. There may also be opportunities to work creatively with young couples to promote more

dialogue about HIV risk and violence within their relationships.

Women's empowerment programmes are another means to try to shift gender norms and ultimately
facilitate HIV status disclosure to sexual partners. There is an example of a creative empowerment
programme that is effectively addressing the interface between HIV and violence among women in
Rhode Island, USA (Kelly Smith, personal communication, 22 March 2002). (see text box on

page 32). Microcredit programmes are another empowerment approach that may enable women to
access independent sources of income. Access to resources may provide women with more latitude
to challenge male decision-making within their relationships because they are not completely depend-
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ent on financial support from their partners. Fear of abandonment and loss of financial support were
the major reasons that women cited for not sharing HIV test results with their partners. Therefore, if
women have access to independent sources of financial support then fear of financial loss should

become less of a barrier to disclosure.

Community-based programmes to reduce stigma associated with HIV/AIDS is another approach that
needs to be taken in conjunction with other efforts in order to encourage HIV testing and facilitate
HIV status disclosure. Research has shown that AIDS stigma can have a variety of negative effects on
HIV test-seeking behaviour, willingness to disclose HIV status, health care-seeking behaviour, quality
of health care received and social support solicited and received (65). There are different approaches
that have been used to try to reduce HIV-related stigma including information-based approaches, cop-

ing skills acquisition, counselling approaches and contact with affected groups (65).

Empowerment programme to address intersection of HIV and violence:

Sojourner House WomenCARES Programme

Sojourner House was one of Rhode Island's first domestic violence organizations founded in 1976. It is
a non-profit organization whose mission is to end domestic violence. The organization focuses on
empowering women through direct service, community education and through participation in the legisla-
tive and judicial system. In 1999 Sojourner House initiated the WomenCARES (Women Creating
Awareness, Respect, Empowerment and Support) project which provides individual and group level
interventions to help women of colour and teens identify, own and act to reduce their HIV and abuse
risks. The project teaches safer sex skills to enhance clients' knowledge and willingness to set and
attain risk behaviour change goals. They coordinate services with 56 community-based organizations to
assure that clients have access to other assistance that they need in order to attain their risk reduction
goals (housing, emergency food assistance, job training, health care, HIV testing, etc.). Via street out-
reach, staff and peer educators distribute safe sex supplies and harm reduction information. When par-
ticipants join their risk reduction groups or enrol in the individual peer counselling, they learn and practice
skill-building and role-playing exercises to enhance self-protection skill retention. Clients set and work
toward risk reduction goals. They cross-train staff with community-based organization (CBO) partners to

increase their collective ability to intervene effectively in domestic violence cases involving HIV risks.

For more information visit: http:\\www.sojourner-house.org
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5. Partner notification policies

Ethical, legal and professional debates on different strategies to notify people of their risk for HIV
have not been conclusive. Some individuals have advocated for a provider-referral approach in which
the health care worker would elicit names of sexual contacts from the HIV-positive individuals and
then notify those contacts directly of their risk for HIV infection (66, 67). Others have advocated for
a patient-referral approach in which the decision to notify sexual partners of their risk for HIV is left
up to the control of the HIV-infected individual (68, 69). Advocates of the provider-referral approach
argue that such programmes may promote testing of undetected carriers of HIV and thus slow the
spread of infection through this population. Advocates of the patient-referral approach argue that the
involuntary disclosure of HIV status may discourage people from secking HIV testing and may place

HIV-infected individuals at risk for negative social outcomes including violence.

The World Health Organization (WHO) and the Joint United Nations Programme on HIV/AIDS
(UNAIDS) have instituted a policy on HIV status disclosure that seeks to protect the human rights of
the individual (70). Protection of human rights, they argue, is essential to safeguard human dignity
and to ensure an effective, rights-based response to HIV/AIDS. A rights-based response to
HIV/AIDS requires that states enact anti-discrimination laws that protect people living with
HIV/AIDS from discrimination in both the private and public domains. Additionally, states must
work to ensure the privacy and confidentiality of all HIV-positive individuals. The principles of confi-
dentiality and informed consent are necessary tools by which to protect both the uninfected and

infected and should be respected by all.

In the USA only two states, New York and California, have enacted policies that seek to protect the
human rights of the individual by incorporating domestic violence ‘screening’ within their coun-
selling, testing, referral and partner notification systems (CTRPN). New York legislation implement-
ed in June 2000 recognized identification of domestic violence and referral as a necessary component
of HIV post-test counselling. The Department of Health in close collaboration with the NewYork
Office for Prevention of Domestic Violence and community-based agencies and organizations took

steps to advance the integration of routine enquiry for violence and HIV prevention services (see text
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box on page 35). Similarly, the California Department of Health Services developed a policy which
states that if partner notification puts the individual at risk for violence then the safety of the person
must be secured before the intervention can take place (Catherine Baker, personal communication,
20 March 2002). If the client requests that notification not be conducted because of a partner's pos-
sible violent reaction then the notification must be deferred indefinitely. The provider must provide
adequate documentation of the threat of domestic violence and must refer the client to domestic vio-
lence programmes. Included in the policy is the requirement that the notification providers must
develop written resource listings for domestic violence services that are regularly updated. Policies
like those developed in New York and California have limited impact if the persons who are expected
to carry out the mandate, such as HIV counsellors, are not effectively trained to identify, respond to
and refer clients who report violence. Both states have developed training programmes for HIV
counsellors (see section on cross-training). The formal recognition of the link between partner noti-
fication and violence through policies like those adopted by New York and California have significant
impact on the efforts to support women who face negative outcomes as a result of disclosure. These
programmes should be considered as a possible model that can be adopted by other states and within
other settings. However, screening for violence in settings where there are no support services avail-
able to refer female victims of domestic violence is insufficient and may be inappropriate. Therefore,
in these settings —which may include many, if not most, developing countries— HIV counsellors may
have to be trained to provide the relevant information about domestic violence and to be able to
counsel and refer women themselves. This approach needs to be developed, further defined and rig-

orously evaluated before it can be promoted.
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Policy approach to HIV status disclosure: New York State

In June 2000, New York State adopted a law that requires domestic violence screening during HIV post-
test counselling for HIV-infected individuals. The actual steps in screening and referral are summarized

in a structured protocol for HIV counsellors (http://www.health.state.ny.us/nysdoh/rfa/hiv/protocol.htm).

The provider raises the issue of domestic violence before partner names are elicited. Screening for vio-
lence occurs on a partner-by-partner basis for partners voluntarily identified and for any partners, includ-
ing spouse(s) known to the provider. A referral for domestic violence services is made when any risk of
domestic violence is identified. A provider may defer notification when risk of domestic violence would
adversely affect the health and well-being of the HIV-infected individual, his or her children, someone
close to him or her or a named partner. The local public health official, in consultation with the provider,
can determine whether referrals for domestic violence services and other steps, such as development of
a safety plan, are sufficient to allow notification to proceed. Decisions on partner notification should be
revisited throughout the continuum of care. Guidelines for integrating domestic violence screening

within HIV testing and counselling have been developed (http:/www.health.state.ny.us/nysdoh/rfa/hiv/guide.htm).

These guidelines provide some background information on the link between HIV and violence and also
provide suggestions on exactly how to carry out the policy within the pre and post-test counselling ses-
sions. There is also a simple flow chart that outlines the steps to be taken in screening and referral

(http://www.health.state.ny.us/nysdoh/rfa/hiv/physchrt.pdf). To support the implementation of the policy

the Department of Health developed training programmes for HIV counsellors to develop skills in domes-
tic violence screening and referral. Separate training programmes for screening and referral issues with-

in lesbian, gay, transgender and bisexual communities have also been developed.
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6. Research implications

There are a number of research questions that still need to be answered to understand better the bar-
riers and outcomes of HIV status disclosure to sexual partners. Foremost, there is a dearth of infor-
mation on the experiences with HIV status disclosure from regions outside of the USA and sub-
Saharan Africa. Studies need to be conducted in other regions of the world to describe the variability
in rates, barriers and outcomes of HIV status disclosure to sexual partners. There is a need to under-
stand the implications of disclosure and the support required when VCT is undertaken in different
circumstances (e.g. antenatal care, VCT clinics, STD clinics). More research needs to be conducted to
explore the specific issues with regard to disclosure among adolescents. There is also a lack of infor-
mation on HIV status disclosure to sexual and drug-using partners among injecting drug users. All of
these studies should include reliable and tested measures of violence, including threats and control-

ling behaviours.

In terms of measurement, future research may benefit from broadening the assessment of disclosure
by it being considered a process involving the conveying of a range of information over an extended
period of time. Studies are needed that describe the process that women go through in deciding
whether to disclose. Through qualitative interviews with HIV-infected women, Kimberly (7) devel-
oped a framework to describe the stages of HIV status disclosure to sexual partners among women in
the USA. It would be useful to test this framework within different populations in the USA and to
determine whether it has widespread applicability. Developing a similar framework to describe the
decision-making process for women in developing countries would be very helpful. Additional stud-
ies are needed to describe more accurately the length of time that women need to share results with
partners. Most of the studies that examined the outcomes of disclosure described the short-term
impact of disclosure. It is important that longitudinal cohort studies be done that follow women over
extended periods of time after disclosure to see what the long-term ramifications of disclosure are so
that we can understand better the impact of disclosure on women's lives. As access to various treat-
ment and care options (e.g. PMTCT programmes, home-based care, prevention of opportunistic
infections, antiretroviral therapy) become more widely available in developing countries, it will be

important to understand how these may contribute to perceived motivations for testing and coun-
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selling, and disclosure. This, in turn, may highlight key strategies for overcoming barriers to disclo-

sure which might otherwise limit access to such options.

While the descriptive information on HIV status disclosure is certainly not complete, the information
that is available from the USA and sub-Saharan Africa does point to some programmatic approaches
that should be evaluated through intervention research. Research is needed to guide programmes in
effective ways of involving male partners in the HIV testing and counselling process of women.
Research is needed to evaluate new HIV counselling strategies that are designed to increase rates of
disclosure such as a mediated disclosure approach. Evaluating the effectiveness of behavioural
rehearsal techniques, such as role-plays and scenarios, at developing skills for disclosure communica-
tion skills is also important. Documenting and understanding how HIV support groups are currently
dealing with the issue of disclosure may lend important insights for how to strengthen and expand
such initiatives. Research is needed to develop screening tools that HIV counsellors can use to identi-
fy individuals least likely to disclose and most likely to experience negative outcomes as a result of
disclosure. Determining the effectiveness of identification and referral programmes for violence by
intimate partners within settings that provide HIV testing and counselling is important in contexts
where extensive referral services are available as well as in those contexts where referral services are
not widely available. In settings where referral services for violence are not widely available, research
is needed to identify strategies that HIV counsellors can use to support women and men who report vio-
lence within their relationships. Research is also needed to determine whether broader initiatives such as
community-based programmes to empower women or reduce HIV/AIDS-related stigma are effective at

reducing barriers to HIV testing and disclosure for women.
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