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Abstract

HIV disclosure and nondisclosure may have positive and negative impact on HIV
positive clients and their sexual partners, family, and friends but very little was known
in Zambia on the types of disclosure and its determinants. This study sought
answer two research questions; what risks or rewards do expectant mothers
anticipate when considering disclosing their HIV status to their male partners? And
why do they choose a particular pattern of disclosure?

Research design: A cross sectional explorative descriptive and mixed study was
employed driven by the deductive and abductive strategies based on the philosophy
of realism and interpretivism. The study was done in four clinics in Lusaka urban. A
simple random sampling (lottery) method was used to select the four clinics and a
disproportionate sample of 260 women was primarily sampled. A survey
guestionnaire and 22 one-to-one in-depth interviews were the main source of the
data. Qualitative data was coded and analysed using content analysis and
guantitative data was analysed using SPSS software version 14.

Findings: The findings showed that decision making to disclose is a selective
process and it consists of several steps, including ad ting to the diagnosis, to
disclose or not to disclose, when and to whom. It was evident that just after
counseling, the participants were willing to disclose stly to their partners
irrespective of what risks there were. Disclosure is more unlikely to place within
distant, casual, uncommitted, and short-term sexual relationships but with husbands
or within close family and/or friends in nonsexual relationships. Disclosures were
done on the first day after being diagnosed with HIV infection. This study supports
past research that has argued that women’s concern about stigma, rejection and
violence related to disclosing their HIV-seropositive status are unwarranted.
However, negative reactions to disclosure were common, including betrayed
confidence and abandonment but we did not find it to be significant in this study.
Recommendations: It is recommended that nurses and other primary health care
workers need to be open and supportive in caring for the HIV+ client, discussing the
advantages of disclosing one’s HIV status to sex partners, but, at the same time,
respecting the rights of clients to make their own dec ion about disclosure. Nurse
midwives will need to have greater knowledge of what factors and situations tend to
influence disclosing and not disclosing one’s HIV+ status, especially to sexual
partners. There is need to develop intervention strategies that could include support
and open discussions with HIV+ clients, even role-playing disclosure conversations-
assuming that clients are interested in disclosing. As for HIV research, various types
of social relationships associated with HIV disclosure are under-explored and future
research may have to explore this. Researchers need to continue to actively pursue
clues as to what facilitates HIV disclosure to sex partners, because disclosure has
the potential to improve well-being, provide informed choice, and protect life.
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CHAPTER ONE - INTRODUCTION

1.0 Background

HIV/AIDS is an ongoing global pandemic. It is a major health problem in many
countries causing psychological and physical pain, suffering, social and economic
costs to society. AIDS is the leading cause of death in sub-Saharan Africa. According
to 2001 estimates, there were 28.5 million people livi g with AIDS in Africa,
comprising >70% of the world's HIV-infected population. Since 1981, when the first
AIDS cases were identified in the United States followed by Africa the next year,
there has been a growing understanding of the HIV/AIDS epidemic’s trajectory and
the toll it has taken across the globe. Last year (2007), there was another major
revision in the data compared to prior published figur s. Better data provide a clearer
picture of trends over time. The latest estimates from UNAIDS and the WHO (2008a,
b) indicate that:

§ The number of people living with HIV/AIDS globally rose from 28.5 million in
2001 to 33 million in 2007 due to continuing new infections, people living
longer with HIV, and general population growth;

§ The global prevalence rate (the percent of the population aged 15-49 with
HIV), 0.8% in 2007, has levelled off since 2000;

§ Annual deaths increased from 1.7 million in 2001 to 2.0 million in 2007, but
have declined in the last couple of years due in part to an oviral treatment
scale up;

§ New HIV infections are believed to have peaked in the ate 1990s and
declined between 2001 and 2007 from 3.0 million to 2.7 million. This decline is
attributable to natural trends in the epidemic itself and to prevention efforts.
Still, there were more than 7,000 new HIV infections each day in 2007;

§ Women represent half of all people living with HIV/AIDS, as they have in
recent years;



§ HIV is among the leading causes of death worldwide and the number one
cause of death in sub-Saharan Africa;
§ Most people with HIV are unaware that they are infected.

These most recent trends, and the snapshot provided below, represent significant
revisions by UNAIDS/WHO based largely on improved methodology and better data
availability from countries over time. Importantly, me hodological changes have led
to revisions in earlier published estimates including ignificant reductions between
2006 and 2007. For example, the current estimate of the number of people living
with HIV/AIDS is a reduction of about 6 million from t e 2006 published estimate.
Most of the reduction (70%) is explained by revisions o0 prevalence estimates in
India and five sub-Saharan African countries. Both incidence and mortality estimates
are impacted by these changes and also reflect an increase in the estimated survival
time for a person living with HIV (increasing from 9 t 11 years) (UNAIDS/WHO,
2008; a, b, d; UNAIDS, 2007).

Current Global Snapshot

HIV/AIDS cases have been reported in all regions of the world, but most people
living with the disease (more than 95%) reside in low  d middle-income countries,
where most new HIV infections and AIDS-related deaths occur. Sub-Saharan Africa
has been hardest hit, followed by the Caribbean; there is also concern about the
epidemic in parts of Eastern Europe and Asia. Worldwide, HIV is primarily
transmitted heterosexually, although risk factors vary within and across populations.
In many regions of the world, men who have sex with men, injection drug users, and
sex workers account for significant proportions of inf ions (UNAIDS/WHO,
2008a,b,c,d).

Sub-Saharan Africa

Sub-Saharan Africa, the hardest hit region, is home to two-thirds (67%) of people

living with HIV/AIDS, or 22.0 million people, but only about 11-12% of the world’

population. Most of the world’s children with HIV/AIDS (90%) live n the region.
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Almost all nations in this region have generalized HIV AIDS epidemics-that is, their
national HIV prevalence rate is greater than 1%. In 9 countries, more than 10% of
adults are already estimated to be HIV positive. South frica is estimated to have 5.7
million people living with HIV/AIDS, the highest in th world, and almost one in five
South African adults is HIV positive. Swaziland has the highest prevalence rate in
the world (26.1%). However, the latest data are promising-in many countries,
national HIV prevalence has either stabilized or is sh wing signs of decline
(UNAIDS/WHO, 2008a).

Zambia’s Profile of HIV/AIDS

Zambia’s population is estimated at 10.4 million of which it is estimated that 14% are
HIV positive (CSO, 2007) and at the moment, she is currently experiencing a myriad
of crises because of the HIV/AIDS epidemic. Zambia, in southern Africa, has one of
the world’s most devastating HIV and AIDS epidemics. One in every six adults in
Zambia is living with HIV and life expectancy at birth has fallen below 40 years This
has compounded Zambia's existing economic problems. In four decades of
independence, Zambia has found peace but not prosperity and today it is one  the
poorest and least developed nations on earth. Although Zambia has received
hundreds of millions of dollars from rich country governments toward HIV
programmes, prevalence rates are not dropping and have remained more or less
stable since the nineties, at as high as 25% in urban s (UNAIDS/WHO, 2006).

Although declining HIV trends have been observed in young people since 1998,
HIV/AIDS in Zambia is still a major threat to the lives of women in the reproductive
age group and their children. Approximately one in five expectant women in Zambia
is infected with HIV. In Zambia, PMTCT services were implemented in October 2001
as part of Ministry of Health routine prenatal care in two Lusaka district clinics.
Services were scaled up to all 24 Lusaka District clin  and the University Teaching
Hospital by December 2003. The current number of PMTCT sites nation wide are 66
out of which 25 are in Lusaka Province (Sinkala et al. 2005). The Zambian Ministry
of Health PMTCT programs ensure that all expectant women are provided HIV
testing and counselling as part of routine antenatal care. One of the thrusts of

PMTCT has been motivating HIV status disclosure to partners mong expectant
3



mothers; drawing heavily from enunciations contained in The Power of Partnershi s:
The U.S. President’s Emergency Plan for AIDS Relief (PEPFAR, 2008).



CHAPTER TWO - LITERATURE REVIEW

2.0 Introduction

This chapter will review the literature related to dis losure and HIV status. Since
studies in disclosure are yet to gain momentum in this part of the world, most of the
literature discussed here will be mainly based and inf med by researches
conducted in the West and some parts of Africa and Asia. This literature review
provides the reader with an overview of major academic works concerning disclosure
and HIV status. This is not a comprehensive review of the available literature, and it
is not a meta-analysis (a synthesis of research results using various statistical
methods to retrieve, select, and combine results from previous studies). In this
section, previous studies examining the dynamics of HI status disclosure are

reviewed.

The literature review on HIV status disclosure has been arranged classified
according to their focus on one of the following themes: the ethical dynamics of
status disclosure, the rates of Partner notification in expectant women with HIV, the
experiences of expectant mothers in calculating the ri ks and benefits of disclosure
to their partners, the prevailing disclosure and types of social relationship the
impacts of such disclosure and the best or ideal model of HIV disclosure we could
use in Zambia. This thematisation serves as a heuristic device, a convenient way of

organizing the work in building answers to the research question.

Since the author is trained in public health and nursing, the emphasis of this
literature review takes a medical orientation rooted in public health and nursing.
Nevertheless, examples outside these areas are provided to show that the analytic
framework offered can easily be applied to studies of HIV status disclosure from a
wide range of disciplines.



2.1 Definition of Key Concepts

Below are definitions of key concepts that have been used in this study:

Disclosure - The revelation of information that was previously kept secret.
Disclosure in the context of HIV occurs when a person’ HIV test result
is revealed to another person.

Difficulties - A troublesome or embarrassing state of affairs especia y to do with
issues of sexuality and subsequent infections such as HIV

Partner - An established couple in a sexual relationship

Pattern - The regular or repetitive form of behaving

Benefits-  What might accrue to one following disclosure in view positive
effects.

Challenges - A test of one’s abilities to disclose their HIV status in view of negative
effects

Stigma - A negative social phenomenon which occurs when someone i
evaluated as possessing an undesirable trait or behaviour and thus
deemed imperfect in regard to the standards of society

2.2 Benefits of PMTCT and Counselling

When women were compared, it was noted that the lowest rates of HIV status
disclosure were among expectant women tested in antenatal care in sub-Saharan
Africa (16.7% to 32%). Additionally, larger proportions of studies from developing
countries reported women that did not share their HIV est results with anyone (10%
to 78%) as compared to women in developed country studes (3% to 10%)
(Suzanne, 2004). HIV testing and counselling within PMTCT programmes provide a
useful setting for discussing barriers to HIV status d  osure that individual clients
may perceive. Data from pilot PMTCT programmes supported by UNICEF between
January 2000 and June 2002 showed that of more than haf a million women who
attended clinics in twelve countries, only 71% received counselling; of those
counselled, only 70% took an HIV test; among women who ed HIV positive, only



49% received preventive drugs. Assuming that HIV prevalence among all women
was similar to the rate among those who were tested, fewer than on in four HIV-
infected women who attended a clinic went on to receive the drugs that they needed.
The same study further illustrated that among expectan women who do take a test
and are found to be HIV positive, a high proportion (sometimes up to 70%) ch

not to tell their partners (Noble, 2007). In Zambia, from October 2001 to March 2005,
188,027 expectant women were counseled for HIV out of which 137,007 (72%) were
tested for HIV and 31,565 were diagnosed as HIV infected (23%) with 10,276 of
them testing RPR positive. Of these women, 26,666 rece ved Nevirapine prophylaxis
(84%) but only 10,247 babies were documented to have r eived the Nevirapine at
birth (38%) (Sinkala, et al. 2005). This signifies a very high drop out rate and has
implications on the efficiency of counselling and inevitably PMTCT service provision.
Improving efficiency means looking at various issues and one of the main issues is
disclosure. Women who disclose their status to partners may be more likely to
participate in programmes for prevention of HIV transm ssion from mothers to their
infants. Most are afraid of violence or abandonment. | many societies, it is common
for men to blame their partners for being infected even if they too have HIV. An HIV
positive, expectant woman who has not disclosed her diagnosis to her partner, family
or friends is generally less likely to accept preventi  drugs and to practise
unconventional methods of infant feeding, for fear of evealing that she is infected
(Sinkala et al. 2005). Health care practitioners in PMTCT programmes are in a vital
position to assist and support HIV positive mothers in their HIV disclosure decisions.
But for Health care practitioners to accomplish this, they eed to understand the
complexity and dynamics surrounding HIV disclosure and nondisclosure and also the
impact that such decisions can have on HIV positive clients and their sexual
partners, family, and friends. To be able to do this there is need for a body of
knowledge on the various factors that influence disclos re or non disclosure of one’s
HIV sero-status to their sexual partner. With this information, health workers may
identify and assist those women who wish to avoid or d disclosure. This is the
main purpose of undertaking this study in the selected PMTCT centres in Lusaka
Urban.



2.3 Ethical Dynamics of Status Disclosure

The position regarding the ethics of disclosing HIV seropositivity to partners is full
disclosure. Disclosure is advocated using time-honoured adages such as, ‘honesty is
the best policy’ and ‘do unto others’. This seems to reflect enduring influence of
basic moral socialisation agents such as family, schoo and church (Rier, 2007). We
are taught that honesty is extremely valuable to a relationship and as such couples
should be up front with their status. Women often frame disclosure as vital for a
healthy relationship and as a test of commitment. As a result of PMTCT programs,
women are often the first member of a relationship to w their HIV status. PMTCT
programs advise women to disclose their HIV test result to their partner and to
encourage him to have an HIV test. But for many women, particularly those who are
HIV-positive, talking to their partner about HIV/AIDS is hard because of fears of
rejection (which could mean loss of housing and food)  accusations of infidelity.
Health care providers too face an ethical challenge: how to address the issue of
negative consequences following disclosure, while, at he same time, promoting
disclosure, given that most women report positive outcomes (Rier, 2007).

2.4 Rates of Partner Notification

Literature tends to show that the rates of partner not fication of HIV status are higher
in developed countries than in developing countries. Some of the reasons that have
been advanced are affluence, legal demands where failure to disclose could subject
those who are positive to criminal prosecution. Though actual convictions are not
particularly frequent (Bray 2003) and yet non-disclosure is common (Ciccarone et al.
2003, Parsons et al. 2005, Wolitski et al. 1998, Stein et al. 1998;Garbach et al.,
2004). In the US, the rate of disclosure of their HIV serostatus is higher among
women than among women in developing country studies, with rates of 42-100
percent in the U.S. compared with 16-86 percent in developing countries (Simoni,
2000; Armistead, 1999; Sowell, 1997; Lester, 1995; Rot enberg, 1995; Simoni,
1995; Kilewo, 2001; Nebie, 2001; Antelman, 2001; Issiaka, 2001; Pool, 2001;
Farquhar, 2000; Gaillard, 2000; Sigxaxhe, 2000; Bennetts, 1999; Rakwar, 1999;
Ladner, 1996; Van der Straten, 1996). Defeu et al. (1994) reported that 89% of the

participants spoke about their condition with at least one person; 82% informed their
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partner(s) within the month following the diagnosis. This was traumatic for half o
them whose confidence was betrayed and for 30% who received negative reactions
from their partners, as well as for 21% who were aband ed. Moore and Padian
(1994) showed that on entering the longitudinal study, only 31% of the 130
seropositive heterosexual men with partners who were n infected had revealed
their condition. Hays et al. (1993) exposed the reason for keeping silent about
seropositivity-fear of rejection, professional discrimination, partner’s anxiety, loss of
freedom and trust within family relationships, and rev of being gay-without
suggesting that these reasons might hide other deeper s. Klitzman (1993)
defined five types of attitudes toward sex partners: r  ation, concealment, indirect
revelation (e.g., mentioning that a lover has just died of AIDS), giving false
information, and complete sexual abstinence.

Caution should be exercised, however, in comparing results across these studies, as
there were differences in how rates of disclosure were measured and in the
timeframes. Some studies looked at disclosure two weeks after testing, and others
were almost four years after testing. Although direct comparison is therefore difficult,
it is possible to identify trends. The lowest rates of disclosure in all the studies are
among expectant women tested during antenatal care (ANC) in sub-Saharan Africa
(16.7 — 32%) (Kilewo, 2001; Nebie, 2001; Antelman, 2001; Gaillard, 2000). In most
settings, there is a core group of women who choose not to disclose their serostatus
to anyone: 3-10 percent in the U.S. and 10-78 percent in developing countries
(Kilewo, 2001; Nebie, 2001; Antelman, 2001; Gaillard, 2000).

2.5 Benefits of Status Disclosure

Theoretically, rewards of disclosing are multiple and can result in the acquisition of
numerous resources. These resources may be emotional, hysical, and social in
nature. For example, emotional benefits might include he acquisition of social
support, relief from sharing a burdensome secret, and the intrinsic reward of
educating others about HIV or the risks of having sex Siegal et al. 2005).
Furthermore, disclosing one's serostatus eliminates hiding complicated adherence
rituals from friends, family, and co-workers. Disclosure of one’s HIV positive status
to sex partners has been found to lower infection rates as persons may be motivated
9



to engage in or adopt safer sex practices (Sturdevant 2001). And, it has been
proposed that nondisclosure may play a central role in HIV transmission (De Rosa
and Marks, 1998) and is associated with greater sexriskt g (Hyde et al., 2005).
De Rosa and Marks found that higher rates of HIV positive disclosure were reported
by persons who attended support groups and also received post-test counselling.
Another study suggests that HIV positive participants who disclosed their serostatus
were more likely to discuss safe sex with their partners than those who did not
disclose (Crepaz and Marks, 2003). Participants who disclosed and discussed safe
sex with their partners also had a higher rate of protected sexual behaviour than did
those who disclosed to their partners but did not discuss safer sex. In another study,
HIV status disclosure to one’s family, friends, and lovers was found to be p sitively
related to social support and the use of more adaptive coping ategies (Simoni et
al., 2000).

It has been shown that HIV positive persons want to disclose their condition because
they may need instrumental support (e.g., help in groc y shopping or meal
preparation, transportation to and from appointments with health care providers) and
or socio-emotional support (e.g., an opportunity to discuss their feelings about the
condition). Some researchers (Kalichman, et al., 2003; Stein et al., 1998) have found
that HIV positive persons who believe that their spouse is very supportive are more
likely to disclose to them. Individuals who want to disclose often need time to make
personal adjustments before sharing the information wi  others. This is because
revealing one's serostatus often indicates that the individual has come to terms with
the disease (Holt et al., 1998). Although the amount of time needed to adjust to the
diagnosis varies from one person to another, research as shown that the longer
individuals live with HIV, the more likely they are to have disclosed their status to
other persons (Mansergh,et al., 1995; Mason et al., 1995).

2.6 Reasons For and Against Disclosure

As for the complexity of disclosing one’s HIV positive status, there are many reasons

given for and against HIV positive persons disclosing to sexual partners, friends,

family, employers, strangers, and healthcare providers. Reasons for disclosure

include the following: it is the right thing to do to protect others, reaffirmation of self,
10



increased social support, catharsis, desire to educate others, seeking help, desire to
test someone’s reaction, being in a close or supportiv relationship, and a
mechanism for dealing with the disease (Derlega et al. 2002; Holt et al., 1998;
Parsons et al., 2004; Serovich and Mosack, 2003; Wolitski et al., 2003). However,
the reasons for not disclosing include the following: stigma, need for privacy, fear of
rejection by sexual partners, threats to personal well-being, potential loss of income,
substance use, difficulty in communicating, denial, low viral load, t pe of sex,
location of sexual encounter, legal reprisal (fear of arrest), and condom use (no need
to disclose) (Carr and Gramling, 2004; Derlega et al.; Garbach et al., 2004).

Personal characteristics may also influence disclosure decisions. Persons who
disclose their HIV status are typically younger, are females, have high e hical and
moral standards, are more spiritual, and are in a serodiscordant relationship, have
participated in interventions that teach techniques for disclosing, or have advanced
HIV disease (Best, 2002; De Rosa and Marks, 1998; Knight et al., 2005; Simoni et
al., 2000; Wolitski et al., 2003). Additionally, respondent's education is included in
our analysis. However, only a limited body of research has reported on the impact of
education on disclosure. Bor and du Pleiss (1997) foun that adults with higher
levels of education were reluctant to talk about their HIV status with family members
because they had higher levels of shame and preferred to cope on their own. It may
also be that those with lower educational attainment h ve fewer socioeconomic
resources available to cope with their illness and may need economic support from
their family of origin. Thus, education may influence disclosure through its impact on
felt shame and need for support.

Overall, it is clear that no one set of factors predom antly influences disclosure of
one’s HIV serostatus. Parsons et al. (2004) found that responsiblity was an
important consideration in HIV disclosure patterns. Some participants said that
responsibility was the primary reason for not disclosi g to casual sex partners,
explaining that disclosure was not necessary because they used safer sex
(condoms) and did not put their partners at risk.
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2.7 Calculating the Risks and Benefits of Disclosure

Learning that one is HIV-infected creates an internal struggle about whether or not to
disclose one’s HIV-seropositive status (Marks et al., 1992). The decision to disclose
is selective and consists of several steps, including adjusting to the diagnosis,
assessing one’s disclosure skills, deciding whom to tel, evaluating the recipient's
circumstances, anticipating the recipient’'s reaction and having a motvation to
disclose (Kimberly et al., 1995). The decision to disclose one’s status is a difficult
one, and must include to whom, when, where and how to reveal one’s status to
others. The decisionto tell one’s family members may be especially difficult (Kimberly
et al., 1995; Serovich et al., 1998; Sowell et al., 2003).

Black and Miles (2002) found that; once women learned they had HIV, they were
faced with feelings of shame about having HIV and an immediate concern about
being stigmatized. As a result, they were confronted with issues related to disclosure
and had to determine “what is at stake” in telling. However, the women also faced
the concurrent need for support and tangible assistance. To protect themselves, the
women determined a calculus of disclosure. To calculate is to reckon or determine
by reasoning and evaluating (Neufeldt and Guralnik, 1996). Thus, this calculus
involved a careful, reasoned evaluation of the risks and benefits for oneself and
significant others when disclosing one’s diagnosis of HIV. The goal of the calculus
was to disclose the diagnosis in situations where the risk was minimized and the

benefits were maximized.

The women's perceived risks of disclosure were closely ked to personal feelings of
shame and the threat of being stigmatized by individuals or the entire community.
These threats were fuelled by observations of stigmatizing statements and
behaviours in their social world and by their direct experiences eing stigmatized.
As a result, most women carefully controlled informati  about their HIV positive
status to others (Herek and Capitanio, 1999).

Stigma, a negative social phenomenon, occurs when some e is evaluated as
possessing an undesirable trait or behaviour and thus deemed imperfect in regard to

the standards of society (Goffman, 1963; Lewis, 1995). Stigma is a powerful social
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label that discredits and taints a person’s image, changes his or her self-identity, and
can lead to self-hatred and shame (Alonzo and Reynolds, 1995; Goffman, 1963).
Because stigma is so closely associated with interpersonal relationships, people who
feel they have a stigmatizing characteristic can becom ive, isolated, and lose
social and emotional support. Few illnesses in modern imes have been associated
with the high levels of stigma and resulting social isolation that accompanies a
diagnosis of human immunodeficiency virus (HIV). Transmission of the virus is
commonly associated with social and sexual behaviours such as prostitution (Pryor
et al., 1999). Because these behaviours violate the moral standards of many, a
resulting infection with HIV may be seen as the responsibiity of the individual
(Alonzo and Reynolds, 1995; Herek and Capitanio, 1999). Individuals with HIV may
be stigmatized because HIV is infectious, poses a threat to the health of others, and
is fatal (Crandall, Glor, and Brit, 1997; Herek and Capitanio, 1999; Pryor et al.,
1999). Understandably, HIV-positive individuals are fearful of being gossiped about,
labelled, and discredited, and as a consequence struggle wit issues of disclosure,
secrecy, and social isolation (Alonzo and Reynolds, 1995; Barroso and Powell-Cope,
2000; Fife and Wright, 2000; Moneyham et al., 1996).

From the afore stated, the calculus to reveal ones status is a recursive process, with
decisions made and remade over time, depending on the situation and the needs of
the women. Even in situations in which the decision is not to disclose, the women
often anticipate a future time when they would tell so eone or everyone. Disclosure
often occurs “at the right time,” meaning a time when the women need additional

support, or “on a need to know basis.”

2.8 Patterns/Types of Disclosure

Black and Miles (2002) developed a typology of disclosures among women. In their
study, they found that a small group was categorized as secretive disclosers and an
even smaller group as full disclosers. However, most of the women were categorized

as selective disclosers. The typology is described below.

13



2.8.1 Secretive Disclosers

Secretive disclosers are committed to maintaining their diagnosis as a secret to all
but a few select trusted individuals. Most tend to tell only one other person, typically
their husband or partner or their mother. Such women often limit their social lives to
reduce the risk of being found out and report feeling lonely and isolated. One
participant reported this feeling :

“Angry and not able to tell anyone what is making me so mad”. (Black and Miles 2002 p.692)

Although these women are committed to keeping their diagnosis a secret for as long
as they possibly could, they also examine the reality that sooner or later they would
reveal their diagnosis to others. Their calculus of risk is that disclosure would almost
certainly result in punitive or discrediting actions by others. hus, what is at stake for
them is the maintenance of current relationships.

2.8.2 Selective Disclosers

Most women tend to describe a calculus of disclosure that includes elements of
selectivity in determining whom to tell and not to tell. Typically, women tell close
family members, such as their partners, mothers, and sisters, and occasionally, all
older members of the immediate household, but were highly selective as to whom to
tell outside of the household. Some would support the posture that disclosing within
the family was acceptable and allowed the women to live openly in the intimate
confines of their homes, while protecting themselves from stigmatization in the
community. Determining another's “need to know” the HIV diagnosis was in some
women’'s disclosure evaluations. The decision is often made to tell others,
particulady family members, who were in positions to provide assistance and
support. One woman described choosing to tell her mother about her diagnosis
because she needed child care for her daughter during her frequent clinic visits:

She’s really come through for me, but | know that she is really upset and worried. (Black and
Miles 2002 p.693)
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Another woman, although ambivalent about disclosing, chose to tell her aunt about
her diagnosis when she became ill with a severe urinary tract infection and needed
help:

She’s always been good to me. . . . | just wanted to t Il her. She was really disappointed, she
said, and didn't talk for awhile, but she said she loved me and would do all she could to help
me out, and she did. (Black and Miles 2002 p.693)

For both of these women, being selective about disclosing resulted in positive
outcomes in which trusted others rendered important support.

It could be inferred that selective nondisclosure is a variation of selective disclosure
and involves making a conscious decision not to reveal the diagnosis to specific
individuals or groups. Because they recognise the stakes as high when disclosing to
individuals not trusted to maintain their secret, many women develop a calculus of
disclosure that eliminates certain persons who “don’t need to know” from being told
about the diagnoses. Surprisingly, this selective nondisclosure sometimes involved
sexual partners, some of whom may not be infected.

Full Disclosers

This entails being completely open about the HIV diagnosis within the confines of
adult relationships. Women who are full disclosers have differing reasons for their
openness. One woman was an AIDS activist who wanted others to know about HIV
in order to be more supportive of people with HIV and to help prevent HIV from
spreading. She said,

“all my family knows, my mama, my sister, my brother, my cousins, my neighbours.” (Black
and Miles 2002 p.694)

She had told them for a number of reasons, which she had carefully evaluated. One

reason was a desire to get even with the man who gave her the infection.

“I do think my friend had AIDS. | couldn't believe it when he told me | needed to get checked. |
know | told some people to get back at him.” (Black and Miles 2002 p.694)
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Having contracted HIV from a single sexual encounter with an HIV-positive man, this
woman felt compelled to let everyone know because “people need to know it can
happen to anybody.” She also noted the benefits of telling as therapeutic:

“l can't live holding something like that inside.” The benefits included gaining future support:
“When | get sick, | know I'll need people to help me. It ain't about being too shamed. | ain't
had no problems with nobody.” (Black and Miles 2002 p.694)

These three types of disclosures can be diagrammatised as shown in figure 2.1.

Risks or Level of disclosure
consequences
No disclosure
.. orselective
1 disclosure
What is the
" stake n ' Calculusof | Secretive or
Being HIV+ — revealing or [ alculus o \
: ! being ®  Disclosure .-r" Partial
secretive? \ i disclosure
Full
Rewards # disclosure

Figure 2.1 A model of the disclosure calculations to ascertain the risk-to-benefit ratio of revealing or
keeping secret of HIV diagnosis. (Black and Miles 2002 p.691)

2.9 The Problem of Disclosure

There have been noted problems of disclosure among people who have been HIV

positive. For HIV positive individuals, disclosing their seropositivity is often

tantamount to admitting behaviours, such as prostitution, homosexual relations or

injection drug use that — though opposition and stigma may have declined with time

(Herek et al. 2002) — remain widely stigmatised. Disclosing seropositivity to a sexual
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partner implies that that partner, too (and that partner's other partners) might be
infected. Disclosure may cause rejection, and emotional and even physical abuse
(Maman and Medley 2004). Yet disclosure can also bring emotional support,
instrumental assistance, and relief at being able to b candid with friends and family
(Greene et al. 2003, Klitzman and Bayer 2003). AIDS ‘risk-management’ decisions
such as those inwolving disclosure are often emotionally fraught, placing trust,
intimacy, and risk in tension with one another (Rhodes and Cusick 2000).
Seropositives carefully weigh whom, when, and how to tell, and often experience
disclosure as a process, not an event (Cusick and Rhodes 1999). As we will see
below, relationship type and social setting can be sig ificant influences on disclosure
decisions.

In public health terms, disclosure enables partners to notify their other partners, and
to adopt precautions to avoid transmitting the wvirus further. Disclosure to
seronegative partners can correlate with increased practice of safer sex (DeRosa
and Marks 1998). Since the arrival of powerful antiretroviral therapies (HAART) in
the mid-1990s, disclosure can also help infected partners postpone progression t
AIDS.

Klitzman and Bayer (2003) interviewed 77 individuals about HIV/AIDS disclosure
attitudes and practices. Responses ranged from those claiming that they always
disclosed to partners, even when taking precautions, t those claiming that they
seldom disclosed even when engaging in high-risk activity. Commonly-reported
themes in that study (and in others, such as Sheon and Crosby (2004) included:
disclosure associated with feelings of moral responsibility and the desire to preserve
trust in relationships; more disclosure to primary than to casual partners; everyone is
responsible for their own protection; ‘safer sex as a stitute for disclosure; and, in
high-risk venues, ‘burn-out with safer sex messages combined with mutual
presumption of seropositivity resulting in a ‘don't ask/don't tell’ or caveat emptor

ethos justifying unprotected relations.

Moral and ideological discourses on practices such as HIV disclosure have shifted
with the AIDS epidemic. Tensions between civil liberti s and prevention marked its

early years, when stigma and discrimination sparked po erful concerns to safeguard
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privacy (Shilts 1987, Bayer 1989). The discourse of individuals’ responsibility
towards partners was often considered hostile moralising and victim-blaming; partly
for these reasons, prevention efforts often emphasised self-protection, rather than
disclosure (Bayer 1996). By the mid-1990s, however, when AIDS was already
evolving from an acute new public health emergency to somewhat more
manageable, better-understood chronic disease, some activists (e.g. Mass 1995,
Rotello 1995, Signorile 1995) and researchers (e.g. Danziger 1996, Bayer 1996)
were advocating a new focus on individuals’ responsibilities towards others in areas
such as disclosure. All this parallels — and may partly reflect — wider trends, in which
the ‘new public health’ highlights individual responsibility (Dodds, 2002, Petersen
1997, Nettleton 1997).

It has been established that the quest to compel persons who are HIV positive to
disclose is beneficial and yet disclosure's actual value is controversial. When asked,
seropositives may mistakenly declare themselves seronegative: their HIV test may
have been performed during the post-infection window period when the virus was not
easily detectable, or prior to subsequent infection. Clearly, the many seropositives
unaware of their status (CDC, 2006) are ill-equipped to disclose. Moreover, as the
data below indicate, seropositives may knowingly deny eir status when asked.
Also, though those who consistently disclose may engag in fewer high-risk
activities, this relationship is complex (Parsons et al. 2005). If both partners are HIV
positive, for example, disclosure can be used to justify unprotected relations, despite
the risk of re-infection or other sexually transmitted infections (STIs) (Simoni and
Pantalone 2004, Sheon and Crosby 2004, Serovich and Mo ck 2003). Some thus
conclude that disclosure should not be the centrepiece of prevention messages
(Simoni and Pantalone 2004, Sheon and Crosby 2004). In tead, many AIDS service
organisations (ASOs) (Adam 2005, Duffin 2004) and others (e.g. Frascino 2005) still
hold that each partner (regardless of serostatus) is responsible for practising risk-
reduction. Also, given the potential for violence or criminal prosecution, some
hesitate to press wlnerable individuals to disclose (  llins et al. 2000).
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2.10 Disclosure and Types of Social Relationships

While there are some of these problems highlighted above around disclosure,
researchers (e.g. Chervenak and Weirs, 1989; Marks et al., 1992; Hays et al., 1993;
Mason et al., 1995) cite disclosure to be a complex phenomenon. There are many
reasons given for the complexity and one such reason relates to varying types of
sexual relationships. The complexity of this disclosure theme of social relationships
can be simplified into a model that displays two categories of social relationships
(sexual and nonsexual) relative to disclosure or nondisclosure of one’s HIV positive
status. This would include the following types; not disclosing in "anonymous, casual,
or short-term sexual relationships” to disclosing in "long-term, non-casual, committed
sexual relationships.” (Bairan et al 2007 p. 70)

Findings indicate that seropositive men and women are more likely to inform intimate
lovers, spouses and close friends than to tell casual exual partners, immediate
family members or co-workers. In addition, disclosure is likely to increase with
deterioration in physical health, independently of the length of time since testing HIV
seropositive. Most of the findings are consistent with a Reasoned Action perspective
(Fishbein and Ajzen, 1975) which emphasizes that decisions about disclosure are
influenced by a person’s perception of the social, psy hological and material
consequences of informing others (Mason et al., 1995; Leask et al., 1997).

A qualitative inquiry by Bairan et al (2007) attests to some of the reasons for a
particular position to disclose depending on how close people are;

One participant stated,

"...Being a sex worker, | have relations with people that | don't even know. | don't want to
know your name. So | don't tell them [disclose] right  the bat... And if | don't say that [I'm

HIV+]". (Bairan et al 2007 p. 79)
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Participants in all focus groups declared that HIV positive people were unlikely to
disclose their HIV status to casual sex partners. The sensus was that they are

not going to tell. One stated,

"They [casual sex partners] dont even exchange names, ch less status." (Bairan et al

2007 p. 84)
Another said,
"So if you don't expect to see them again, you wouldn't disclose." (Bairan et al 2007 p. 84)

Not only do HIV positive persons generally not tell their casual sexual partners, most
participants in all the focus groups were in agreement that people often lie in these

situations. One said,

"You got a lot that does that [lie]. They'll tell you they don't have it. Ain't nothing wrong

with me. | don't use no condoms." (Bairan et al 2007 p. 93)

The main reason given for not disclosing was that the V positive person wanted

sex. Another stated,

"Most people | know, they would [lie]. Cause basically they want what they call a quicky...

They just want to have a quick sex and go on." (Bairan et al 2007 p. 95)

Another said,

"The reason | think that they lie like that is because they want to get their sexual appetite, you

know, fulfilled!" (Bairan et al 2007 p. 95)

One participant stated that they lie by omission; they just don't tell, whereas another
inferred that they use deception versus outright lying.

"You can give them an honest answer, and ... never once tell them | have HIV!" (Bairan et al

2007 p. 99)
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2.11 Theories and Models in Disclosure Relationships

Research in disclosure has relied on several theories ut the notable ones include:
Lazarus and Folkman’'s theory of stress and coping, health belief model and the
theory of planned behaviour. The last two are used in making predictions of a
particular event happening or the likelihood of a particular action. Below we present

the theories that have been cited frequently in such studies.
2.11.1 The Health Belief Model

The health belief model (figure 2.2) was developed initially by Rosenstock in 1966
and further by Becker and colleagues throughout the 1970s and 1980s. Their aim
was to predict preventative health behaviours and the behavioural response to
treatment in acutely and chronically ill patients. According to the model, ways of
behaving are based on subjective schemata (beliefs). Depending up n an
individual's subjective cognitions, being informed by e health worker that one is
HIV positive may signal an opportunity to be secretive, despite havng been
counseled. Over recent years, the model has been used to predict many other
health-related behaviours. According to the health belief model, behaviour for
instance to disclose or not is a product of a set of core beliefs. The original five core
beliefs that are at the centre of disclosing or not are the individual’s perception of:

§ The susceptibility to illness — My chances of getting more and more infected
are high’;
§ The severity of the illness — *HIV/AIDS is a serious illness’;
§ The costs involved in carrying out the behaviour — ‘Telling my partner that |
am positive will make him reject me ’;
§ The benefits involved in carrying out the disclosure — disclosing that | am
positive will make me be supported and
§ Cues to action, which may be helpful (e.g. counselling information and health
education leaflets).
The health belief model suggests that these core beliefs are used to predict the
likelihood that behaviour (disclosure or non-disclosure) will occur. The model can be
diagrammatised as follows:
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PERCEIVED THREATS
8 Perceived threat of severity of
Disease
§ Perceived susceptibility to disease

PERCEIVED BENEFITS
Perceived benefits of taking a L . '
preventive action minus the sum total Likelihood of taking a
. preventive health

: : . action to reduce threat
8 Zstrigilved barriers to preventive based on expectations

§ Perceived efficacy to perform
preventive action
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OTHER VARIABLES:
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physiological  (personality,
education, occupation,
income, peer, reference
group etc) Structural
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the disease, prior contact wit
the disease etc
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PERCEIVED BARRIERS CUES TO ACTION
Mass media campaigns
Characteristics of a treatment Advice from others
preventive measure may be Appointment post card
inconvenient, expensive, lliness of friend or family
unpleasant. member
News paper or magazine
article
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Figure 2.2 Health Belief Model (Rosenstock 1966)
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2.11.2 The Theory of Planned Behaviour

The theory of planned behaviour (figure 2.3) was developed by Ajzen and
colleagues (Ajzen, 1985; 1988; Ajzen and Madden, 1986). It emphasizes
behavioural intentions as the outcome of a combination of several beliefs. The
theory proposes that intentions (about disclosing) should be conceptualized as
‘plans of action in pursuit of behavioural goals’ (Ajzen and Madden, 1986), and that
these are a result of the following composite beliefs:

Attitude towards a certain behaviour (to disclose) — These are composed of a
positive or negative evaluation of a particular behaviour, and beliefs about the

outcome of the behaviour (‘Disclosing will be harmful and will lead to rejection).

Subjective norm — this represents the beliefs of important others (partner,
counsellors, parents, pastors) about the behaviour, and the individual’s motivation
to comply with such beliefs (‘People who are important to me will approve if |
disclose my positive status’).

Perceived behavioural control — comprising a belief that the individual can carry out
a particular behaviour (to tell or not to tell) based on a consideration of internal
control factors (e.g. skills, abilities, rightness of information) and external control
factors (e.g. obstacles, opportunities) — both of which are related to past behaviour.

These three factors predict behavioural intentions, which are then linked to
behaviour (to tell or not to tell). The theory of planned behaviour also states that
perceived behavioural control can have a direct effect on behaviour without the
mediating effect of behavioural intentions. Applied to this study, the theory would
predict that someone will have high intentions to reduce the chances of being
rejected in marriage (behaviour intentions) if she believes that:
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Revealing one’s status will reduce the chances of re infection and be beneficial to
her health (attitude to the behaviour); or will make one lose her marriage.

The important people in her life (partner, parents, pastors,) want her to be open
(subjective norm); and she is capable of negotiating her seropositive status due to
her past experiences and evaluation of her husbands position (high behavioural

control).

The model also predicts that perceived behavioural control can predict behaviour
without the influence of intentions. For example, a belief that the individual would
not be able to exercise because they are physically incapable of doing so might well
be a better predictor of their exercising behaviour than their high intentions.

Beliefs about the
outcome of the
behavior (‘If | reveal, |
will lose my marriage )

Attitude
Y ftowards the
specific action
(Disclosing will
Evaluations specific to be harmful)
the expected _
outcomes of the
behavior (‘Being open
is not desirable’)
Behavioural Behaviour
Intention 8
(intention to o glzgveallng or
reveal or not)
Normative beliefs
(‘My pastor and my
husband think |
should be truthful’) . Subjective
g Norms
+ (Counselors or
y pastors
Motivation to comply
(‘' want to do what the
counselors want me to
do’)
Perceived
Control beliefs (‘how behavioural
likely is it that | will control (Skill
manage to convince —> negotiate)
my husband’)

Figure 2.3 Theory of Planned Behaviour (Ajzen and Madden, 1986)
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2.11.3 Lazarus and Folkman’s Theory of Stress and Coping

Lazarus and Folkman's theory of stress and coping provides an appropriate
physiological perspective for study (Lazarus and Folkman, 1984). This theory
proposes that a person’s cognitive appraisal of a situation or event will deter ne if
that situation or event is viewed as a threat, as well as determine the person’s
response. Stress theory indicates that a person’s view of the world and their
assessment of how they are able to respond to difficult situations are critical for
successful coping (Lazarus and Folkman, 1984; Lazarus, 1991). Because of the
stress associated with disclosure of HIV infection, women’s ability to effectively cope
may be strained, especially in the context of a relationship where the women may
be at risk because of pregnancy. While it may be necessary for women to d close
their HIV infection to obtain needed resources and support, negative consequences
may be associated with such disclosure. Therefore, women’s decisions related to
disclosure of their HIV status (e.qg. if to disclose or how to disclo  are likely to be
influenced by their appraisal of the positive or negative consequences of disclosure.

In this study, we are going to use Lazarus and Folkman theory of stress and
coping. This is appropriate in situations where an event has already happened
(status was revealed and clients were counselled) than in circumstances when HIV
status is unknown and the researcher wants to make predictions as to what would
be the case. The later situation is more likely to elucidate experiences in real life

situations than the former in hypothetical situations.

2.12 Summary

The literature has shown that choosing to disclose one’s HIV status is a serious
decision that involves calculating what is at stake in telling concealing the
diagnosis. The decision to tell or not to tell has benefits and risks. For an HIV-
positive woman, the calculus of disclosure includes determining the risks of losses

vis-a-vis gains. When one decides to disclose, there are quite a number of reasons

25



for disclosure and these include: it is the right thing to do to protect others,
reaffirmation of self, desire for increased social support, catharsis, seeking help,
desire to test someone’s reaction, being in a close or supportive relationship, and a
mechanism for dealing with the condition. However, the reasons for not disclosing
include: stigma, need for privacy, fear of rejection by sexual partners, threats to
personal well-being, potential loss of income, substance use, difficulty in
communicating, denial, low viral load, type of sex, location of sexual encounter,

legal reprisal (fear of arrest), and condom use (no need to disclose).
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2.4 Conceptual model of Difficulties of disclosure of HIV status to sexual

partners

Environmental
Factors

Social
consequences:
Stigma, Blame,
Social isolation,
Gossip, Labelling,
Discrediting,
Discrimination,
Disruption of
interpersonal
relationships,
Discrimination of
children, Lack of
confidentiality

F Y

Service Factors
Adequacy of counseling
Confidentiality,

Disclosure skills

Client Social
Factors

HIV Status
Disclosure

¥

to Sexual
Partner

Sexual Partner Factors

Trust, Potential violence-verbal abuse, physical
abuse, Blame, Lack of confidentiality, Rejection,
Abandonment, Disruption in intimate
relationship, Change in sexual relationship,
Polygamy, Sero-discordance

Age,
Educational
level,

Religion,
Economic state,
Social support
needs, Need for
personal privacy,
Nature of
relationship,
Disclosure skills,

h 4
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Client Psychological
Factors
Acceptance/denial of
HIV status, Hurt ego,
Lowered self
confidence, Anticipated
recipient’s reaction,
Perceived benefits,
Perceived risks,
Observed stigma and
Discrimination,
Experienced stigma and
Discrimination.




CHAPTER THREE - THE RESEARCH PROBLEM

3.0 Statement of the Problem

An opt-out antenatal HIV testing policy is currently in place in all clinics in Lusaka for
pregnant women. However, this policy does not extend to their male partners.
PMTCT guidelines recommend that all HIV-positive expectant women be encouraged
to disclose their HIV infection to their partner. Disclosure may enable women and
their partners to negotiate HIV prevention practices such as condom use and post-
exposure prophylaxis, as well as securing important psychological and social
support. The PMTCT program in Zambia emphasises partner notification and
awareness of this on the family has been seen to be very helpful. Although there is
an increased awareness of the impact of HIV on the family there has been little
systematic research in the area of partner notification especially in Zambia.

While HIV disclosure and nondisclosure may have impacts on HIV positive clients
and their sexual partners, family, and friends, very little is known in Zambia on the
determinants of disclosure. The HIV AIDS counselling guidelines from all training
institutions recommend that all HIV positive expectant women be encouraged to
disclose their HIV infection to their partners and that this should be viewed as a

process rather than an event.

At the moment, we cannot account for (a) the ethical dynamics of status disclosure
(b) the rates of partner notification in expectant women with HIV, (c) the experiences
of expectant mothers in calculating the risks and benefits of disclosure to their
partners, (d) the prevailing disclosure and types of social relationships, (e) i cts of
such disclosure and (f) what the best or ideal model of HIV disclosure we Id use

in Zambia.

These concerns show a large gap in our prevention strategies and if we do not

undertake this study, we may not achieve the desired millennium development goals.
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3.1 Research Question

This study sought to answer two research questions;

1. What risks or rewards do expectant mothers anticipate when considering
disclosure of their HIV status to their male partners?

2. Why do they choose a particular pattern® of disclosure?

3.2 General Objective

To determine factors associated with disclosure or non-disclosure of HIV status to
male partners among expectant women on the PMTCT programs in selected clinics
in Lusaka Urban.

3.3 Specific Objectives

1. To describe the rate of disclosure.

2. To explore the time it takes expectant women to disclose to their partner after
learning about their HIV positive status.

3. To explore the anticipated risks associated with disclosure of HIV status to
their partners.

4. To explore the anticipated rewards/benefits associated with disclosure of HIV
status to their partners.

5. To determine whether the nature of sexual relationship has an effect on
disclosure of HIV status to their partners.

6. To describe the patterns of HIV status disclosure to their partners.

! Full disclosure, partial disclosure and no disclosure at all.
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CHAPTER FOUR - METHODOLOGY

4.0 Dimension of study and Design

This was a cross sectional explorative descriptive and mixed study. The study was
driven by the deductive and abductive strategies as constructed by Blaikie (2000)
based on the philosophy of realism and interpretivism. This realist and interpretive
research is set to rely on studying predefined dependent and independent

as well as the full complexity of human sense making as the situation emerges
(Walsham 1993; 1995; Kaplan and Maxwell, 1994; Johnson, 2000). This called for

the researcher to collect quantitative and qualitative data.

4.1 Study Site and Sampling Procedure

The study was done in Lusaka urban. The site has twenty three clinics offering
PMTC services across four sub districts. The study was conducted in four clinics,
one from each sub district and these were Kanyama, Matero Reference Centre,
Chelstone and Chilenje clinics. A simple random sampling (lottery) method was
used to select the four clinics.

Quantitative Data Sampling

In order to determine an ideal sample for this study, used the statistics given to
us by the district heath management team. There are about 250 expectant mothers
who are HIV positive in an antenatal setting within Lusaka urban over a period of 3
months. This gives us a population of about 750 in three months (The period we
intend to do the study). In order to yield an adequate sample from a known
population, Yamane formula (below) which is appropriate in such cases will be
used. This gives a sample of 260 women. To draw the sample elements for the
study, we used the formula below:
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n = N

1+N (e)?
Where: n is the desired sample size
N is the known population size and

e is the precision set at .05

Each clinic proportionately rendered a sampling frame of the following proportion
0.2 for Chilenje, Chelstone and Matero while Kanyama will render 0.4. In total, we
drew 52 from Chilenje, 52 from Chelstone, 52 from Matero, while Kanyama gave us
104.

Inclusion Criteria

Only HIV positive expectant women who were attending antenatal clinics and
whose names appeared on the PMTCT programme register in the previous two
months at the selected centres were included in the study. In this way the
researcher had an opportunity to include women who may or may not have
revealed their status. The rationale was based on Sherr et al.,’s (1977) who argue
that it takes a woman no less than two and half months to reveal her status to closer

relatives.

Qualitative Data Sampling

Purposive maximum variation non-probability sampling was used to draw mothers
who meet the inclusion criteria. Purposeful sampling is the dominant strategy in
gualitative research (Lincoln and Guba, 1985; Patton, 1990) and in this study, it was
chosen because the researcher was seeking a wide range of information and cases
which could be studied in depth on disclosure patterns. The sample to yield
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gualitative data was determined after the preliminary quantitative analysis. This was
preferred because the researcher wanted to seek representative experiences by
including a wide range of extremes. The method sounds d, but it worked as an
extension of the statistical principle of regression towards the mean - in other words
(Dennis, 2004). But by seeking maximum variation, average people were
automatically included. To determine which mothers needed to be interviewed, the
researcher picked mothers who fell into extreme and central categories. The aim
was to try as much as possible to obtain as representative a picture as possible of
the extent to which particular experiences occur, and which categories of
mothers. The principle is that the researcher wanted to aggregate answers to be
close to the population’s answers as would be elicited from the survey. When using
purposive maximum variation non-probability sampling, it is not possible to
ascertain the sample size beforehand. However, a rule of thumb says that when the
survey sample size is less than 30, the minimum purposive sample i 12. Any
sampling units that may be included beyond 12 will have to be determined by
saturation? of categories according to Glaser and Strauss (1967:65).

4.2 Data Collection

For this project, the researcher collected data using survey questionnaire and one

to one in-depth interviews.

2 In their seminal text The Discovery of Grounded Theory: Strategies for Qualitative Research, Glaser
and Strauss (1967:65).declared that saturation refers to when no additional data are being found
whereby the researcher can develop properties of the ¢ egory. They submitted, “as he sees instances
over and after they have seen coded incidents for the e category a number of times
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4.3 Key variables

Dependent variable

Independent Variables

Disclosure of HIV status to sexual partner

Rate of disclosure:
The number of disclosures made out of the total number of participants in percentages.

Time and Disclosure:
Time it takes to disclose- O day to 365 days

Calculating risks:
() intending to reveal ones serostatus as one adjusts to the diagnosis,
(i) assessing one’s disclosure skills,
(i) evaluating the recipient’s circumstances,
(iv) anticipating the recipient’s reaction,
(v) when and whereto reveal one’s status

Benefits:

(i) emotional support - relief from sharing a burdensome secret.

(i) social support - e.g., an opportunity to discuss their feelings about the disease and educating
partner about the risks of having un safe sex (iii) eliminating complicated adherence rituals from
partner

(iv) instrumental support - e.g., help in grocery shopping or meal preparation, transportation to
and from appointments with health care providers

Nature of Relationship:
Casual sexual relationship, Short- term sexual relationship, Long -term sexual relationship,
Cohabiting, Married, Divorced and single, Widowed and single.

Difficulties of disclosure:

(i) Psychological - denial, fear of triggering violent episodes, accompanied by regrets, fear of
rejection by sexual partners, Personal feelings of shame and the threat of being stigmatized

(i) Social - difficulty in communicating, potential loss of support, abandonment, need for personal
privacy.

Pattern of disclosure:
(i) Secretive disclosure - whereby the woman does not reveal to the partner or any one.
(i) Selective disclosure - where the woman reveals to relatives only or to nearly  eryone but
not her partner or to significant others including the partner.
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4.4 Operationalisation of Variables

This study tested the hypothesis, which was:

There are no difficulties experienced by expectant mothers in disclosing their HIV
status to their male partners.

The key variables of the study were: Disclosure, patterns of disclosure, difficulties,
benefits, the right time of disclosure, nature of relationship and calculating risks.

These variables were operationalised as follows:

1. Rate of disclosure was operationalised as the number of disclosures made
out of the total number of participants and was measured in percentages.

2. Time and disclosure were operationalised as the right me in terms of the
period a woman takes to make personal adjustments before revealing her
serostatus to the partner or others and these were measured a numeric
scale using the values: 0 day (still waiting for the right time up to day) or 1
day or 7 days or 30 days or 90 days or 365 days.

3. Calculating risks as a moderator or process variable was operationalised as
intending to reveal one’s serostatus as one adjusts to the diagnosis,
assessing one’s disclosure skills, evaluating the recipient’'s circumstances,
anticipating the recipient’s reaction, when and where to reveal one’s status.
These were measured on a 5 point numeric scale.

4. Benefits as factors motivating one to reveal the serostatus was
operationalised as rewards accruing to one. These rewards are: desiring to
obtain (i) emotional support (relief from sharing a burdensome secret) (ii)
social support (.g., an opportunity to discuss their feelings about the disease
and educating partner about the risks of having un safe sex (iii) eliminating
complicated adherence rituals from partner (iv) instrumental support (e.g.,
help in grocery shopping or meal preparation, transportation to and from
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appointments with health care providers). These were measured on a 5 point
numeric scale.

5. Nature of relationship was operationalised as the degree of sexual
relationship in which one is involved and it was measured on a nominal scale
as casual sexual relationships, or short-term sexual relationships or long-
term sexual relationships, or cohabiting (living as married) or married or
divorced and single or widowed and single. These were easured on
nominal scale.

6. Difficulties as negative consequences of disclosure making one silent about
the serostatus was operationalised as biological ( Low viral load,
advancement of disease) psychological (denial, fear of triggering violent
episodes, accompanied by regrets, fear of rejection by sexual partners,
Personal feelings of shame and the threat of being sti matized) and social
(difficulty in communicating, potential loss of support, abandonment, need for
personal privacy) .These were measured on a 5 point nu eric scale.

7. The patterns of disclosure as revelation of serostatus was operationalised in
two ways as (i) secretive disclosure whereby the woman does not reveal to
the partner or any one (ii) selective disclosure were the woman reveals to
relatives only or to nearly everyone but not her partner or to significant

others including the partner. These were measured on a nominal scale.

4.5 Data Collection Techniques and Application

In-depth interviews and a survey structured questionnaire were used to obtain

information in this study.

Development of the Questionnaire

The disclosure questionnaire (Appendix I) was developed and validated using the

guidelines of developing a new research instrument by on Guillemin et al.,

(1993) and Burns and Grove (1997) approaches. The development was based on

35



theoretical knowledge in the domain of disclosure. After reviewing relevant literature,
key concepts that were thought to be reflective of HIV/AIDS and disclosure behaviour
were identified. This was followed by identification of variables and their
operationalisation. In this way, it was then possible cast the variable items into
guestions relying as much as possible on what authors various literature applied

meaning to the terms.

Some of the questions were constructed on an ordinal scale, in order to eliminate social
desirability biases. Social desirability according to Smith (1981:300-302) are tendencies
by most participants to give answers that present a favourable self concept to make
them appear “well adjusted, or unprejudiced or democratic or open minded or rational.”
In this study, social desirability was controlled for by providing in some questions
examples as enhancement in order to provide extra contextual information to

participants so as to make it easy for them to give honest answers (Neuman, 2000:258).

When the instrument was developed, what was needed was to accord them measures
of validity and reliability. The approach, used in thi study, was based on the Delphi
technique (Bernard, 2000:247) and the recommendations by Oberle et al., (2000). The
process involved content validity check and reliability check. These were applied as

follows:

Content Validity Check

Before introducing an instrument for pilot testing, the developed instrument was
validated in terms of content (Bernard, 2000:48). An informal think-aloud session was
organised to guarantee content validity to the questionnaire. Content validity was
examined at the level of the entire instrument and at hat of the individual items. The
guestionnaire was examined to see if the variables fitted with the theoretical concepts.
Content validity was also examined at the item level to determine the extent to which
each item was to be measured. To achieve all these, the questionnaire was reviewed by
staff at Kara Counselling and staff in the School of Humanit  and Social Sciences,
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who are all researchers as well as teachers of academic disciplines in psycho social
counselling. This was done in order to obtain expert opinions on the relevance of items
to the purpose of the study and whether the test items wo  provide answers to the
raised research questions. Other areas included checking, possible wording problems,
and clarity of instructions. Wording and conceptual problems were discussed, and
additional ideas were invited in order to ensure that sufficient issues relevant to the
inquiry were covered. Following comments raised, the draft instrument was revised
eliminating irrelevant items, collapsing related state nts, and addressing a number of
wording problems. This helped to eliminate totally irrelevant s from the instrument
(Chaiyawat, 2000), and to re-phrase or supply new wordings for items related to the
measured constructs where it was pointed out (Hughes, 1998; Aminzadeh et al., 1999).

Reliability® Check

Although validation of data collection instruments is necessary step in research (and
this is emphasised in research manuals e.g. Seliger and Shohamy, (1989), Hatch and
Lazaraton, 1991), there is little detail and practical guidance on how validation should
be conducted. As Converse and Presser (1986:52) point scussing the issue
of pre-testing questionnaires, there are no general principle of good pre-testing, not
even systematisation of practice, not even consensus about what is expected
;regrettably, researchers do not leave any records for each other. Alderson and
Banerjee (2002) make similar arguments and the researcher's own readings confirm
that few studies actually report validation data processes. This makes it practically
difficult to obtain information about commonly accepted practices and standards in the
field. The decisions made in the validation process in this study were therefore based
partly on the literature, and largely on the researcher’s sense of plausibility regarding
situational analysis and making decisions in dealing with practical constraints.

3 The reliability of an instrument refers to its consistency. There are two aspects of reliability. The first one is called
external reliability. This refers to the degree of consistency with which an instrument gives one a correspondence
between tow interval tests. This is achieved by a test and retest. The second one is calle internal reliability. This
refers to a scale of measurement whether it is measuring a single idea and whether the items that make up the
scale are consistent (Bryman and Cramer, 1990:70-73).
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Seliger and Shohamy (1989), Hatch and Lazaraton (1991) and Alderson and Banerjee
(1996) guided the process of reliability that was used in this study. From the methods
that these authors recommend, for establishing the reliability of data collection
instruments, which are applicable to new questionnaires, the researcher did not use the
Cronbach alpha coefficient. This was not done because it was going to be of limited
value for nominal and ordinal scales upon which the SASSQ was framed. In addition,
Cronbach alpha coefficient does not reveal whether the obtained quantitative value is
an indicator of item heterogeneity® or unreliability. Furthermore, Alderson and Banerjee
(2002) point out that internal consistency may not be a good check of questionnaire
reliability since questionnaire items in research, unlike items in a test or examination,
are usually not intended to measure one thing but many things. In order to be sure, it
was necessary to look into individual items. To do this, the researcher chose the test—
retest method measure of external reliability as an appropriate way of guaranteeing
reliability for this study. The test-retest method was chosen as the main reliability check
method because it enabled the researcher to establish the reliability of the questionnaire
for stability over time and, because it is a relatively feasible method to apply. Two
considerations were taken to be important to bear in mind when using this method: first,
the variables measured could be subject to significant change over time, and second, a
repeated administering of the same questionnaire may result in the sensitisation of the
participants to the issue being researched. Both concerns are related to the time
between the test and retest, which implies that the de sion about the appropriate length
of time is crucial; however, little information is available on this issue in the literature. So
to overcome this limitation, we chose to pilot test the instrument at Chainama Clinic that
will not be part of the study.

This pilot testing served two purposes. The first purpose was to let the researcher have
an experience of how to go about interviewing respondents. The second one was to test
the data collection tools with a view to perfecting them. The details of the process

appear below.

“ Diverse in character or varied in content.
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Twenty-two participants participated both in the interviews and the test and retest of the
guestionnaire. Participants were asked by the researcher to seek clarification in case of
difficulties in understanding or interpreting items. The first questionnaire had 36 items.
Two pilot tests were done on the same participants over four weeks. On the first
occasion, the general feedback was positive. It was surprising that participants were
interested in the topic and the study itself. However, on the second occasion, some of
them were irritated about having to fill the questionn for the second time. The
researcher, however, explained the purpose of the second test and asked for their co-
operation. Their cooperation was in turn obtained.

After the retest, a qualitative analysis was done (not to aggregate the data) to compare
individual responses on each item by looking for consistency between the initial
responses and the second responses. This was done to see how the participants kept
on picking the same answers. Some questions that gave istent and ambivalent
responses were dropped whereas others were revised. In the end, the items in the
guestionnaire were reduced from 36 to the present 32 items (Appendix I).

Administering the Questionnaire

All expectant mothers who met the inclusion criteria attending any one of the PMTCT
sessions were approached to take part in the study. Before being seen by a doctor, or
clinical officer or nurse they were handed a questionnaire. In order to maintain some
control over the completion of the questionnaires, the researcher alone was responsible
for distributing them. Completed questionnaires were put in envelopes provided and
deposited by the women in a box within the clinic. Those who were not able to read or
write were assisted by the researcher and trained research assistants to answer the

guestionnaire in a private room that was be made available.
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In-depth Interviews

Noting that the researcher wanted to seek representative experiences by including a
wide range of extremes of participants and experiences that were churned from the
preliminary descriptive analysis, only participants who fell into extreme zones and those
around the mean were interviewed thematically (Appendix Il). The reasoning behind
starting with the survey questionnaire informing the in depth interviews were informed
by sequential paradigm crossing. This is where one paradigm is used itially to create
grounds for the next. Sequential paradigm crossing is the researcher wants
to overcome the deficits in one paradigm and enrich the research in an attempt to
confirm or corroborate findings or cross validate findings. The idea of having these
phases is to allow the researcher make well informed interpretations of the quantitative
data to inform or enrich the qualitative data. This variant augments the generalisation of
gualitative findings to different samples which would be the case in pure idiographic

inquiries.

4.6 Data processing and Analysis

4.6.1 Qualitative Data Analysis

The first step in analysis was coding which entailed reading through the data several
times to identify common ideas and develop categories, patterns or themes. Most of the
categories emerged from the types of questions that were asked and also while
examining the data.

The data was then analysed using content analysis to show how women make
disclosure decisions. This occurred six weeks after the preliminary quantitative
descriptive analysis. In this study, data was left at a thematic level of analysis. This
means that what a respondent said was usually taken as an accurate reflection of what

her experience was really like (lived experience).
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4.6.2 Quantitative Data Analysis

Quantitative data was analysed using SPSS software version 14.

4.7 Ethical considerations

A written consent was obtained from the women after explaining the purpose of the
research and ensuring that they understand clearly the issue at hand. This took place
after clearance by the UNZA research ethics committee permission obtained from
the Lusaka District Health Management. The details appear in the Appendices.

Information obtained from the women during the study shall be kept strictly confidential
as it borders on personal information which most people would rather keep to
themselves. A private room was made available for answering the questionnaire.
Envelopes were provided for the women to put in their completed questionnaires. The
answered questionnaires will be kept by the researcher in the strictest of confidence for
only six months after which time all the responses will have been examined. There were

no names written on the questionnaire.

The possibility of emotional distress to the participants that may be evoked by
discussing this emotive subject was a risk which was addressed by selecting research
assistants that were equipped with psychosocial counse skills to address this, (the
researcher too is a trained and practicing psychosocial counselor). The women were
informed that they will benefit more information on HIV transmission, prevention, coping

skills and communication skills.

A token sum of money was given to each participant as transport reimbursement and as

an expression of gratitude for availing time and information.
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CHAPTER FIVE — RESULTS

5.0 Introduction

In this study, the research findings are presented using themes and de Vaus’'s (2001)
guide. The results chapter is divided into sections as follows: (i) descriptive
demographic findings, (ii) position just after counselling, (iii) Period of time taken to
disclose (iv) rate of disclosure to partner, (v) Pattern of disclosure, and (vi) reasons
(factors) for choosing a particular pattern of disclosure.

Data for this analysis was drawn from 260 HIV + expectant women and the results are
from a cross sectional study carried out in the antenatal clinics of four urban health
centres in Lusaka urban in the months of April, May and June 2009. All participants
were volunteers and signed a written informed consent statement prior to taking part in
the study. The total number of patients who were approached for the study who
satisfied the inclusion criteria was 260, of which none declined, leaving the study

population sample of 260.
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5.1 Descriptive demographic findings

Parameter
Age
Mean 26.0
Standard Deviation 5.3
Occupation | Frequency | Percent
Student at Secondary School/Primary 2 .8
Sales and clerical job 13 5.0
Professional 8 3.1
Business 95 36.5
Home maker 142 54.6
Total 260 100.0
Client’s Educational Status | |
Never been to school 1 4
Primary school 135 51.9
Lower secondary school 95 36.5
Lower secondary school 22 8.5
College/University 7 2.7
Total 260 100.0
Client’s Religion | |
Christian but a Catholic 51 19.6
Christian but a Pentecostal 110 42.3
Christian but of another faith (Seventh Day, New Aq 99 38.1
Total 260 100.0
In a casual sexual relationship 6 2.3
Married 221 85.0
In a short-term sexual relationships 9 3.5
In a long-term sexual relationships 7 2.7
Cohabiting (living as married) 4 1.5
Divorced and single 6 2.3
Widowed and single 7 2.7
Total 260 100.0

Table 5.1.1 Respondents’ demographic profile

Participants were predominantly Zambian black women of reproductive age with no
incomes. Within the sample, the majority n= 221 (85 %) were married and very few n =
39 (15%) either led a solitary life of being single, divorced or widowed or cohabiting or
having short term relationship or were in a casual relationship. Generally, the expectant
mothers were not educated. Just about half of these expectant mothers n = 134 (51.5%)
had attended primary school, n = 95 (36.5%) attended lower secondary education, n
=22 (8.5%) attended upper secondary education completed their senior secondary

education, n = 7 (2.7%) had gone as far as college or university whereas only n = 1
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(0.4%) had never been in school. Concerning their religious faith, all of them claimed
that they were Christians. Majority of them n = 150 (57.7%) were non Pentecostals
Christians as compared to n = 110 (42.3%) who claimed to be Pentecostal Christians. It
was surprising to note that though everyone was a Christian; their degree of religiosity
in terms of reading the bible or praying was extremely low. In terms of reading the bible,
only n = 7 (2.7%) read the bible frequently as compared to n = 253 (98.3%) who read it
poorly (as either often, rarely or not at all). Concerning praying, only n = 3 (1.2%)
always prayed, n = 90 (34.6%) prayed frequently and n = 167 (64.2%) prayed but
poorly (as either often, rarely or not at all). Table 5.1.1 shows this profile.

5.2 Position Just After Counselling

Figure 5.2.1 Frequencies of women who participated in interventions that teach techniques for
disclosing.

When the expectant mothers were asked as to how long ago they knew their status, the
range was wide - 2 months to 84 months. The mean was 4.3 months (SD £8.5). In spite
of the fact that these expectant mothers were counseled before and after HIV status
assessment, very few expectant mothers n= 8 (3.1%) actually had participated in

interventions that teach techniques for disclosing (Figure 5.2.1).
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5.3 Period of time taken to disclose HIV status

Figure 5.3.1 Period it took or will take when found to be HIV + and counseled to reveal
serostatus

Nearly all participants n = 190 (73.1%) took one day to disclose ir status to their
partners and the rest were dragging or would drag for some time, when they were found
to be HIV + and counselled (figure 5.3.1).

The narratives below (using initials) attest to the types of disclosures and the motives
for the stand taken to disclose or not to.

“Ah that is a difficult matter to handle. | have not disclosed to anyone yet.
Intend to disclose to my husband only. When the time is right.

| may only inform him six months after the baby is born, i.e., 10 months from
now. One year-but for as long as | may postpone it. | will pretend | have not
been tested before.

| will tell him to accompany me to the antenatal clinic for information about the
baby. Then, have the test done for both of us-‘know our status at the same
time’. | don’'t even know how to start, how to put it to him for him to agree to
come to the clinic with me. Since he is married, perhaps his wife may have let
him know about PMTCT.”

M. K. 23 Unmarried and was in an unfaithful relationship
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“I have disclosed to my spouse, his brother, my mother and my close friend. It
only took one day. | just handed him the new start card for him to go and use
on same day and explained the result. | had told him that | was going for test
earlier. *

O. M.

“I have disclosed to my husband only- our own secret. | told him after one
week of the test. | was told so at the clinic- so he also gets tested but he has
refused, says he doesn’'t work so it's ok.”

l. C. M.

“I have disclosed to my husband and elder sister. | told my husband so
that he may know, so that he may go for testing too, so that if need be we
may start treatment together. | told my sister so that she may know and so
that she may not blame me in future for hiding. | love my husband. |
respect my sister. Actually, | told my husband the same day. | told my
sister one week later. | was direct. | told him after dinner while resting;
he asked how my visit to the clinic was. That was when | explained
everything.”

A. M. C.

“I have informed my aunt and not my husband (cohabiting). It took me one
day to tell my aunt. | will never tell my partner because we are not married.
Our relationship was a casual one. It took me one day to inform my aunt. |
had only one partner and | do not intend to reveal my status to him.”

G. M. L.

5.4 The rate of HIV status disclosure

The disclosure rate to sexual partners in this study was extremely high n= 148 (56.9%)
with only n= 10 (3.8%) having declined to reveal their status to their sexual partners
(Table 5.4.1).
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Table 5.4.1 Rates of disclosure

Disclosure Rate
n %

| have been secretive and have not revealed my sero-status to my partner 10 3.8
| have been secretive and have not revealed my sero-status to any one 36 13.8
| have been selective and have revealed my sero-status to my partner only 148 56.9
| have been selective and have revealed my sero-status to my relatives only 10 3.8
| have been selective and have revealed my sero-status to nearly everyone 3 1.2
but not my partner
| have been selective and have revealed my sero-status to nearly everyone 53 20.4
including my partner
Total 260 100.0

5.5 Pattern of disclosure

The pattern of disclosure of HIV status was influenced by the difficulties, anticipated

risks and anticipated benefits on an individual.

5.5.1 Difficulties and Disclosure

There were more participants experiencing difficulties on the right of the midpoint
“somehow” than on the left for each variable except for self denial (I disagreed that |
was positive) as evident from frequency table 5.5.1.1. 52.7% had fear of triggering
violence, 54.2% had fear of rejection by partner, 79.2% had personal feelings of shame,
86.6% had fear of being stigmatized, 55.4% had fear of being abandoned by partner
and 55.0% had a desire for personal privacy.
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5.5.1.1 The Fears or Difficulties Considered in Disclosing Their HIV Status

Frequency and Level of difficulty

Position After Counsel Not all Very little| Somehoyv] Much Very Much| Total
| disagreed that | was | 157(60.4% 28(10.8%) 37(14.2%| 10(3.8%)| 28(10.8%) | 260(100%)
positive
| had fear of triggering | 63(24.2%)] 23(8.8%) | 37(14.2%| 29(11.2% 108(41.5%) 260(100%)
violent episodes
| was filled with regret 5(1.9%) | 2(.8%) 21(8.1%)| 24(9.2%)| 208(80.0%) 260(100%)
| had the fear of rejection | 61(23.5%)] 20(7.7%) | 38(14.6%| 31(11.9% 110(42.3) | 260(100%)
by my partner
| had personal feelings of | 15(5.8%) | 3(1.2%) | 19(7.3%)| 28(4.2%)| 195(75.0%) 260(100%)
shame
| had the fear of being | 5(1.9%) | 6(2.3%) | 19(7.3%)| 11(4.2%)| 219(84.2%) 260(100%)
stigmatized
| had the fear of being | 56(21.5%)] 22(8.5%) | 38(14.6%| 33(12.7% 111(42.7%) 260(100%)
abandoned by my partner
| had the desire for | 58(22.3%] 20(7.7%) | 39(15.0%| 32(12.3% 111(42.7%) 260(100%)
personal privacy

The narratives below attest to the difficulties and risks related to disclosure

“Ah that is a difficult matter to handle. | have not disclosed to anyone yet.
Intend to disclose to my husband only. When time is right. | have a lot of
things on my mind: | am afraid that he may accuse me of infecting him and
his wife since | am younger. Still trying to adjust to crisis. | have no desire
to tell him about my status but for my baby’s needs later after birth-
formula. | don’t know exactly how | will ever start to tell him- 1 am hoping |
will find a way, the right words but | don’t know how.”

M. Z. 23

“At first | hesitated not to disclose to him. | thought ‘He will think | brought
it as | was sickly since | got pregnant and he was healthy’. To adjust was
not easy but | desired to tell though it was not easy se he was well.
Any way | did have much fear. | said to myself, he would understand since
we both were in other relationships before we got married.”

l. C.

“I am able to disclose when | decide on whom to tell. now, | cannot
tell just anyone else other than my aunt. There is no Why should
they know? They will just make me a topic for discussion especially that |
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am not married and | am still young. | have no consideration for my
partner’'s circumstances because our relationship was casual. | am and
have not even tried to figure out what his reaction would be because we
are not together.”

G. M. L. 32 Years

“I am failing to accept that | am HIV positive. | am fi ith a lot of regret
because he had told me that he was HIV positive but | ahead and
entered a relationship with him. | would like to tell elder sister who is

my guardian but | am filled with a lot of fear.”

L. L. B. 19, un married but in a steady relationship

Now Lydia broke down and started crying. It took almost an hour counselling,
consoling and encouragement for her to calm down. From this time through the end of
the interview, she kept breaking down and sobbing- from anger at herself and fear and

she continued...

“I don’t know how to break the news to my sister. | live with her, she looks
after me and she will look after me in the event that | fall ill. In case my
spouse does not marry me, | may not be able to buy for for my baby.
| may be forced to breastfeed my baby with the risk of transmitting the
virus to the baby. | know | must tell my sister but | afraid, |1 don’t know
how to do it. Even my spouse, | was only able to tell im over the phone
and not face to face.”

5.5.2 Risks and Disclosure

Though most of the participants revealed their status to their partners within the shortest
possible time, disclosure was a risky venture to the majority across the six risks
variables while to some it was not (table 5.5.2.1.). 3 out of 4 indicated that it was a risk

to disclose their HIV status.
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Table 5.5.2.1 Calculating the Risks of Disclosure

Calculating the Risks of Disclosure

Yes \[e] Total
| was trying to adjust to the diagnosis 194 (74.6%) | 66 (25.4%) 260(100%)
| was trying to assess my disclosure skills 196 (75.4%) | 65 (24.6%) 260(100%)
| was trying to assess my partner's circumstances 195 (75%) | 65 (25%) | 260(100%)
| was trying to figure out my partner's reaction 196 (75.4%) | 65 (24.6%) 260(100%)
| was assessing when to reveal my sero-status 195 (75%) | 65 (25%) | 260(100%)
| was assessing where to reveal my status 194 (74.6%) | 66 (25.4%) 260(100%)

The narratives below attest to some of the statistics presented above.

| disclosed to my husband and children. | did so to strengthen and
prepare them for eventuality. So they understand and not question the
home visits from clinic staff when they bring food supplements. My
husband has left me for dead.

M. N. (Abandoned by Husband 3 Months ago for disclosing)

Before deciding to tell him, | was afraid that he was ing to be angry and
start heaping the blame on me. But | was surprised that he was not. | then
went on to explain that | was told to go with him to the clinic for VCT, but
he declined and just said let's wait and see, maybe the result may have
been false. After all, | still look very healthy and he too is healthy. There is
no need to start looking for what is not there.

M. M. H. 21yrs old

5.5.3 Rewards to Consider in Disclosing Their HIV Status

Though the participants considered status disclosure risky, they however found it to be
very beneficial to do so. A cursory look at the frequencies and taking “somehow” as the
midpoint and the discriminatory zone, there are more participants who considered
disclosure to be beneficial than those who did not. 89.2% indicated that they disclosed
their status because they desired to obtain emotional support, 93.1% desired to obtain
social support, 92.3% desired to eliminate complicated adherence rituals fro partner
and another 92.3% desired to have instrumental support. (Table 5.5.3.1.).



Table 5.5.3.1 Rewards to Consider in Disclosing Their HIV Status

Frequency and Level of Benefit

Benefits of Disclosure | Not at all | Very littl Somehow| Much Very Much Total
| desired to obtain emotional
support (relief from sharing a | 5(1.9%) 1(.4%) | 22(8.5%) | 18(6.9%) | 214(82.3% 260(100%)
burdensome secret)

| desired to obtain social
support (e.g., an opportunity to 260(100%)
discuss your feelings about
your sero-status and educating | 5(1.9%) 1(.8%) | 12(4.6%) | 22(8.5%) | 220(84.6
your partner about the risks of %)

having un safe sex)

I desired to eliminate
complicated adherence rituals | 5(1.9%) 1(.8%) | 14(5.4%) | 20(7.7%) | 220(84.6 | 260(100%)
from partner (going to %)
ng'angas).

| desired to have instrumental
support (e.g., help in grocery 260(100%)
shopping or meal preparation, | 5(1.9%) 1(.8%) | 14(5.4%) | 21(8.1%) | 219(84.2
transportation to and from %)
appointments with health care
providers).

There were varied reasons for disclosing and not to do so among the
respondents. Below, we provide a profile of some common ones;

“I went on to disclose because | wanted to obtain support from my
husband for both me and the baby. | also wanted to obtain emotional
support and encouragement from my friend. You see you need physical,
emotional and financial support in this situation.”

O. M.

“I decided to reveal my status because | felt that my aunt whom | consider
like my mother deserved to know because she is the one who will look
after me if and when | eventually fall very ill.”

G. M. L.

“l told my parents because they are the ones (especially my mother) who
advised me to go for the test in the first place. | re my status to my
relatives because they are family, they were looking after me in my illness
and were giving me all the support and encouragement during my iliness. |
told my in-laws just for them to know for future support just in case we will
need it.”

M. Y.



5.6 Reasons (Factors) For Choosing a Particular Pattern of Disclosure

We attempted to assess the probability of association between the type of disclosure
and the degree of risk faced or rewards considered. The test statistic was set at a =
0.05. If the observed value was less than or equal to the probability of the alpha error
rate, we were going to reject the null hypothesis and conclude that our data S
the research hypothesis. We then conclude that there is a relationship between the
variables as long as at least 5 cells are found and have zero counts. A cursory view
shows that among the three variables that influenced the type of sclosure (fear or
difficulties, risks and rewards) there was no association at all except only fear attribute
and self-denial. This was not present in the sample and as such, it played no role in

influencing the type of disclosure.
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CHAPTER SIX DISCUSSION OF FINDINGS

6.0 What This Study Shows

This cross section study shows the following answers to the two research questions

To the first research question: What risks or rewards do women use when considering
disclosure of their HIV status to their male partners? Before we could establish the risks
and rewards of disclosure, the the study shows that decision to disclose is a selective
one and consists of several steps, including adjusting to the diagnosis, to disclose or not
to disclose, when and to whom, is a difficult one however, it was evident that just after
counseling, the participants were willing to disclose mostly to their partners irrespective
or what risks there were. This implies that they looked at disclosure as a must because
it was after all beneficial. It is not surprising to note that most women initially disclosed
their HIV status to their partner and then friends and other relations. To show that
disclosure was not a hassle in this sample, one would be surprised that the vast
majority of these initial disclosures were done on the first day after being diagnosed with
HIV infection.

To the second research question: Why do they choose a articular pattern of
disclosure? This was in essence an answer based on the hypotheses that were derived
from Lazarus and Folkman’'s theory of stress and coping and the theory of planned

behaviour.

Concerning Lazarus and Folkman's theory of stress and ping, the participants’
cognitive appraisal of testing positive and their reaction to it (Lazarus and Folkman,
1984 ) showed that fear was a factor to disclosing and they however made their
decisions after calculating risks that were involved (including adjusting to the diagnosis,

assessing their disclosure skills, their partners’ circumstances and reaction as well as
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revealing their sero status. After weighing the risks, participants in this study described
disclosure processes that, for the vast majority, reflected need for immediacy based on
their appraisal of the negative consequences associated with disclosure.

With regards to the theory of reasoned action , nearly all participants scores and
descriptions of their decision processes reflected weighing benefits and costs of
disclosure similar to that described in theories of reasoned actions (Ajzen, 1985; 1988;
Ajzen and Madden, 1986; Fishbein and Middlestadt, 1994 ) as well as ways to apply
criteria regarding the appropriateness or not of disclosure. However, when the
participants were interviewed, their decisions were based on their emotional and
intuitive processes as their sole criteria for disclosure more clearly reflected by their
personal appraisal of the positive consequences than negative consequences
associated with disclosure than reasoned actions. These participants were more likely to
tell their partners than non-partners of their HIV infection.

6.1 Synthesis of Findings

The current study represents the first to explore disclosure of HIV status in Zambia and
in a sample of predominately-African women of reproductive age residing in the city.
The sample was recruited from clinics, and is representative of women receiving care
and of similar demographic background. It is not surprising to note that most women
initially disclosed their HIV status to their partner then friends and other relations.
To show that disclosure was not a hassle in this sample, one should not be surprised
that the vast majority of these initial disclosures were done on the first day after being
diagnosed with HIV infection. The decision to reveal one’s HIV-positive status is
psychologically significant. This finding relates to Defeu et al. (1994) who reported that
89% of the participants spoke about their condition with at least one person; 82%

informed their partner(s) within the month following the diagnosis.

The women in this study described disclosure processes that, for the vast majority, did
not reflect any hesitancies to disclose based on their appraisal of the negative
consequences or risks associated with disclosure and this is at variance from what has
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been established in other studies. Many women’s descriptions of their decision
processes reflected weighing benefits and costs of disclosure similar to that described in
theories of reasoned actions (Fishbein and Middlestadt, 1994 ) as well as ways to apply
criteria regarding the appropriateness or not of disclosure. However, very few women
discussed making decisions based on their emotional and intuitive processes as their
sole criteria for disclosure more clearly reflected their personal appraisal of the negative
consequences associated with disclosure than reasoned actions. These women were
less likely to tell partners of their HIV infection. This study supports past research that
have argued that women’s concern about stigma, rejection and violence related to
disclosing their HIV-seropositive status are unwarranted. Defeu et al. documented that
negative reactions to disclosure are common, including betrayed confidence (50%),
negative reactions from partners (30%) and abandonment (21%) (Defeu et al., 1994 )
and yet we did not find it to be significant in this study. In a study by Zierler et al., 45% of
the adults who had experienced relationship violence reported that it was the result

their HIV infection (Zierler et al., 2000 ). While the above-cited research documents
women’s concerns about negative responses such as rejection, abandonment and
violence primarily within the context of women'’s relationships with husbands and sex
partners are unsupported in this study, women may also not fear similar negative

consequences associated with disclosure to relatives and friends.

A small group of women felt uncomfortable disclosing their HIV status to their partner
and all others had markedly different appraisals of the consequences associated with
disclosure as compared to women who had no hesitancies. These women described a
belief that in order to overcome societal stigma associated with HIV disease, it was not
important for others to be made aware that someone they know is HIV-infected. These
women seemed afraid of potential negative consequences of disclosing their HIV-
seropositive status and a number of the women resigned to keep quiet about HIV in
their communities. However, the reasons for not disclosing are similar to some notable
studies elsewhere and include: stigma, need for privacy, fear of rejection by sexual
partners, threats to personal well-being, potential loss of income, substance use,

difficulty in communicating, denial, low viral load, type of sex, location of sexual
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encounter, legal reprisal (fear of arrest), and condom use (no need to disclose) (Carr
and Gramling, 2004; Derlega et al.2002; Garbach et al., 2004; Parsons et al.2004;
Serovich and Mosack, 2003).

Further, reasons for non-disclosure have been cited as probability of disruptions in
interpersonal and intimate relationships (Black, 1993; Yep, 2000), abandonment and
rejection (Mooney et al., 1992; Black, 1993), and discrimination (Yep, 2000). Simoni et
al., 1995) found that one in five women who disclosed her HIV to her partner was
abandoned (Simoni et al., 1995). A woman'’s disclosure of her HIV infection to sexual
partners may trigger violent episodes (Rothenberg and Paskey, 1995; Zierler, 1997;
Zierler et al., 2000). Gielen et al. (1997) found that one-fourth of women in their study
had experienced negative consequences of disclosure that included rejection,
abandonment, and verbal and physical abuse (Gielen et al., 1997).

This belief in the risks or losses arising from openness and/or confrontation of HIV-
related stigma may have served as a resource for these women, maintaining the fear of
disclosure (Lazarus and Folkman, 1984 ). Women described as ‘full’ disclosers were
much more likely to tell ‘all’ across categories, although significantly higher levels of
disclosure were only found for partners. Perhaps relatives and friends are more on the
periphery of one’s social network—this is where full disclosure would make the most
differences. Because these women seem afraid of being ‘out’ about their HIV infection,
they may be the persons in the community whom people ‘know’ have the disease.
Clinically, avoidant behavior is associated with a host of negative outcomes including
depression and anxiety (Folkman et al., 1991). From a public health perspective,
Kalichman and Nachimson found in their study of disclosure that women who did not
disclose their HIV status to their sexual partners also did not practice safer sex,
particularly condom use (Kalichman and Nachimson, 1999 ). Hence, the group of
women in this study who did not disclose may be more likely to place partners at risk of
HIV infection. This risk of infecting partners without notification takes on greater

significance for women in this study.
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There are also similarities in reasons that have been revealed in this study with those
documented elsewhere that advance reasons of disclosure to anyone, including sex
partners, family and friends. Women have appraised the disclosure process to be too
difficult or risky to undertake and engaged in avoidant behaviors to hide their illness.
There are many reasons given for and against HIV+ persons disclosing to sexual
partners, friends, family, employers, strangers, and healthcare providers. Reasons for
disclosure include the following: it is the right thing to do to protect others, reaffirmation
of self, increased social support, catharsis, desire to educate others, seeking help,
desire to test someone’s reaction, being in a close or supportive relationship, and a
mechanism for dealing with the disease. (Holt et al., 1998; Derlega, et al., 2002;
Parsons et al., 2004; Serovich and Mosack, 2003; Wolitski et al., 2003).

Because of the complexity and the on-going nature of HIV-infected women’s struggle
with disclosure issues, counseling support from health educators is critical to help
women realistically appraise their concerns related to disclosure so that they can access
needed support and services. Even though a majority of the women described the
importance of disclosing in order to maximize life and health care options, the few
women who did not disclose require support to successfully assess the benefits of
disclosure and cope with the stress of the disclosure ss. These women may have
a critical need for stressing health education counseling in order to develop a plan for
disclosing and coping with reactions of people with negative attitudes about individuals
with HIV infection.

The theories presented earlier suggest that a better understanding of HIV-infected
women's decision-making skills, and the potential reactions of partners, family, friends,
and sexual partners, is a key to maximizing positive health outcomes and access to
needed services. The nurse midwives working with HIV-infected expectant mothers
need to be aware of the wide range of decision-making criteria that women use to
decide how to disclose to a variety of people and routinely assess concerns about the
disclosure processes. Nurse midwives may be in a unique situation to intervene to

assist women, in understanding the importance of disclosure in making long-term plans
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for their children. By being aware of and sensitive to conceptua linkages proposed by
stress and planned behavioral theories, nurse counselors could more effectively
counsel women in the benefits of disclosure to select those sitting on the fence or the
hardliners as well as assist the women to develop plans for disclosing. Our findings over
score the need for counseling to be culturally and personally sensitive in order for
disclosure to be as positive and successful experience as possible. Additionally, the
nurse health educator who understands cognitive processes is better prepared to
respond effectively to a range of women’'s decisions in order to provide appropriate
counseling to reduce unsafe and unhealthy behavior.

6.2 Recommendations

Though disclosure seems not to be a problem as shown in this study, this study offers
significant implications for healthcare providers including nurses, in clinical practice,
education, and research particularly for those situations when disclosure is not

possible.

Primary prevention of HIV transmission from HIV+ persons to HIV negative persons is
even more important today, now that drug therapy allows many HIV+ persons to live
and be sexually active longer. It is recommended that nurses and other primary health
care workers need to be open and supportive in caring for the HIV+ client, discussing
the advantages of disclosing one’s HIV status to sex partners, but at the same time,
respecting the rights of clients to make their own decision about disclosing.

If clients choose not to disclose their HIV status, Nurses should be nonjudgmental of
their decision. But at the same time, Nurses should continually reinforce the use of
condoms during all sexual encounters. If HIV+ clients wish to disclose to family and/ or
friends, techniques could be utilized such as role-playing disclosure conversations,

along with counseling and support.

Ideally, women and their partners should go through the whole pre-test
counselling, testing procedure and post-test counselling together. However, since

58



men very rarely accompany their wives or partners at reproductive health
facilities, this is unlikely to happen unless efforts are made, where culturally
appropriate, to make reproductive health-care settings male friendly. It is
recommended that counsellors discuss the benefits of couple counseling with
women during pre-test counselling sessions. Those women who would like to be
conselled and tested together with their partners should be catered for or referred
to specialized counselling and testing services. In the latter situation, a
mechanism must exist for communicating test results to the original service

providers, with the consent of the couple and without breaching confidentiality.

As for HIV research, various types of social relationships associated with HIV
disclosure are underexplored but yet have the potential for increasing HIV disclosure,
decreasing unsafe sex, and reducing the number of new HIV infections. “Health care
professionals and researchers need to continue to actively pursue clues as to what
facilitates HIV disclosure to sex partners, because disclosure has the potential to
improve well-being, provide informed choice, and protect life” (Sullivan, 2005: 45).

6.3 Limitations and Strengths of the Study

Like all studies, this cross sectional non comparative and non experimental study has
limitations. Caution is warranted in the interpretation of data based on only subjects who
are confined to Lusaka and expectant mothers. The participants attending antenatal
clinic are not representative of all HIV infected female patients attending treatment
centres in Lusaka and as such the sample limits the generalisability of the findings. In
addition, the female population here excludes those in rural areas. Studies without
mixed demographics tend to show similar rather than important differences according to
the social, cultural and sexual characteristics of the subjects and the stage they have
reached in their HIV disease. This study has failed to point towards the need for more
information about such differences in relation to the impact of HIV on the family in a
locality like Lusaka. Ideally, a control group with another disease like a sexually
transmitted infection like gonorrhea could be used for comparison. However, at present
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there is no comparable group of patients who do not have a terminal illness with a
similar need to disclose a health condition and compare difficulties, risks and rewards
on account of disclosing.

However, this study is of great significance. The study indicates that research into
HIV disclosure patterns could be investigated in a clinic setting. The disclosure of
one’s HIV status to the partner, ‘close family’ and friends opens up the opportunity to
receive social support. Research has shown that people with HIV infection who have
their status disclosed are easily integrated into social networks and have higher
levels of psychological wellbeing than those who are not (Kelly et al., 1993).
Clinicians and managers should avoid interpreting these findings as ’'league table’
results but instead use them to demonstrate that they working collaboratively to
respond to patients’ health dilemmas and communication concerns. This survey is
credible because it describes disclosure from a quantitative point of view and from a
lived experience and points to factors behind disclosure. It is also credible because
the sample size is very adequate and in addition, subtleties of the complex process of
disclosure have been captured, as the questions focused on the disclosure process -
the disclosure of HIV infection itself have been answered.

6.4 Conclusion

The disclosure rate to sexual partners in this study was extremely high with very few
(3.8%) having declined to reveal their status to their sexual partners. Additionally,
women that did not share their HIV status with anyone at all were 13.8%. The majority
of these women disclosed their status to their partners within the same day of learning
of their status. There were no differences in the types or rates of disclosure according to
age, education and marital status.

Three variables influenced disclosure (fear or difficulties, risks and rewards). The

difficulties or fears that led to non-disclosure cited were denial that one was indeed
HIV+, fear of triggering violence, fear of rejection and abandonment and a desire for
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personal privacy. The risks that the women in this study had to consider before deciding
whether or not to disclose their HIV status were not being able to tell how the partner
would react to the news, not knowing the right time or place to undertake the seemingly
huge burden of disclosure. The rewards to consider were the factors that favoured
disclosure which ultimately led to the high rate of disclosure in this study and these were
mainly a desire to obtain support from the partner for the women themselves and for
their prospective baby in form of physical, emotional and financial support.

The pattern of disclosure shows that most women initially disclosed their HIV status to
their partner and then friends and other relations. The vast majority of these initial
disclosures were done on the first day after being diagnosed with HIV infection. The
women in this study described disclosure processes that, for the vast majority, did

reflect any hesitancy to disclose based on their appraisal of the negative consequences
or risks associated with disclosure and this is at variance from what has been
established in other studies. Many women’s descriptions of their decision processes
reflected weighing benefits and costs of disclosure si ilar to that described in theories
of reasoned actions as well as ways to apply criteria regarding the appropriateness or
not of disclosure. However, very few women discussed making decisions based on their
emotional and intuitive processes as their sole criteria for disclosure. They more clearly
reflected their personal appraisal of the negative consequences associated with
disclosure than reasoned actions. This study supports past research that have argued
that women'’s concern about stigma, rejection and violence related to disclosing their

HIV-seropositive status are unwarranted.

61



References

Adam, B. (2005) Constructing the neoliberal sexual actor: responsibility and care of the self in the
discourse of barebackers, Culture, Health and Sexuality, 7, 333—46.

AIDS Alert (2003) Too many still fail to tell sex partners of serostatus: national study shows major
problems, AIDS Alert, 18, 8, 106.

Alderson, J. C., and Banerjee, J. (2002). Language testing and assessment (Part 2). Language Teaching,
35, 79-113.

American Civil Liberties Union (2004) State criminal statutes on HIV transmission — 2004 (Lesbian and
Gay Rights Project AIDS Project).

American Sociological Association (1999) Code of Ethics [approved June, 1997].

Bairan,A., Taylor,G.A.G., Blake,B.J., Akers.,T Sowell, R. and Mendiola, Jr R.(2007) Journal of the
American Academy of Nurse Practitioners.19 (5 ): 242-250.

Bargh, J.A., McKenna, K.Y.A. and Fitzsimons, F.M. (2002) Can you see the real me? Activation and
expression of the ‘true self’ of the Internet, Journal of Social Issues, 58, 33—48.

Barnett, R. C., Marshall, N. L., and Pleck, J. H. ( 1992). Adult son-parent relationships and their
associations with sons’ psychological distress. Journal of Family Issues, 13, 505— 525.

Bayer, R. (1989) Private Acts, Social Consequences. NY: Free Press.

Bayer, R. (1996) AIDS prevention — sexual ethics and responsibility, New England Journal of Medicine,
334, 1540-42.

Belsley, D., Kuh, E., and Welsch, R. ( 1980). Regression statistics: ldentifying influential data and sources
of collinearity. New York: Wiley.

Bernstein, P. L. (1996), Against the Gods: The Remarkable Story of Risk, New York: Wiley and Sons.

Black, B.P., and Miles M.S (2002) Calculating the Risks and Benefits of Disclosure in African American
Women Who Have HIV. JOGNN. 31 (6) 88-97.

Black, L. W. (1993) AIDS and secrets. In Imber-Black, E. (ed.), Secrets in Families and Family Therapy.
Norton, New York, pp. 355-369.

Blieszner, R., and Mancini, J. A. ( 1987). Enduring ties: Older adults’ p roles and responsibilities.
Family Relations, 36, 176— 180.

Bolund, C. ( 1990). Crisis and coping: Learning to live with cancer. In J. C. Hillard and R. Ziltoun (Eds.),
Psychosocial aspects of oncology ( 13— 26). Berlin: Springer-Verlag.

Bor, R., and du Plessis, P. (1997). The impact of HIV/AIDS on families: An overview of recent research.
Families, Systems, and Health, 15, 413— 427.

Bray, S.J. (2003) Criminal prosecutions for HIV exposure: overview and analysis, Yale University Center
for Interdisciplinary Research on AIDS Working Paper, 3, 1 (Fall).

62



Brodsky, S. (1975). Friends and families of men in prison. Lexington, MA : Heath.

Bunting, S. M. ( 2001). Sustaining the relationship: W  en's care-giving in the context of HIV disease.
Health Care for Women International, 22, 131— 148.

Bunton, R. (1997) Popular health, advanced liberalism Good Housekeeping magazine. In Petersen,
A. and Bunton, E. (eds) Foucault, Health and Medicine. London : Routledge.

Canadian HIV/AIDS Legal Network ( 1999). HIV/AIDS and discrimination. Montreal : Author.

Carr, R. L.,andGramling, L. F. (2004). Stigma:Ahealth barrier for women with HIV/AIDS. Journal of the
Association of Nurses in AIDS Care, 15(5), 30-39.

Casteneda, D. ( 2000). HIV/AIDS-related services for women and the rural community context. AIDS
Care, 12, 549—565.

CDC (1982) Update on acquired immunodeficiency syndrome (AIDS)—United States. Morbidity and
Mortality Weekly Report, 31, 507-514.

CDC (1986) Current trends: additional recommendations reduce sexual and drug abuse-related
transmission of Human T-Lymphotropic Virus Type lll/Lymphadenopathy-Associated Virus,
Morbidity and Mortality Weekly Report, 35, 10, 152-55.

CDC (1993) 1993 revised classification system for HIV nfection and expanded surveillance case
definition for AIDS among adolescents and adults. Morbidity and Mortality Weekly Report, 41, 1—
19.

CDC (1999) Births and deaths: preliminary data Fall 19  Morbidity and Mortality Weekly Report, 47, 1—
48.

CDC (2000) HIV Surveillance Report 11. Centers for Disease Control and Prevention, Atlanta, GA, pp. 1-
45,

CDC (2006) Twenty-five years of HIV/AIDS — United States, 1981-2006, Morbidity and Mortality Weekly
Report, 55, 21, 585-89.

Center for Communicable Diseases. ( 1992). 1993 revised classification system for HIV infection and
expanded surveillance case definition of AIDS among adolescents and adults. Morbidity and
Mortality Weekly Report, 41, RR-17.

Ciccarone, D.H., Kanouse, D.E., Collins, R.L., Miu, A., Chen, J.L., Morton, S.C. and Stall, R. (2003) Sex
without disclosure of positive HIV serostatus in a US robability sample of persons receiving
medical care for HIV infection, American Journal of Public Health, 93, 949-54.

Clemen, R. T.(1990) Making Hard Decisions, Belmont, CA ury Press.

Cline, R. J. W. and Boyd, M. F. (1993) Communication as threat and therapy: stigma, social support, and
coping with HIV infection. In Ray, E. B. (ed.), Case Studies in Health Communication. Lawrence
Erlbaum, Hillsdale, NJ, pp. 131-147.

Collins, C., Morin, S.F., Shriver, M.D. and Coates, T.J. (2000) Designing Primary Prevention for People
Living with HIV. AIDS Policy Research Center and Center for A Prevention Studies. Policy
Monograph Series — March.

63



Connery, B.A. (1997) IMHO: Authority and egalitarian rhetoric in the virtual coffeehouse. In Porter, D.
(ed.) Internet Culture. NY: Routledge.

Connidis, I., and McMullin, J. A. ( 1993). To have or have not: Parent status and the subjective well-being
of older men and women. The Gerontologist, 33( 5), 630— 636.

Crystal, S., and Sambamoorthi, U. ( 1998). Health care needs and service delivery for older persons with
HIV/AIDS. Research in Aging, 20, 739— 759.

Cusick, L. and Rhodes, T. (1999) The process of disclosing positive HIV status: findings from qualitative
research, Culture, Health and Sexuality, 1, 3—18.

Danziger, R. (1996) An epidemic like any other? Rights and responsibilities in HIV prevention, British
Medical Journal, 312, 1083-84.

David A. Rier (2007) Internet social support groups as moral agents: the ethical dynamics of HIV+ status
disclosure. Sociology of Health and lliness 29 (7) , 1043—-1058 .

Defeu, I., Van Renterghem, H., De Vuyst, H., Fleerackers, Y., Peeters, R. and Colebunders, R. (1994)
Consequences of telling one’s seropositivity to others [Antwerp. Abstract PD 224]. Presented at
International Conference on AIDS, Yokohama, Japan.

Denzin, N.K. (1998) In search of the inner child: co-dependency and gender in a cyberspace community.
In Bendelow, G. and Williams, S.J. (eds) Emotions in Social Life. London: Routledge.

Derlega, V. J., Winstead, B. A., and Folk-Barron, L. ( 2000). Reasons for and against disclosing HIV-sero-
positive test results to an intimate partner: A functional perspective. In S. Petronio (Ed.),
Balancing the secrets of private disclosures (pp. 53— 69). Mahwah, NJ: Lawrence Erlbaum
Associates.

Derlega, V., Winstead, B., Greene, K., Serovich, J., and Ewood, . N. (2002). Perceived HIV-related

stigma and HIV disclosure to relationship partners after finding out  out the seropositive
diagnosis. Journal of Health Psychology, 7(4), 415-432.

DeRosa, C.J. and Marks, G. (1998) Preventive counseling of HIV-positive men and self-disclosure of
serostatus to sex partners: new opportunities for prev  on, Health Psychology, 17, 224-31.

Diaz, R. M. ( 1993). Latino gay men and the psycho-cultural barriers to AIDS prevention. Unpublished
manuscript, Stanford University and University of Cali a at San Francisco, Center for AIDS

Prevention Studies.

Dodds, C. (2002) Messages of responsibility: HIV/AIDS revention materials in England, Health, 6, 139—
71.

Duffin, R. (2004) Serostatus, risk and responsibility, Social Research Briefs [National Centre in HIV Social
Research], 6, 1-2.

Emlet, C. A., and Poindexter, C. C. ( 2004). Unserved, unseen, and unheard: Integrating programs for
HIV-infected and HIV-affected older adults. Health and Social Work, 29( 2), 86— 96.

Epstein, S. (1996) Impure Science. Berkeley: California.

64



Esquivel, A., Meric-Bernstam, F. and Bernstam, E.V. (2006) Accuracy and self-correction of information
received from an Internet breast cancer list: analysis of posting content, British Medical Journal,
332, 939-42.

Ess, C. and the AolIR [Association of Internet Researchers] Ethics Working Committee (2002) Ethical
decision-making and Internet research: Recommendations from the AoIR ethics working
committee (approved by AoIR, 27 November). Available from URL:
http://mww.aoir.org/reports/ethics.pdf [retrieved 6 July 2006].

Eysenbach, G. and Till, J.E. (2001) Ethical issues in qualitative research on Internet communities, British
Medical Journal, 323, 1103-5.

Eysenbach, G., Powell, J., Englesakis, M., Rizo, C. and Stern, A. (2004) Health related virtual
communities and electronic support groups: systematic iew of the effects of online peer to
peer interactions, British Medical Journal, 328, 1166-71.

Fishbein, M. and Middlestadt, S. (1975) Using the Theory of Reasoned Action as a framework for
understanding and changing AIDS-related behaviors. In Mays, V. M., Albee, G. W. and
Schneider, S. F. (eds), Primary Prevention of AIDS: Psychological Approaches. Sage, Newbury
Park, CA, pp. 93-110.

Fishman, S. H. ( 1981). Losing a loved one to incarceration: The effect of imprisonment on family
members. The Personnel and Guidance Journal, 32, 372— 375.

Folkman, S., Chesney, M., Pollack, L. and Coates, T. ( 93) Stress, control, coping, and depressive
mood in human immunodeficiency virus-positive and -negative gay men in San Francisco.
Journal of Nervous and Mental Disorders, 181, 409-416.

Fox, N.J., Ward, KJ. and O'Rourke, AJ. (2005a) The ‘ ert patient: empowerment or medical
dominance? The case of weight loss, pharmaceutical drugs and the Internet, Social Science and
Medicine, 60, 1299-309.

Fox, N.J., Ward, K.J. and O’'Rourke, A.J. (2005b) Pro-anorexia, weight-loss drugs and the Internet: an
‘anti-recovery’ explanatory model of anorexia, Sociology of Health and lliness, 27, 7, 944-71.

Forbes, K.M., Lomax, N., Cunningham, L., Hardie, J., Noble, H., Sarner, L., Anderson, J. (2008)
Partner notification in pregnant women with HIV: findi s from three inner-city clinics. HIV
Medicine.

Frankel, M.S. and Siang, S. (1999) Ethical and Legal A ects of Human Subjects Research on the
Internet: a Report of a Workshop, June 10-11. American Association for the Advancement of
Science. Available from URL: http://www.aaas.ora/spp/sfrl/projects/intres/report.pdf [retrieved 6

July, 2008].

Frascino, R.J. (2005) Must disclose it is law — Response from Dr. Frascino. Ask the experts about fati ue
and anemia. Available from URL:
http:/mww.thebody.com/Forums/AIDS/Fatigue/Current/Q170626.html?h600 [retrieved 6  July
2008].

Garbach, P. M., Galea, J. T., Aman, B., Shin, A., Celu , C., Kerndt, P., et al. (2004). Don't ask, don't tell:
Patterns of HIV disclosure among HIV positive men who have sex with men with recent STI
practising high risk behaviour in Los Angeles and Seattle. Sexually Transmitted Infections
Journal, 80, 512-517.

65



Gard, L. (1990). Patient disclosure of human immunodeficiency (HIV) status to parents: Clinical
considerations. Professional Psychology: Research and Practice, 21, 252— 256.

Gerbert, B., Maguire, B. T., Bleecker, T., Coates, T. J. and McPhee, S. J. (1991) Primary care physicians
and AIDS: Attitudinal and structural barriers to care. Journal of the American Medical Association,
266, 2837-2842.

Gielen, A. C., O'Campo, P., Faden, R. R. and Eke, A. ( 97) Women’s disclosure of HIV status:
experiences of mistreatment and violence in an urban setting. Women and Health, 15, 19-31.

Gillett, J. (2003) Media activism and Internet use by le with HIV/AIDS, Sociology of Health and
lliness, 25, 6, 608-24.

Glaser, B.G. and Strauss, A.L. (1967) The discovery of grounded theory. NY: Aldine de Gruyter.
Granovetter, M. (1973) The strength of weak ties, American Journal of Sociology, 78, 1360—80.

Greenberg, J. S., and Becker, M. ( 1988). Aging parents as family resources. The Gerontologist, 28( 3),
786— 791.

Greene, K., and Faulkner, S. ( 2002). Expected versus actual responses to disclosure in relationships of
HIV-positive African-American adolescent females. Communication Studies, 53, 297— 331.

Greene, K., Derlega, V.J., Yep, G.A. and Petronio, S. 003) Privacy and Disclosure of HIV in
Interpersonal Relationships: a Sourcebook for Researchers and Practitioners. Mahwah, NJ: LEA
[Lawrence Erlbaum Associates].

Hacking, | (1975) The Emergence of Probability, Cambri ge: Cambridge University Press.

Hacking, | (1990) The Taming of Chance, Cambridge: Cam ridge University Press.

Haraway, D. (1991) Simians, Cyborgs, and Women. NY: Routledge.

Hatch, E., and Lazaraton, A. (1991). The research manual: Design and statistics for applied linguistics.
Boston, MA: Newbury House.

Hays, R. B., McKusick, L., Pollack, L., Hillard, R., C. and Coates, T. J. (1993) Disclosing HIV
seropositivity to significant others. AIDS, 7, 425-431.

Hays, R. B., McKusick, L., Pollack, L., Hillard, R., C., and Coates, T. ( 1993). Disclosing HIV
seropositivity to significant others. AIDS, 7, 425— 431.

Herek, G.M., Capitanio, J.P. and Widaman, K.F. (2002) HIV-related stigma and knowledge in the United
States: prevalence and trends, 1991-1999, American Journal of Public Health, 92, 371-77.

Hering, S. (2000). The Internet: a liberating medium? The illness narratives of those affected by AIDS as
shaped and presented in virtual support groups on the Internet. Master's thesis, epartment of
Sociology and Anthropology, Bar-llan University.

Holt, R., Court, P., Vedhara, K., Nott, K. H., Holmes, J., and Snow, M. H. ( 1998). The role of disclosure in
coping with HIV infection. AIDS Care, 10, 49— 60.

Indyk, D. and Rier, D.A. (1993). Grassroots AIDS knowledge: implications for the boundaries of science
and collective action, Knowledge: Creation, Diffusion, Utilization, 15, 3—43.

66



Johnston, D., Stall, R., and Smith, R. ( 1995). Reliance by gay men and intravenous drug users on friends
and family for AIDS-related care. AIDS Care, 7, 307— 319.

Johnsone, M., Leaska, C., Elfordb, J., Borc, R. and Millerd R. (1997). Selective disclosure: a pilot
investigation into changes in family relationships since HIV diagnosis. Journal of Family Therapy
19: 59-69

Julianne M. Serovich; Tiffany L. McDowell; Erika L. Grafsky (2008) Women's Report of Regret of HIV
Disclosure to Family, Friends and Sex Partners . AIDS and Behavior.

Kalichman, S. C. and Nachimson, D. (1999) Self-efficacy and disclosure of HIV-positive serostatus to sex
partners. Health Psychology, 18, 281-287.

Kalichman, S. C., DiMarco, M., Austin, J., Luke, W., and Difonzo, K. ( 2003). Stress, social support, and
HIV-status disclosure to family and friends among HIV-positive men and women. Journal of
Behavioral Medicine, 26, 315 332.

Kimberly, J. A., Serovich, J. M. and Greene, K. (1995) Disclosure of HIV-positive status: five women’'s
stories. Family Relations, 44, 316-322.

King, S.A. (1996) Researching Internet communities: proposed ethical guidelines for the reporting of the
results, The Information Society, 12, 2, 119-27.

Kitzinger, J. (1995) ‘Qualitative Research: Introducing Focus Groups’, British Medical Journal, 311: 299-
302.

Klaw, E., Huebsch, P.D. and Humphreys, K. (2000) Communication patterns in an on-line mutual help
group for problem drinkers, Journal of Community Psychology, 28, 535—46.

Klitzman, R. and Bayer, R. (2003) Mortal Secrets: Truth and Lies in the Age of AIDS. Baltimore : Johns
Hopkins.

Knodel, J., Watkins, S., and VanLandingham, M. ( 2002). AIDS and older persons: An international
perspective ( Rep. No. 02—495). Ann Arbor, MI: Population Studies Center at the tute for
Social Research.

Krueger, R. and Casey, M. (2000) Focus Groups: A Practical Guide for Applied Research. Newbury Park:
Sage.

Lazarus, R. S. and Folkman, S. (1984) Stress, Appraisal and Coping. Springer, New York.

Leaska,C., Elford, J., Riva, R.B., and Johnson, M. (1997). Selective disclosure: a pilot investigation into
changes in family relationships since HIV diagnosis. Journal of Family Therapy (1997) 19: 59-69.

Levy, A, Laska, F., Abelhauser, A., Delfriassy, J., G , C., Boue, F. and Dormont, J. (1999)
Disclosure of HIV seropositivity. Journal of Clinical Psychology, 55, 1041-1049.

Lisko, E. A. (1998) Legal implications of study results showing continued failure to disclose HIV status to
sexual partners.
http:/Mmww.law.uh.edu/healthlawperspectives/HIVAIDS/98  3Legallmplications.html

67



Maman, S. and Medley, A. (2004) Gender dimensions of HIV status disclosure to sexual partners: rates,
barriers, and outcomes. A review paper. Geneva : Department of Gender and Women's Health,
World Health Organization.

Maman, S., and Medley, A. Gender Outcomes. A review Paper. WHO 2004. NLM classification:WC
503.7:2.

Mansergh, G., Marks, G., and Simoni, G. ( 1995). Self-disclosure of HIV infection among men who vary in
time since sero-positive diagnosis and symptomatic status. AIDS, 9, 639— 644.

Marks, G., Richardson, J., Ruiz, M. and Maldonado, N. 92) HIV-infected men’s practices in notifying
past sexual partners of infection risk. Public Health Report, 107, 100-106.

Marks, R., Richardson, J., Ruiz, M., and Maldonado, N. ( 1992). HIV-infected men's practices in notifying
past sexual partners of infection risk. Public Health Reports, 107, 100— 105.

Mason, H. R. C., Marks, G., Simoni, J. M., Ruiz, M. S., and Richardson, J. L. ( 1995). Culturally
sanctioned secrets? Latino men's non-disclosure of HIV infection to family, friends, and lovers.
Health Psychology, 14, 6— 12.

Mayer, K.H. (2004) Recommendations for incorporating human immunodeficiency virus (HIV) prevention
into the medical care of persons living with HIV, Clinical Infectious Diseases, 38, 1, 104-21.

Mays, V. M., and Cochran, S. D. ( 1987). Acquired immuno-deficiency syndrome and Black Americans:
Special psycho-social issues. Public Health Reports, 102, 224— 231.

Meadows, J., LeMarechal, K., and Catalan, J. ( 1998). Mental health problems in older adults with HIV
referred to a psychological medicine unit. AIDS Care, 10 [ Suppl. 2], S105- S112.

Mendelson, C. (2003) Gentle hugs: Internet Listeners as sources of support for women with lupus,
Advances in Nursing Science, 26, 299-306.

Miller, R., Browning, S. L., and Spruance, L. M. ( 2001). An introduction and brief rev ew of the impacts of
incarceration on the African American family. Journal of African American Men, 6( 1), 3— 12.

Moneyham, L., Demi, A., Mizuno, Y., Sowell, R., Seals, B., and Guillory, J. ( 1997-1998). Development
and testing of a contextually and culturally relevant easure of coping for use with women
infected with HIV. Omega, 36, 359— 374.

Moneyham, L., Seals, B. F., Demi, A., Sowell, R. L., C L. and Guillory, J. (1996) Perceptions of
stigma in women infected with HIV. AIDS Patient Care, 10, 162—-167.

Mooney, K. M., Cohn, E. S. and Swift, M. B. (1992) Physical distance and AIDS: too close for comfort?
Journal of Applied Social Psychology, 22, 1442-1452.

Nelms, T. ( 2000). The practices of mothering in careg ving in adult sons with AIDS. Advances in Nursing
Science, 22, 46— 57.

Nettleton, S. (1997) Governing the risky self: how to become healthy, wealthy, and wi e. In Petersen, A.
and Bunton, E. (eds) Foucault, Health and Medicine. London: Routledge.

Nettleton, S., Burrows, R. and O'Malley, L. (2005) The mundane realities of the everyday lay use of the

Internet for health, and their consequences for media convergence, Sociology of Health and
lliness, 27, 7, 972-92.

68



Parsons, J.T., Schrimshaw, E.W., Bimbi, D.S., Wolitski R.J., Gomez, C.A. and Halkitis, P.N. (2005)
Consistent, inconsistent, and non-disclosure to casual sexual partners among HIV-seropositive
gay and bisexual men, AIDS, 19, Supplement |, S87-S97.

Parsons, J. T., VanOra, J., Missildine, W., Purcell, D. W., and Gomez, C. A. (2004). Positive and negative
consequences of HIV disclosure among seropositive injection drug users. AIDS Education and
Prevention, 16(5), 459-475.

Pennebaker, J. W., Colder M. and Sharp, L. K. (1990) Accelerating the coping process. Journal of
Personality and Social Psychology, 58, 528-537.

PEPFAR (2008) “The Power of Partnerships: The U.S. President’s Emergency Plan for AIDS relief. 2008
Annual Report to congress.”

Petersen, A. (1997) Risk, governance and the new publi health. In Petersen, A. and Bunton, E. (eds)
Foucault, Health and Medicine. London: Routledge.

Pitts, V. (2004) lllness and Internet empowerment: writing and reading breast cancer in cyberspace,
Health, 8, 33-59.

Radin, P. (2006) ‘To me, it's my life’: Medical communication, trust, and activism in cyberspace, Social
Science and Medicine, 62, 591-601.

Reeves, P.M. (2000) Coping in cyberspace: the impact of Internet use on the ability of HIV-positive
individuals to deal with their illness, Journal of Health Communication, 5, Supplement, 47-59.

Rhodes, T. and Cusick, L. (2000) Love and intimacy in relationship risk management: HIV positive people
and their sexual partners, Sociology of Health and IlI 22,1, 1-26.

Rier, D.A. and Indyk, D. (2006) Flexible rigidity: Sup ng HIV treatment adherence in a rapidly-
changing treatment environment, Social Work in Health Care, 42, 3/4, 133-50.

Rob Noble. Preventing mother-to-child transmission (PMTCT) worldwide. AIDS and HIV information from
AVERT.org. June 2007.

Robinson, K.M. (2001) Unsolicited narratives from the a rich source of qualitative data,
Qualitative Health Research, 11, 706-14.

Rosenstock I.M. (1966) Why people use health services. Milbank Memorial Fund Quarterly 44, 94-127.

Rossi, A., and Rossi, P. ( 1991). Normative obligations and parent-child help exchange across the life
course. In K. Pillemer and K. McCartneyb (Eds.), Parent-child relations throughout life. Hillsdale,
NJ: Lawrence Erlbaum.

Rothenberg, K. H. and Paskey, S. (1995) The risk of domestic violence and women with HIV infection:
Implications for partner notification, public policy, and the law. American Journal of Public Health,
85, 1569-1576.

Rounds, K. A. (1988). AIDS in rural areas: Challenges to providing care. Social Work, 33, 257— 261.

Saengtienchai, C., and Knodel, J. ( 2001). Parental caregiving to adult children with AIDS: A qualitative
analysis of circumstances and consequences in Thailand ( Rep. No. 01-481). Ann Arbor :
Population Studies Center, University of Michigan.

Seale, C. (2005) New directions for critical internet health studies: Representing cancer experience on the
web, Sociology of Health and lllness, 27, 4, 515-40.

69



Seale, C., Ziebland, S. and Charteris-Black, J. (2006) Gender, cancer experience and Internet use: a
comparative keyword analysis of interviews and online support groups, Social Science
and Medicine, 62, 2577-90.

Serovich, J. M. ( 2000). Helping HIV-positive persons to negotiate the disclosure process to partners,
family members, and friends. Journal of Marital and Family Therapy, 26, 365— 372.

Serovich, J. M., Kimberly, J. A. and Greene, K. (1998) Perceived family member reaction to women’'s
disclosure of HIV-positive information. Family Relations, 41, 15-22.

Serovich, J.M. and Mosack, K.E. (2003) Reasons for HIV disclosure or nondisclosure to casual sexual
partners, AIDS Education and Prevention, 15, 70-80.

Sharf, B.F. (1997) Communicating breast cancer on line: support and empowerment on the Internet,
Women and Health, 26, 65-84.

Shehan, C. L., Constance, R. Bradshaw, U.P., Bender, J., Arce, N., Bender, B (2005) To tell or not to tell:
Men's disclosure of their HIV-positive status to their mothers' Family Relations 54 (2) 184-196.

Sheon, N. and Crosby, G.M. (2004) Ambivalent tales of disclosure in San Francisco, Social Science
and Medicine, 58, 2105-18.

Sherr L, Barnes J, Elford J, Glaitan A, Miller R, Johnson M. (1997) Women with HIV disease attending a
London clinic. Genitourin Med;73:274-9.

Shilts, R. (1987) And the Band Played On. NY: St. Martin's.

Siegl, D., and Morse, J. M. ( 1994). Tolerating reality: The experience of parents of HIV-positive sons.
Social Science and Medicine, 38, 959— 971.

Signorile, M. (1995) HIV-positive, and careless, New York Times, 26 February.
Simoni, J. M., Demas, P., Mason, H. R. C., Drossman, J. A., and David, M. L. ( 2000). HIV disclosure

among women of African descent: Associations with copi , social support, and psychological
adaptation. AIDS and Behavior, 4, 147— 158.

Simoni, J. M., Mason, H. R. C., Marks, G., Ruiz, M., Reed, D. and Richardson, J. L. (1995) Women’s self-
disclosure of HIV infection: rates, reasons and reactions. Journal of Consulting and Clinical
Psychology, 63, 474-478.

Simoni, J.M. and Pantalone, D.W. (2004) Secrets and safety in the age of AIDS: does HIV disclosure lead
to safer sex? Topics in HIV Medicine, 12, 4, 109-18.

Sinkala, M., McFarlane Y. et al. (2005) Scale-up of PMTCT services in Zambia. USAID / MOH.

Sinkala, M. and McFarlane, Y. et al. Scale-up of PMTCT services in Zambia. USAID / MOH. 2005.
National HIV and AIDS Strategic Framework 2006-2010. National HIV/AIDS/STI/TB Council. May 2006

Sixsmith, J. and Murray, C.D. (2001) Ethical issues in the documentary data analysis of Internet posts
and archives, Qualitative Health Research, 11, 423-32.

Smith, J. E., Landau, J., and Bahr, G. R. (1 1990). AIDS in rural and small town America. AIDS Patient
Care, 4, 17-21.

70



Sowell, R. L. Seals, B. F. Philips K. D. and Julious H.. (2003) Disclosure of HIV infection: how do
women decide to tell? Health Education Research, Vol. 18, No. 1, 32-44, February 2003.

Sowell, R. L., Cohen, L., Demi, A. and Moneyham, L. (1992) Family Responses to AIDS/HIV Infection:
Stressors, Resistance Factors, and Adaptational Outcom s. Cooperative Agreement between
Centers for Disease Control and Prevention and AID Atlanta, Inc. (N641 CCU 408293) (1992—
1996).

Sowell, R. L., Seals, B., Moneyham, L., Guillory, J., i, A. and Cohen, L. (1996) Barriers to health-
seeking behaviors for women infected with HIV. Nursing Connections, 9, 5-17.

Sowell, R. L., Seals, B. F., Phillips, K. D. and Julious, C. H. (2003) Disclosure of HIV infection: how do
women decide to tell? Health Education Research, 18 (1) 32-44.

Stein, M. D., Freedberg, K. A., Sullivan, L. M., Savet enson, S. M., Hingson, R. and Samet, J.
H. (1998) Sexual ethics. Disclosure of HIV-positive status to partners. Archives of Internal
Medicine, 158, 253-257.

Stein, M. D., Freedberg, K., Sullivan, L., Savetsky, J., Levenson, S., Hingson, R., et al. ( 1998).
Disclosure of HIV-positive status to partners. Archives of Internal Medicine, 158, 253— 257.

Stein, M.D., Freedberg, K.A., Sullivan, L.M., Savetsky J., Levenson, S.M., Hingson, R. and Samet, J.H.
(1998) Sexual ethics: disclosure of HIV-positive status to partners, Archives of Internal Medi ne,
158, 253-57.

Stempel, R. R., Moulton, J. M., and Moss, A. R. ( 1995). Self-disclosure of HIV-1 antibody test results:
The San Francisco General Hospital cohort. AIDS Education and Prevention, 7, 116— 123.

Street, R.L. (2003) Mediated consumer-provider communication in cancer care: the empowering potential
of new technologies, Patient Education and Counseling, 50, 99-104.

Suitor, J., and Pillemer, K. ( 1987). The presence of adult children: A source of stress for elderly couples.
Journal of Marriage and the Family, 49, 717— 725.

Suler, J. (2004) The online disinhibition effect, CyberPsychology and Behavior, 7, 321-6.

Sullivan, K. M. (2005). Male self-disclosure of HIV-positive serostatus to sex partners: A review of the
literature. Journal of the Association of Nurses in AIDS Care, 16(6), 33—47.

Thompson, E. A. ( 2000). Mothers’ experiences of an ad child's HIV/AIDS diagnosis: Maternal
responses to and resolutions of accountability for AIDS. Family Relations, 49, 155— 164.

Thorne, C., Newell, M-L. and Peckham, C. S. (2000) Disclosure of diagnosis and planning for the future in
HIV-affected families in Europe Child: Care, Health and Development 26 (1) , 29-40.

Topping, S., and Hartwig, L. C. ( 1997). Delivering care to rural HIV/AIDS patients. The Journal of Rural
Health, 13, 226— 236.

Turkle, S. (1995) Life on the Screen: Identity in the Age of the Internet. NY: Simon and Schuster.

Umberson, D. ( 1989). Relationships with children: Exp ning parents’ psychological well-being. Journal
of Marriage and the Family, 51, 999—-1012.

UNAIDS, (1970) Revised HIV Estimates, Fact Sheet; November 2007.

71



UNAIDS/WHO (2006) Epidemiological Fact Sheet - 2006 Update, Zambia.

UNAIDS/WHO (2008a) Report on the Global AIDS Epidemic; July 2008.
UNAIDS/WHO (2008c) Core Slides: Global Summary of the HIV and AIDS Epidemi 2007; July 2008.

UNAIDS/WHO Epidemiological Fact Sheet - 2006 Update, Zambia

UNAIDS/WHO, (2008d) Understanding the Latest Estimates of the 2008 Report on the G AIDS
Epidemic; July 2008.

UNAIDS/WHO, (2008b) Report on the Global AIDS Epidemic; July 2008.
UNDP (2005) Human Development Report.

USAID (2003) Women's Experiences with HIV Serodisclosure in Africa: Implications for VCT and PMTCT
Report of a USAID Technical Meeting USAID Office of HIV /AIDS Washington, DC April 2, 2003
Wallace, P. (2001) The Psychology of the Internet. Cambridge : Cambridge University Press.

Walstrom, M.K. (2000) ‘You know, who's the thinnest?’” Combating surveillance and creating safety in
coping with eating disorders online, CyberPsychology and Behavior, 3, 761-83.

Walther, J.B. (2002) Research ethics in Internet-enabled research: human subjects issues and
methodological myopia, Ethics and Information Technology, 4, 205-16.

Vaux, A., Phillips, J., Holly, L., Thomson, B., Williams, D., and Stewart, D. ( 1986). The Social Support
Appraisal (SS-A) Scale: Studies of reliability and validity. American Journal of Community
Psychology, 14, 195- 219.

Whalen, C. C., Antani, M., Carey, J., and Landefeld, C. S. ( 1994). An index of symptoms for infection
with human immunodeficiency virus: Reliability and validity. Journal of Clinical Epidemiology, 47,
537- 546

Wolitski, R. J., Bailey, C. J., O’Leary, A., Gomez, A., and Parsons, J. T. (2003). Self-perceived
responsibility of HIV-seropositive men who have sex with men for preventing HIV. AIDS and
Behavior, 7(4), 363-372.

Wolitski, R.J., Rietmeijer, C.A.M., Goldbaum, G.M. and Wilson, R.M. (1998) HIV serostatus disclosure
among gay and bisexual men in four American cities: general patterns and relation to sexual
practices, AIDS Care, 10, 599-610.

Yep, G. A. (2000) Disclosure of HIV infection interpersonal relationships: a communication boundary
management approach. In Petronnio, S. (ed.), Balancing the Secrets of Private Disclosures.
LEAS Communication Series. Lawrence Erlbaum, Mahwah, NJ, pp. 83-96.

Zierler, S., Cunningham, W. E., Andersen, R., Shapiro, .F., Nakazono, T., Morton, S., Crystal, S., Stein,
M., Turner, B., St Clair, P. and Bozzette, S. A. (2000) Violence victimization after HIV infection in
a US probability sample of adult patients in primary care. American Journal of Public Health, 90,
208-215.

Zierler, S., Witbeck, B. and Mayer, K. (1996) Sexual violence against women living with or at risk for HIV
infection. American Journal of Preventive Medicine, 12, 304-310.

72



APPENDICES

73



Appendix | Survey Questionnaire

You have been selected by chance with 260 other people to help us know what may relate to you
and other people. Please read /listen to each item carefully and decide to what extent it is
characteristic of you. Give each item a rating that ap lies to you by using a scale that is given for
each question. Please remember to respond to all items. There is indeed no right or wrong
answers. Your answers will be kept by me in the envelope that | have given you in the strictest
confidence for only six months after which time | shall have examined all the 260 responses.
There after | shall destroy them. There will be no identification mark that relates to you on the
guestionnaire. | am sure that you will be open in responding to these statements.

1. Age --—---—-—-

2. Age range: sixteen to twenty five-------- twenty six to thirty five......... thirty six to forty five
.......... and over forty six.........

3. What is your occupation?

Occupation Tick only one
Student at College/University

Student at Secondary School/Primary
Administrator

| am in a sales and clerical job

| am a professional

| am in business

Farmer

Driver/Conductor

| work for sex

| am a home maker

4. How far have you gone in school?

Level of Never Primary Lower Upper College
Education Secondary secondary /University
Tick

5. If you have some one in a sexual relationship, what applies to you?

sexual relationship Tick only one
| have some one in a casual sexual relationship
| am married

| am in a short-term sexual relationships

| am in a long-term sexual relationships

| am cohabiting (living as married)

| am now divorced and single

I am now widowed and single
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6. What is your religious faith?

Religious faith Tick only one

| do not have a faith

| am Muslim

| am Hindi

| am a Christian but a Catholic

| am a Christian but a Pentecostal

I am a Christian but another (Seventh Day, New Apostolic etc)

To what extent do you adhere to the commandments of your religious faith?

7. Reading the religious book- like the Bible or Koran?

Not at all | Rarely Often Frequently Always
Tick
8. Praying?

Not at all | Rarely Often Frequently Always
Tick

10. How long ago where you found to be HIV +7? ------------ months

11. When you were found to be HIV + and counseled, it may have taken some time as the

right time to reveal your serostatus to your partner. hat time interval applies to you?

a)
b)
c)
d)
e)

f)

I am still making personal adjustments but waiting for the right time to date.
| took one day

| took /am taking 7 days

| took /am taking 30

| took /am taking 90 days

| took/am taking 365 days.

12. When you were found to be HIV + and counseled, you mig be in one position below

which one?
a) | have been secretive and have not revealed my serostatus my partner--------------
b) In have been secretive and have not revealed my serostatus to any one ------------
c) | have been selective and have revealed my serostatus to my partner only---------
d) | have been selective and have revealed my serostatus to my relatives only--------
e) | have been selective and have revealed my serostatus to nearly every one but

f)

not my partner----------
| have been selective and have revealed my serostatus  nearly every one

including my partner----------
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Before deciding to reveal ones serostatus, people may consider calculating risks and
whether to tell or not to tell their partner. Please read each item carefully and decide to
what extent it is characteristic of you. Assign marks from 1 to 5 to each of the items as a
way you agree with yourself =" 1 extremely agree and 5 = “extremely disagree” by stating
what was going on or is going on in your mind?

13. | was trying to adjust to the diagnosis----------------

14. 1 was trying to assess my disclosure skills------------

15. 1 was trying to assess my partner’s circumstances------------
16. | was trying to figure out my partner’s reaction---------------
17. 1 was assessing when to reveal my serostatus------------

18. | was assessing where to reveal my status------------

After calculating risks, you may have decided to reveal or are going to do so or will not at
all. Look at the response in question 17 above and answer the following questions.

If you faced difficulties as negative consequences of disclosure and you decided to be
silent about the serostatus to your partner, read each item carefully and decide to what
extent it is characteristic of you. Assign marks from 1 to 5 to each of the items as a way
you agree with yourself =" 1 extremely agree and 5 = “extremely disagree” by stating what
was going on or is going in your mind?

19. | disagreed that | was positive

Not at all Very little Somehow Much Very much

Tick

20. | had fear of triggering violent episodes

Not at all Very little Somehow Much Very much

Tick

21. 1 was filled with regret

Not at all Very little Somehow Much Very much

Tick

22. 1 had the fear of rejection by my partner

Not at all Very little Somehow Much Very much

Tick

23. | had personal feelings of shame

Not at all Very little Somehow Much Very much

Tick

24. 1 had the fear of being stigmatized

Not at all Very little Somehow Much Very much

Tick
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25. | had the fear of potential loss of support

Not at all Very little Somehow Much Very much

Tick

26. | had the fear of being abandoned by my partner

Not at all Very little Somehow Much Very much

Tick

27. 1 had the desire for personal privacy

Not at all Very little Somehow Much Very much

Tick

If you felt that there were rewards following revelation to your partner, read each item
carefully and decide to what extent it is characteristic of you. Assign marks from 1 to 5 to
each of the items as a way you agree with yourself = " 1 extremely agree and 5 =
“extremely disagree” by stating what was going on or is going in your mind?

28. | desired to obtain emotional support (relief from sharing a burdensome secret)

Not at all Very little Somehow Much Very much

Tick

29. | desired to obtain social support (e.g., an opportunity to discuss your feelings about your
serostatus and educating your partner about the risks of having un safe sex)

Not at all Very little Somehow Much Very much

Tick

30. Idesired to eliminate complicated adherence rituals from partner (going to ng’angas).

Not at all Very little Somehow Much Very much

Tick

31. | desired to have instrumental support (e.g., help in grocery shopping or meal preparation,
transportation to and from appointments with health care providers).

Not at all Very little Somehow Much Very much

Tick
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Appendix Il - Schema of In-depth Interview Questions

| would like to find out a few things about HIV in your household and | would be happy to
hear your views or comments.

Theme I: Patterns of HIV disclosure

1.
2.
3.

Please tell me about whom you disclosed to /intend to disclose your status to.
What made /will make you decide to tell those people?
What value do you attach to these people?

Theme II: Extent of partner notification among expectant women

4.
5.
6.
7.

How long ago where you found to be HIV?

How long did /will it take for you to reveal your status?

What time interval applies to you?

How many partners do you have and to how many did you /do you i to reveal your
status to?

Theme Ill: Ways that expectant mothers go about revealing their status.

8.
9.

What was /is happening in you before you decide (d) to reveal your status?
How did you /will you/ finally reveal your status?

Theme IV: What goes on cognitively in calculating the risks and enefits of partner
disclosure?

10.
11.

12.
13.
14.
15.

16.

What was /is going on in your mind before you decided to reveal your status?

Please tell me about how you tried /are trying to adjust to the diagnosis and desiring to
reveal you status?

Please tell me about how you tried /are trying to asse your disclosure skills

Please tell me about how you tried to /are trying to a ess your partner’s circumstances.
Please tell me about how you tried to /are trying figure out your partner’s reaction

Please tell me about how you tried to /are trying to select the best time to reveal your
serostatus

Please tell me about how you tried to /are trying to s the best place to reveal your
status.

Theme V: Why do expectant mothers select a particular type of disclosure?

17.
18.

Why did you decide to reveal you status?
Please explain the motive for your selected choices and persons.

Summary

Let’s summarize some of the key points from our discussion. Is there anything else?
Do you have any questions?

Thank you for taking the time to talk to us!!

78



Appendix 1l - Consent Form

CONSENT TO PARTICIPATE IN A RESEARCH STUDY

Title of the Research study
Difficulties of HIV status disclosure to Sexual Partners among Expectant Women in Selected
Clinics in Lusaka Urban
Investigator
Lentisha Muyanza, MPH student, School of Medicine, UNZA, Lusaka. Cell no. 097 7 753 355.
Purpose and Background
This is a research relating to HIV/AIDS and problems of disclosure. This study is exploring this
issue from the women'’s point of view because literature in public health has persistently shown
that more women than men are experiencing disclosure p blems. The main purpose of this
study is to explore and understand HIV/AIDS and disclosure behaviours which will help us find
ways of how we can fortify counselling.
Procedure
If you agree to participate, the following things will happen:

1. You will be asked questions on the difficulties of disclosure of your HIV status to your

partner that you are/were experiencing since you were found to be HIV positive.

2. Your name will not be written on the questionnaire.
Benefits
You will benefit more information on HIV transmission, prevention, coping skills, communication
skills and psychosocial counselling.
Risks
There are no envisaged risks to me that may ensue from cipating in the study.
Reimbursement
You will be paid a token sum of Kwacha thirty thousand only (K30 000.00) as transport
reimbursement and as an expression of gratitude for availing time and information.
Confidentiality
A private room shall be made available for answering the questionnaire.
An envelope will be provided for you to put in your completed questionnaire.
Your identity will be kept confidential in so far as the law allows.
Your answers to the questions will be kept confidential and will only be used for research
purposes.
The answered questionnaire will be kept by the researcher n the strictest of confidence for only
six months after which time all the responses will have been examined. There after it shall be
destroyed.
Questions

, the research assistant will discuss this informationabout this

study W|th you and answer your questlons If you have further questions, you may contact her on
phone no. . or Lentisha Muyanza the researcher of the study on 097 7 753 355.
Right to refuse or W|thdraw
Your participation in the study is entirely voluntary and you are free to refuse to take part or to
withdraw at any time without affecting or jeopardizing your future medical care.
For further information, you may contact the Chair Person, Biomedical Ethics Committee of the
University of Zambia, School of Medicine, PO Box 50110, Ridgeway campus, Lusaka. Telephone
number 211 256 067.
Consent
| have been given a copy of this form and | have read it. The purpose of this research has been
fully explained to me. | also understand that my rights and privacy will be respected. | agree to
participate in this study.

Name of participant: .

Signature or thumb prlnt of pammpant
Name and signature of interviewer .
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Appendix IV — Budget Estimates (Kwacha)

ltem Qty
Reams of paper 20
Transport for researcher (Fuel) 1
Token for Participants 260
Research Assistants 4
Large envelopes 300
Pens 50
Plain folders 10
File fasteners 10
Pencils 10
Rubber 10
Flash disk 1
Data processing 1
Total

Contigency (10%)

Grand Total

80

Unit cost

25,000
4,000,000
30,000
250,000
500

3,000
1,000

500

300

500
150,000
3,000,000

Total

500,000
4,000,000
7,800,000
1,000,000
150,000
150,000
10,000
5,000
3,000
5,000
150,000
3,000,000

16,770,000
1,677,030

18,447,330



Letters granting Permission to collect Data at the Four clinics

81



	Page 1
	Page 2
	Page 3
	Page 4
	Page 5
	Page 6
	Page 7
	Page 8
	Page 9
	Page 10
	Page 11
	Page 12
	Page 13
	Page 14
	Page 15
	Page 16
	Page 17
	Page 18
	Page 19
	Page 20
	Page 21
	Page 22
	Page 23
	Page 24
	Page 25
	Page 26
	Page 27
	Page 28
	Page 29
	Page 30
	Page 31
	Page 32
	Page 33
	Page 34
	Page 35
	Page 36
	Page 37
	Page 38
	Page 39
	Page 40
	Page 41
	Page 42
	Page 43
	Page 44
	Page 45
	Page 46
	Page 47
	Page 48
	Page 49
	Page 50
	Page 51
	Page 52
	Page 53
	Page 54
	Page 55
	Page 56
	Page 57
	Page 58
	Page 59
	Page 60
	Page 61
	Page 62
	Page 63
	Page 64
	Page 65
	Page 66
	Page 67
	Page 68
	Page 69
	Page 70
	Page 71
	Page 72
	Page 73
	Page 74
	Page 75
	Page 76
	Page 77
	Page 78
	Page 79
	Page 80
	Page 81
	Page 82
	Page 83
	Page 84
	Page 85
	Page 86
	Page 87
	Page 88
	Page 89
	Page 90
	Page 91
	Page 92
	Page 93
	Page 94

