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ABSTRACT

HIV status disclosure rates to sexual partners are low in Tanzania, despite the benefits it confers to
both partners. This qualitative study drew on the Disclosure Decision Model to explore the decision
by people living with HIV (PLHIV) to disclose, or not, their HIV status to their partner. Six focus
group discussions and thirty in-depth interviews were conducted in Mwanza, Tanzania in 2019
with PLHIV. Topics covered decision-making around disclosure and disclosure experiences.
Thematic content analysis was conducted. Most respondents reported having disclosed their
status to their partners. Disclosure was reported to facilitate or hinder the attainment of social
goals including having intimate relationships, raising a family, relief from distress and accessing
social support. Decisions made by PLHIV about whether to disclose their status were made after
weighing up the perceived benefits and risks. The sense of liberty from a guilty conscious, and
not “living a lie” were perceived as benefits of disclosure, while fears of stigma, family break-up
or abandonment were perceived as risks. Many participants found disclosure was beneficial in
promoting their adherence to treatment and clinic appointments. Interventions to support
PLHIV with disclosure should include enhanced counselling, strengthening HIV support groups
and enhanced assisted partner notification services.
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Background Disclosure may also motivate PLHIV to seek treat-

The East and Southern African region bears the highest
burden of HIV globally, accounting for 54% of people living
with HIV (PLHIV) (UNAIDS, 2019). Despite antiretroviral
therapy (ART) scale-up, including “Test and Treat” since
2016, epidemic control has not been reached, with
800,000 new infections in 2018 alone, 9% of which were
in the United Republic of Tanzania (UNAIDS, 2019).
With 75% of new infections occurring in heterosexual part-
nerships, interventions that prevent HIV transmission
within couples need strengthening (UNAIDS, 2019).
Disclosure of HIV status to sexual partners, a goal
emphasized by the World Health Organization (WHO),
is key for HIV prevention (World Health Organization,
2004). Disclosure can benefit sexual partners by promot-
ing discussion of HIV risks and a desire to access HIV test-
ing and prevention services, including pre-exposure
prophylaxis (PrEP) (Evangeli & Wroe, 2017; Yonah
et al., 2014). Disclosure within couples also provides an
opportunity to discuss and implement risk-reduction
strategies and undertake family planning (Conserve

ment, thus reducing HIV-related morbidity risks, with
studies showing that disclosure is associated with timely
linkage to care and adherence to treatment (Lemin et al,,
2018; Sanga et al., 2017). Conversely, an inability to dis-
close can result in a lack of moral, financial and physical
support, leading to poorer outcomes and increased HIV
transmission risks (Evangeli & Wroe, 2017; Kadowa &
Nuwaha, 2009; Lugalla et al., 2012).

WHO recommends assisted partner notification to be
offered to PLHIV following their diagnosis. This process
involves a trained health worker supporting PLHIV to
inform their partner about their HIV status and encourage
them to undergo HIV testing, or, with the consent of the
client, to communicate their HIV status and propose test-
ing (Plotkin et al., 2018; World Health Organization,
2016). In line with this guidance, the 2019 Tanzanian
national guidelines on HIV testing encourage couple test-
ing and mutual disclosure of results, whilst emphasising
that counsellors respect the confidentiality and privacy
of the patient and act to protect patient safety (NACP,

et al,, 2016; Hallberg et al., 2019). 2019). However, despite the favourable policy
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environment, the practice is still not widespread among
diagnosed PLHIV in Tanzania, with disclosure rates to
sexual partners between 28% and 66% within 12 months
of diagnosis (Damian et al., 2019; Hallberg et al., 2019;
Idindili et al., 2015; Knettel et al., 2019).

Studies from African settings investigating determi-
nants of HIV status disclosure have shown that close
relationships with a sexual partner, needing help, and
being on ART promoted disclosure, while fear of stigma
or abandonment were barriers to disclosure (Ebuenyi
et al, 2014; Obermeyer et al., 2011; Yonah et al,
2014). Furthermore, disclosure patterns and experiences
are often gendered, with women more vulnerable to
intimate partner violence, accusations of infidelity and
divorce, due to social norms and women’s frequent
economic and social dependence on male partners
(Evangeli & Wroe, 2017; Katz et al., 2013; Kiula et al,,
2013; Knettel et al., 2019).

Despite these findings, few studies have explored the
decision-making processes behind disclosure for PLHIV
on ART, particularly in the Tanzanian context, despite
the need for this evidence to inform interventions to
encourage disclosure and thus promote HIV care
engagement and prevention. A large body of psycho-
logical work has concerned the development of self-dis-
closure, including those aiming to understand drivers of
decision-making in relation to social goals (Chaudoir &
Fisher, 2010; Omarzu, 2000). Among these, the Disclos-
ure Decision Model (DDM) proposes three stages that
define the disclosure process. In the first stage, the dis-
closure decision process is activated by the possibility
of accessing a social reward or “disclosure goal” such
as social approval, intimacy, relief of distress, social con-
trol or identity clarification. The second stage of the
DDM involves identifying to whom disclosure will
occur, deciding whether disclosure is an appropriate
approach to achieve the goal, and decisions around
the strategies that may be adopted to achieve it. The
third stage of the DDM concerns the decisions regard-
ing the content and scope of the disclosure, which are
based on weighing up the perceived risks and benefits
of the disclosure event (Omarzu, 2000). In this analysis,
we aimed to draw on the DDM to explore decision-
making around disclosure to sexual partners among
PLHIV on ART in North-Western, Tanzania.

Study methods
Study setting

The study was conducted in Mwanza city in North-
Western Tanzania, with a population of over 700,000
inhabitants and HIV prevalence of 7.2% (NBS, 2017).

Recruitment and sampling

This qualitative study was nested in the Chronic Infec-
tions, Co-morbidities and Diabetes in Africa (CICADA)
study, a cohort study investigating the burden of and
risk factors for diabetes among adults living with and
without HIV in Mwanza. It was conducted between Jan-
uary and October 2019 among participants living with
HIV aged >18 years, currently married or in a sexual
partnership and attending ART clinics for up to two
years in Sekou-Toure and Nyamagana hospitals as
identified through the patient records. Patients on
ART for more than two years were excluded as people’s
recollections of disclosure decisions and experiences
longer ago may have faded with time. Participants
were purposively sampled from the CICADA cohort,
ensuring diversity in terms of age, sex, ART clinic, dur-
ation on ART and disclosure status.

Data generation

We drew on the underlying concepts of Omarzu’s Dis-
closure Decision Model (DDM) to inform the topic
guides for data collection, including exploring the social
goals that PLHIV sought to obtain through disclosure,
the extent to which disclosure was used as a strategy
to obtain the goal, and the perceived risks and benefits
that they weighed up when deciding how and when to
disclose their HIV status (Omarzu, 2000).

FGDs were chosen as a data generation method as
they enable prevalent views among a group of people
with shared characteristics, in this case, living with
HIV and being in a sexual relationship to be explored.

IDIs were chosen to explore personal accounts that
participants may not want to discuss in group settings,
given the sensitive nature of the topic.

The lead investigator (ES), assisted by three trained
research assistants, conducted the interviews. Interviews
and FGD guides were piloted and instruments adjusted
accordingly. Participants were provided with an infor-
mation sheet before being asked for informed consent.
Interviews and discussions were conducted in a private
room at the clinic to ensure confidentiality and privacy
and were audio-recorded. Recordings were transcribed
verbatim in Swahili and before translation into English.
Data were coded inductively and thematic content
analysis was undertaken (Miles & Huberman, 1994)
supported by Nvivol2.

Quality assurance

To enhance the credibility, dependability and confi-
rmability of the study (Lincoln & Guba, 1985; Shenton,
2004), we triangulated information gathered through
the IDI and FGD. Furthermore, discussions were
recapped with participants to ensure they agreed with



the content. Dependability was addressed by training
and supervision of the research assistants and ensuring
transcripts were professionally translated and checked
by the bilingual first author. The study followed the
COnsolidated criteria for REporting Qualitative
research (COREQ) guidelines for reporting qualitative
research (Tong et al., 2007).

Ethical considerations

Ethical clearance was received from the Lake Zone Insti-
tutional Review Board at the National Institute for
Medical Research in Mwanza, Tanzania.

Results

Six FGDs were held, each with 8-12 participants, as well
as thirty IDIs (Tables 1 and 2). Four participants partici-
pated in both an IDI and FGD. Most participants
reported disclosing to their sexual partners, while
seven reported planning to disclose in the future, and
four had not decided whether to disclose. Most respon-
dents had completed primary education, were self-
employed and some were small-scale farmers.

Our findings illustrate the three stages of the DDM in
relation to how PLHIV on ART decided whether or not
to disclose their HIV status, identifying (i) social
rewards and goals sought through the disclosure pro-
cess; (ii) disclosure as a strategy to achieve these goals,
and (iii) perceived risks and benefits that influenced
the content and scope of the disclosure (Figure 1).

Stage one: social rewards and goals influenced
by disclosure decisions

The most commonly articulated goal that PLHIV
sought through disclosure to their partners was relief
from the distress of “living a lie”. Several participants
reported that sharing their HIV results with their sexual
partner was a liberating experience:

The advantage of sharing with your spouse, first the
marriage is being at peace, you live with freedom ...
you will not have any fear in your heart. [FGD-Male]

Table 1. Age and sex of participants in FGDs.

FGD Age (yrs) Male Female Total
FGD1: Males & Females <30 5 6 1
FGD2: Males and Females >31 5 5 10
FGD3: Males <30 10 0 10
FGD4: Males >31 8 0 8
FGD5: Females <30 0 9 9
FGD6: Females >31 0 12 12
Sub-Total 28 32 60
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Table 2. Characteristics of IDI participants.

Variable Category Number
Age (years) <30 7
31-45 16
46-60 7
Sex Males 14
Female 16
Education Primary school 16
Secondary school 9
University/college 5
Occupation small scale farmers 5
Self-employed (small scale entrepreneurs) 18
Employed by the Government and Private 7

Sectors

Disclosure Yes 19
status No 1

NB: Four respondents participated in both an IDI and FGDs; the total number
of respondents is 86.

This contrasted to the constant worry of keeping
their status a secret and having a guilty conscious
about it:

... To be honest...I have no peace...my partner
doesn’t know ... I think maybe he will hate me if he
finds out [IDI-Female 40 years]

The desire to establish a relationship was sometimes
linked to the attainment of various social norms such
as childbearing or raising a family, as well as accessing
financial or nutritional resources, often provided by
men. However, intimacy, including the desire to
marry or find a partner, was also frequently evoked as
a social goal whose attainment could be negatively
affected by disclosure of HIV status:

... T have not yet shared my status with her ... it is very
difficult to share with someone just straight away,
maybe until you stay together for a longer period and
get used to each other ... You might share ... she panics
... it will be spread among community members [IDI-
Male 27]

This was particularly the case for young people living
with HIV:

... if she discloses her status by her age, she’ll not get
married ... she won’t be able to get a partner ... since
she is still young [IDI-Female 50 years]

Stage two: Disclosure as a strategy to achieve
social goals

The act of disclosing their HIV status was evoked by
some women as a strategy for facilitating planning for
the future, including discussions around safe childbear-
ing desires or contraceptive needs:

.It helps to arrange safe reproduction methods...
whether we should continue giving birth or end....
[FGD-Female]
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Stage 1: Identifying a goal to attain

Relief from
distress

Intimacy and
relationships

Access to
social
support

Stage 2: Disclosure as a strategy to reach the goal

More
—— chaIIgngmg
hid to find a
1o hide partner
status

Efables Partner

planning car.\
- provide
children food/
support

Stage 3: Weighing up risks and benefits to define disclosure content

PERCEIVED RISKS

Prompts questions around fidelity ar

Abandonment/divorce

Stigmatisation

Stigmatisation

PERCEIVED BENEFITS

Desire for harmony at home

Reduce risk of unintended disclosure

Freedom to openly attend clinics

Taking ART in partner’s presence

Reduces risk of death

Figure 1. The Disclosure Decision Model in the context of HIV status disclosure to intimate partners. Adapted from (Omarzu, 2000).

For some participants, these concerns partly reflected
their persistent fears about early and untimely deaths
due to HIV for both the parents and offspring.

It is a dangerous situation ... if your children are still
young or you don’t have children yet, you realize that
the generation will perish or the next generation will
be worthless ... it is somehow better for us we had
stopped bearing children [IDI-Female 50 years]

In contrast, non-disclosure of HIV status could lead to
missed opportunities for being supported by one’s
partner:

... some time you may be lacking money to buy needs
like fruits. Perhaps your spouse may have money to

give you since he knows the importance...so if he
doesn’t know it is a disadvantage [IDI -Female 40
years]

Disclosure was often an implicit strategy for ensuring
adherence. Many participants suggested that there
was more commitment to adhere to clinic and ART
schedules after disclosing to their partners, while
this was more challenging for those who had not
disclosed:

... You will take your medicines freely without hiding
... also when you are required to go to the clinic and
you are sick, he can go and collect your medicines
... .[FGD-female]



I had to lie to him that I was going to see my relative ...
so I can go to the clinic to pick my medicines ... some-
times ... I had to postpone ... . [IDI- Female 40 years]

Some participants requested additional assistance
from HIV counsellors to implement the strategy of
informing their partner in cases where disclosure
was a challenge, while others felt that it would be facili-
tated by more community-level efforts and stigma-
reduction interventions to encourage HIV testing and
disclosure:

... You may have a difficult man, you can even give his
number to a doctor so that he can advise him so that he
can check his status. [FGD-Female]

Stage three: Perceived benefits and risks of
disclosure shaping disclosure decisions

The reported anticipated and experienced benefits of
disclosing included the desire for harmony at home,
freedom to attend HIV clinic visits and being able to
take medication in their partner’s presence, as one
man explained:

... If T hide (my HIV status) ... I will not have the free-
dom of using medicine in her presence ... someone can
even dare to go toilet to drink medicine (laughter).
[EGD - both genders]

For some, disclosure decisions were also motivated by
the fear of their partner finding out their HIV status
from others, or through accidentally finding their ART:

I just thought ... when I come home with my medicines
“where I am going to hide them”? She could see them
(ARTs) by accident it will be a bigger problem and
thus I had to share with her. [IDI- Male 41 years]

Frequently reported risks of disclosure included fear of
being stigmatised, fear of abandonment or rejection by
family members or a partner or even being driven to
suicide if one’s status became known in the community.
These anticipated risks of disclosure often weighed
heavily in the final decision to disclose, as one husband
and father explained:

... 1 just feared she might panic... you know that is
difficult ... the problem is breakage of the family...
I'm thinking of how will I live with (take care of) chil-
dren if she decides to leave? [IDI-Male 48 years]

Other perceived risks included the likelihood that dis-
closure could bring discussions around fidelity to the
forefront, if questions were raised by the partner as to
the origin of the infection:

... You find a man having many side chicks, so it is
difficult to share with your spouse while you are
aware that you are not faithful ... [IDI- Male 57 years]

AIDS CARE (&) 5

One respondent felt that non-disclosure may lead to
avoidable deaths:
If she becomes sick and dies ... this is bad for me and

my family because if I had told her she could have
used medicine and got well [IDI-Male 40 years]

Discussion

This study drew on Omarzu’s Disclosure Decision
Model to explore the social rewards and goals sought
by PLHIV on ART through the status disclosure process
to their partners, the way in which disclosure (or not)
could be used as a strategy to achieve these goals and
the perceived risks and benefits that influenced the con-
tent and scope of the disclosure.

In our study, goals which underlay disclosure
decisions were intimacy, relief of distress and access to
social support. Most participants reported having dis-
closed, citing the sense of liberty, freedom from a guilty
conscious and not having to “live a lie” as key perceived
benefits that drove their decision. Having disclosed to
their partners, many participants also reported practical
advantages. Firstly, and in alignment with other studies
in this area, we found that participants found it easier to
adhere to clinic visits and treatment-taking once dis-
closure had occurred (Gultie et al., 2017; Maeri et al.,
2016). Moral and financial support were mentioned as
benefits of disclosure in line with findings other African
settings (Gultie et al., 2017; Maeri et al., 2016; Yaya et al.,
2015).

These findings emphasize the value of interventions
that support PLHIV on ART to disclose to their partners
as a means to improve adherence and thereby increase
viral suppression rates, an outcome which is of critical
importance to ending the AIDS epidemic by 2030
(UNAIDS, 2014). Such interventions include ongoing
and enhanced counselling. Whilst disclosure counsel-
ling often happens immediately following an HIV diag-
nosis, our findings suggest that it also needs to be
provided to people who have initiated ART and not
yet disclosed their status. Furthermore, given the com-
plexity of the disclosure process, it is important that
care providers working with PLHIV have appropriate
skills to assess the potential outcomes in relation to
each client’s circumstances and provide tailored coun-
selling and strategies for when and how to disclose
(Damian et al, 2019). Finally, counselling sessions
may need to be repeated for some patients, as they
work through the decision-making process, with a
focus on the likely benefits. Sharing positive experiences
of disclosure through attendance at support groups for
PLHIV is also likely to encourage and motivate those
who are hesitant to share their status with their partners.
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In addition, our findings point to the importance of
implementing WHO recommendations on strengthen-
ing assisted partner notification (WHO, 2016). Most
of the cited risks of disclosure related to fears of being
rejected or abandoned, with many participants explicitly
calling for greater support in discussing their HIV status
with their partner. Counsellors should impart com-
munication and negotiation skills for disclosure to
help PLHIV share their HIV status, as well as assist
with partner notification, but only when consent is
given by the client. Assisted partner notification can
reduce stress associated with disclosure as well as lead-
ing to high positivity rates among tested partners of
PLHIV (Arrey et al.,, 2015; Kababu et al., 2018).

There are limitations to this study. Firstly, social
desirability may have influenced participants’ responses,
particularly with regards to whether they had disclosed
to a partner. However, using IDI as well as FGD for data
collection, and using well-trained interviewers reduced
this risk. Secondly, we recruited individuals on ART
for up to two years, and disclosure experiences may
differ before ART initiation and for PLHIV on treat-
ment for longer durations. Finally, our participants
were recruited from a cohort study and may not rep-
resent the broader population in this setting.

In conclusion, we found that relief from the stress
of secrecy, greater intimacy and social support as the
main social goals that they sought through disclosure.
The reported benefits of disclosure were multiple and
included reducing stress, accessing financial and
moral support, improved adherence to treatment and
a better ability to make plans for their future. PLHIV
weighed up the risks and benefits of disclosure before
deciding whether to share their HIV status with their
spouse or partner. To enable more PLHIV to achieve
the benefits of achieving their disclosure goals and to
identify more undiagnosed partners, interventions
should focus on improved disclosure counselling,
strengthening HIV support groups, assisted partner
notification services and improving community edu-
cation to reduce the stigmatisation that often under-
mines HIV status disclosure.
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