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The literature on the experiences and factors that
influence disclosure of HIV seropositive status
among women in many developed countries is
quite extensive."”® However, in sub-Saharan
African countries like South Africa where the
prevalence of HIV remains high,'” there is scant
evidence on the disclosure experiences of
women. Inevitably, the available evidence fails to
explore the broader contextual factors that in-
fluence women’s decisions to conceal or reveal
their seropositive status. For example, Makin
et al* explored individual factors that influence
disclosure among pregnant women in South
Affica, but it remains unclear whether collective
contexts such as mother—daughter relationships
or aspects of motherhood (ie., the desire to
nurture and protect children, and so on) play
a critical role in influencing women’s decisions to
disclose. A better understanding of factors such
as the concept of motherhood is essential to
understanding how women disclose and cope
with living with their seropositive status. More-
over, such insights could help advance and focus
public health intervention efforts to reduce HIV-
and AIDS-related stigma and discrimination,
prevent new HIV infections, promote effective
care, and support strategies for mothers and
women living with HIV and AIDS.

The discourse on notions of motherhood in
sub-Saharan Africa in general and in South
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This qualitative study explored whether motherhood plays a role in influenc-
ing decisions to conceal or reveal knowledge of seropositive status among
women living with HIV/AIDS in 2 South African communities: Gugulethu and
Mitchell’s Plain. Using the PEN-3 cultural model, we explored how HIV-positive
women disclose their status to their mothers and how HIV-positive mothers
make decisions about disclosure of their seropositive status. Our findings
revealed 3 themes: the positive consequences of disclosing to mothers, how
being a mother influences disclosure (existential role of motherhood), and the
cost of disclosing to mothers (negative consequences). The findings highlight
the importance of motherhood in shaping decisions to reveal or conceal
knowledge of seropositive status. Implications for interventions on HIV/AIDS
prevention, care, and support are discussed. (Am J Public Health. 2010;100:
1393-1399. doi:10.2105/AJPH.2009.168989)

Africa in particular has long been a subject of
interest to many researchers over the decades.
Previous studies have described motherhood
as a form of collective identity, the analysis of
which is useful in understanding not only the
critical role the mother plays in a child’s welfare
but also the roles and expectations of being
mothers.*™*® Two aspects of motherhood are
examined in this study. First, what is most
unstated about motherhood is that it is a lifelong
commitment—one remains a child to one’s
mother regardless of one’s age.'*'® Mothers play
a crucial role not only as birth givers but also
as life givers, as one needs one’s mother at
every turn in life!® Second, as Magwaza noted,
“mothering is not only about children but also
the mothers who are involved in the actual
practice.”’?% Because child care is often the
sole responsibility of mothers, there is a generally
held view that all mothers are expected to pro-
vide emotional care and support for their chil-
dren. However, in some cases it is not uncom-
mon to have “contradictions between what
societies expect of mothers and what mothers
themselves do™"®? (as in the case of mothers
abusing their children).

Kruger noted that the discourse on mother-
hood is much more complex than simply de-
scribing “mothering practices as either fulfill-

ing/successful or difficult/problematic.”*8®'%%

Instead, it is important to note that the act of
mothering may entail different meanings to
different women and that these meanings are
often influenced by the historical, sociocultural,
and economic contexts of the women who are
doing the mothering.'® In the context of HIV
and AIDS disclosure, it is imperative to under-
stand these different meanings of motherhood
(particularly as women living with HIV and AIDS
try to decide whether to reveal or conceal their
seropositive status) as well as issues related to
emotional care, support, stigma, and discrimina-
tion.

In South Africa, the discourse on mother-
hood cannot be separated from the history of
institutional discrimination that occurred
within South Africa, particularly during apart-
heid. The apartheid era was a critical period in
South Africa that led to forced removals and
dislocations of families and communities and
also weakened families’ capacities to care for
their family members.'"'® Apartheid, alongside
various interrelated racial, ethnic, historical, po-
litical, and socioeconomic circumstances, also
influenced the nature and characteristics of
mothering practices in South Africa"'9>!

Although it is important to take ethnic
differences (such as being African, Indian, or
Colored) into account when contextualizing
motherhood in South Africa, there is minimal
evidence on how mothering practices differ
across ethnicities. The existing literature high-
lights similarities in mothering practices be-
tween ethnicities as related to nurturing and
providing care for family members. For exam-
ple, Magwaza'” noted that among African
mothers, informal adoptions were on the rise.
Much of the task of providing basic needs such as
education, food, and clothing to relatives were
carried out by these mothers, “who did not
consider themselves as mothers to their biolog-
ical children only.”"®”) Field has argued that
Colored mothers are viewed “not only as the
maternal head of the family, but also the moral
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authority of the family,”'®5% noting that even in
male-headed households, these mothers often
assume the central role of disciplining, teaching,
and nurturing the children. Colored mothers are
expected to teach their children ideals related
to preserving the dignity of their households.

The significance of mothers as nurturers as
well as symbols of moral authority and dig-
nity®! within families has particular relevance in
the context of the HIV and AIDS epidemic in
South Africa, as young women now account for
about 90% of new HIV infections.**** Given
the burden of HIV and AIDS alongside the
legacy of apartheid, it is possible that the com-
bination of these factors may affect traditional
and societal expectations of mothering practices
in South Africa, particularly in the context of
disclosing seropositive status.

We expand the current literature on disclo-
sure of HIV/AIDS status among women in
South Africa by exploring whether mother-
hood plays a role in influencing decisions to
conceal or reveal knowledge of seropositive
status. In particular, we explored how HIV-
positive women disclose their status to their
mothers and how HIV-positive mothers make
decisions about disclosure of their seropositive
status. Because motherhood in general oc-
cupies an important focus around which in-
dividual and collective identities are struc-
tured,"® we suggest that it can provide an anchor
on which people living with HIV and AIDS can
gain emotional care, support, and acceptance as
well as buffer the negative factors associated with
HIV and AIDS infection, such as stigma and
discrimination. We also argue that the critical but
often obscure position of mothers can serve as
a useful guide for exploring the factors that
influence decisions on disclosure of seropositive
status. Given that issues surrounding HIV and
AIDS disclosure are central to notions of identity,
expectations, and belongingness, we explored
the context of motherhood within disclosure of
HIV and AIDS status using the PEN-3 cultural
model developed by Airhihenbuwa,'%#%2°

THEORETICAL FRAMEWORK

The PEN-3 cultural model addresses health
behaviors from a collective rather than an
individual perspective (Figure 1).2° It has been
used to guide a cultural approach to HIV and
AIDS in Africa,?%~2® as well as to examine the
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FIGURE 1—The PEN-3 cultural model.

influence of culture in nutrition practices®>>°

and to explore cultural constructs in cancer-
related research. 333

The PEN-3 model focuses on contextual
domains of culture that influence health beliefs
and actions." This model proposes that cultural
appropriateness in health promotion should not
focus only on the individual, but instead on the
context that nurtures a person and his or her
family and community."* The model consists of
3 dynamically related dimensions: (1) cultural
identity, (2) relationships and expectations, and
(3) cultural empower*ment.12

In the first dimension, cultural identity, the
model does not assume that all interventions
should be focused solely on the individual;
instead, it extends the focus to incorporate
extended family and neighborhood contexts in
identifying the intervention point of entry that
addresses the context of behavior change. In
the second dimension, relationships and ex-
pectations, the model posits that the construc-
tion and interpretation of behaviors are usually
based on the interaction between the percep-
tions people have about the behavior, the
resources and institutional forces that enable or
disenable actions, and the influence of family,
kin, friends, and—most important—culture in
nurturing the behavior.

With the third dimension, cultural empow-
erment, factors that are critical to behavioral
change are evaluated for attributes that are
positive, existential (i.e., unique), and negative.

Of particular interest to this study is the domain
of cultural empowerment. Specifically, in this
study, we use the cultural empowerment do-
main to explore (1) whether the consequences
of disclosing to mothers are positive, (2)
whether there are unique aspects of mother-
hood that influence disclosure (existential roles
of motherhood), and (3) the negative responses
that arise as a result of disclosing one’s sero-
positive status to one’s mother.

METHODS

This study was part of a 5-year capacity-
building project that uses the PEN-3 model as
a cultural framework for exploring HIV and
AIDS stigma in South Africa. The project’s goal
was to examine contextual factors that may
contribute to HIV- and AIDS-related stigma in
the community in general and in the family and
health care settings in particular. Focus group
methodology and in-depth interviews with key
informants were used to explore HIV and AIDS
stigma. These qualitative methods were used
to better understand the meaning of stigma in
South Africa and specifically the ways in which
stigma manifests in different subpopulations,
with a particular focus on the impact on
women. Focus groups are ideal in this setting as
they facilitate open discussions in ways that
allow participants to express their views, in-
cluding the opportunity to elaborate on com-
ments made by members. In-depth interviews
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with key informants allow participants to ad-
dress a range of issues as individuals. The
combination of different approaches to quali-
tative data collection helps to achieve a deeper
understanding of the contexts of stigma.**>
In this report, we focus specifically on focus
groups and individual in-depth interviews
conducted with women living with HIV and
AIDS during the second year of the project.
These women were from 2 communities in the
Western Cape: Gugulethu (a Black South Afri-
can community) and Mitchell’s Plain (a pre-
dominantly Colored community). Focus groups
and in-depth interviews conducted with other
family and community members during the
second year of data collection were excluded
from this report. Our use of focus groups
allowed participants living with HIV and AIDS
to openly discuss issues that they felt were
important relative to disclosure. Because only
women living with HIV and AIDS participated
in the focus group discussions described here,
our participants were probed on the unique
aspects of their own disclosure experiences.

Participants

A purposive sampling approach was used
to identify and recruit eligible participants
(n=48) for the focus groups (n=7) and in-
depth interviews (n=6) conducted during the
second year of data collection. Participants
were recruited from HIV and AIDS support
groups in Gugulethu and Mitchell’s Plain. Al-
though participants varied in age, most were
single, never married, and lived in the semi-
urban areas of Gugulethu and Mitchell’s Plain.
The size of the focus groups ranged from 5 to 7
participants, whereas the in-depth interviews
were conducted with individual participants.
The groups only met once. Participants were
recruited and interviewed by trained post-
graduate students at the University of the
Western Cape in South Africa. These students,
with the aid of research assistants, also con-
ducted the focus group discussions. Participants
were informed of the study objectives and read
and signed an informed consent form.

Focus Group and In-Depth
Interview Guide

We focus here only on the questions on
disclosure that were posed to all participants.
Specifically, we asked participants to describe
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their experiences with disclosure of seroposi-
tive status. Participants were asked, “Who was
the first person that you shared news of your
status with? Why did you choose that person?
What was the reason behind your disclosure?”
Probes were used in the focus groups and in-
depth interviews as required. Each focus group
interview was conducted either in English,
Xhosa, or Afrikaans, the 3 predominant lan-
guages spoken in the Western Cape. The focus
groups and the in-depth interviews were audio-
taped with the participants’ permission. Focus
groups and in-depth interviews conducted in
Xhosa and Afrikaans were first transcribed and
then translated into English.

Data Analysis

All data collected from the discussions were
loaded into Nvivo 2.0 qualitative software to
facilitate management of the data. Nvivo is
a qualitative software program that aids in
organizing data collected from qualitative re-
search.>® The data analyzed for this study used
the 4 processes described by Morse and Field:
comprehension, synthesizing (decontextualiza-
tion), theorizing, and recontextualization.®” As
described by Morse and Field, the process of data
analysis facilitates comprehension.3” Specifically,
through coding the data, Morse and Field were
able to sort the data to uncover underlying
meanings in the text. Intraparticipant microanal-
ysis (line-by-line analysis) of the interviews
allowed them to identify patterns of experiences
that were salient to HIV/AIDS disclosure.>”
When data were synthesized, composite de-
scriptions of the factors that influenced HIV/
AIDS disclosure in conjunction with specific
examples from the data were generated through
interparticipant analysis (comparison of tran-
scripts from focus groups and in-depth inter-
views).

In theorizing qualitative studies, Morse and
Field suggested that theories are “essential tools,
critical to all methods of inquiry, particularly
with qualitative research,” and that “without
theories, qualitative research would be without
structure and application, and disconnected
from the greater body of knowledge.””®12%)
Thus, in this study, different explanations were
continuously and rigorously selected and re-
vised until the best explanations that fit the data
were developed. The final outcome of this pro-
cess was the development of 3 themes that

provided the most comprehensive and coherent
method of theorizing the influence of mother-
hood on disclosure of HIV seropositive status
among women in South Africa.

Morse and Field suggested that the goal of
recontextualization is to place the results in the
context of established knowledge.?” In this
study, the established cultural empowerment
domain of the PEN-3 cultural model played
a critical role as it provided the context used to
advance knowledge on women’s disclosure of
HIV seropositive status within the context of
motherhood in South Africa.

RESULTS

Sixteen women in the focus groups and 2
women in the in-depth interviews reported that
they had disclosed their seropositive status first
to their mothers. Of the remaining 30 partici-
pants, 9 reported that they had initially disclosed
their status to other family members (such as
their children, sisters, brothers, aunts, and un-
cles), 7 initially disclosed to their boyfriends, 6
disclosed to their friends, and 8 participants did
not reveal to whom they initially disclosed. It is
important to note that our findings are mostly
participants’ accounts of what happened during
and after disclosure, and how their mothers
treated them afterward. Overall, our focus
groups and in-depth interviews revealed that
there could be both positive and negative
consequences associated with disclosure to
mothers, and that being a mother herself could
influence a participant’s decision to disclose.

Positive Consequences of Disclosing
to Mothers

Participants who disclosed to their mothers
said that they acted out of an inherent belief that
“there is no one but her” and that “she is the best
one” to whom to reveal the news of their HIV
seropositive status. They expressed the belief that
mothers “won’t chase” their children away and
that they would give them the “necessary sup-
port” for living with HIV and AIDS. Although
people often consider friends and other loved
ones to be primary confidants to whom they
should reveal sad news, the reality of HIV evokes
an awakening of the pivotal location of mothers
in times of difficulty, particularly in helping
participants to live with knowledge of their
seropositive status. As one participant remarked,

Iwelunmor et al. | Peer Reviewed | Framing Health Matters | 1395



OK, I'for one I decided to tell my mother because
they ask you at the clinic as to who are you going
to tell as your confidante. People have a ten-
dency of taking for granted that question, and the
frequent response would be my boyfriend . .. or
sometimes my friend, and all along this is

a serious question. . . . You start to think again as
to “who should I tell,” then that is where you
think of your mother as the only person who can
seriously succumb and take you out of the
problem.

The position of mothers became more in-
dispensable as the women dealt with the
knowledge of their seropositive status. Some
participants emphasized that disclosure was
borne out of an inherent trust in motherhood,
as they knew that their mothers would protect
them. In particular, one participant remarked,

I don’t know, maybe it was because she’s

a mother and I know she’s always trying to
protect and I don’t know who else I must tell
because I trusted my mother. And I just think she
must be the first person to know these things.

It was common for mothers to express
sadness and disappointment after hearing the
news. However, many of the participants in-
dicated that their mothers were very support-
ive afterward. As one participant stated, “When
I told my mother she was a bit upset but
afterwards she was supportive.” Another par-
ticipant said,

My mother was frightened and she was equally
disappointed but she gave me the necessary

support because there was nothing she could do
and I ended up accepting my status.

For many participants, disclosure to their
mothers brought about their own acceptance of
their seropositive status. Mothers were sup-
portive in terms of wanting to learn more about
HIV and AIDS in order to help their children.
As one participant expressed it,

My mother was very supportive as she came with
me to find out more about HIV and AIDS and

how she could assist me with whatever things I
need. .. . We used to have the support group at
our place and that also showed that she accepted

the fact that I'm HIV positive. She always wants
to learn more about my sickness.

In addition, mothers were central to pro-
viding a medium through which participants
shared the news of their seropositive status
with the rest of their family. Our focus group
interviews revealed that, in situations in which
participants struggled with revealing their se-
ropositive status, mothers served as mediators.
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Thus, a mother’s knowledge is implied to be
collective (family) knowledge; mothers repre-
sent the conduit through which emotional
balance is sought because they know whom to
contact and in which order, and at what point
to inform other family members. This finding
is clearly exemplified in the words of a partici-
pant:

She encouraged and counseled me, saying that I
shouldn’t worry, “I'll always be by your side.”
She called the family members, cousins, and they
told me I shouldn’t worry, they will help me with
everything I need.

Existential Roles of Motherhood

Our focus group discussions and in-depth
interviews revealed that for some participants
who were mothers themselves, the disclosure
of seropositive status was linked to their exis-
tential (unique) roles as mothers. As one par-
ticipant remarked,

But for us as women it’s difficult because if you
test positive today you won't keep it for yourself
for a long time. Because it’s gonna work on you,
you see your children, you see your husband,
you see your family so it’s working on you so
you'd rather come out [and reveal your status].

Because motherhood is often linked with
numerous roles and responsibilities, it was
inherently difficult for mothers in our study to
keep knowledge of their seropositive status to
themselves, particularly given the sense of re-
sponsibility they felt toward their children.
Sometimes, a supportive and encouraging pro-
fessional may offer advice that reinforces desire
to disclose, as described by one participant:

So I went for counseling at the clinic. I started to
speak that I couldn’t keep it to myself; I knew that
T would have to open up. And when the coun-

selor said that I must talk to my children, the first
one I spoke to was the eldest one.

The practices expected of mothers were
another crucial factor that influenced disclo-
sure. In South Africa, most women discover
their HIV status during routine antenatal test-
ing, which is available through programs such
as prevention of mother-to-child transmis-
sion.*® These women are then faced with the
pressure of having to disclose not only to their
partners®® but also to family members,*” partic-
ularly female elders who often manage preg-
nancy and childbirth. After childbirth, the female
elders tend to look after the young mother,
ensuring that she adheres to traditional caring

and feeding practices. Culturally, advice on
breastfeeding is a conduit through which older
women offer vital lessons in motherhood to
young mothers.' In the context of HIV disclo-
sure, this cultural expectation that mothers will
breastfeed becomes a challenge as mothers
struggle to reconcile the need to protect their
children from possible HIV infection through
breastfeeding with the emotional consequences
of not disclosing and lying about why they
choose not to breastfeed. As one participant said,

I told my mother I got this [HIV-positive] status
because she asked why don’t I breastfeed the
baby. The first time I lied and the second time I
told myself I'm sick and tired of lying.

Negative Consequences of Disclosing
to Mothers

As mentioned in the introduction, the
apartheid regime, along with racial and socio-
economic contexts, have influenced the notion
of motherhood in South Africa. Mothering
practices have also endured changes brought
on by forced dislocations and removals from
relatives and communities. Since the dawn of
the HIV and AIDS epidemic, family spheres
have encountered dramatic changes, particu-
larly in the context of motherhood, as women
of childbearing age now account for 90% of
new HIV infections.?*?3 It is possible, then, that
the burden of HIV and AIDS, along with the
related increased mortality rates, may play a role
in altering or eroding traditional expectations in
mothering practices in South Africa, particularly
as these relate to nurturing one’s children.

Although our focus group and in-depth
interviews revealed that disclosing HIV
serostatus to mothers often had positive con-
sequences, some participants experienced
negative consequences. Some mothers did not
conform to generally held views about being
a mother. For one participant, disclosure of
seropositive status was unsettling as it led to
disruptions in her relationship with her
mother. As she explained,

We were like sisters, very close and shared
everything; and everything just changed. We
can’t get into a conversation without getting into
an argument, and at first it wasn’t there. We had
a very open relationship, me and my mother . ..
even after I've got married and even after I had
my first children we were still the same. It was
only after I told her that I was positive that things
started changing. .. . There were times that she
would get the police and lock me up, and I would
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be very frustrated with this, just knowing that
I've got this virus and then she would throw me
out with my kids.

Disclosure to mothers was particularly prob-
lematic for some participants who found that
their mothers resorted to drinking as a coping
mechanism for dealing with their children’s
status. Thus, even when mothers were not being
supportive of their daughters, some of their
coping behaviors indicated that they continued
to feel personally responsible for what had hap-
pened to their daughters. Although maternal
drinking has been previously cited as a problem
in the Western Cape region of South Africa,*=**
in our study it was a major consequence of
a daughter’s HIV disclosure. As one participant
said, “My mother, on the other hand, when I told
her she got drunk, it is almost like she wants to
drink this problem away.”

Because mothers are expected to provide
emotional care and support for their chil-
dren, daughters’ disclosure of seropositive
status led to a sense of helplessness, resulting
in some cases in self-destructive behavior.
The following participant’s description is
illustrative:

After disclosing in 2004 [to her mother that she
was HIV positive] . . . what happened was she got
drunk, and after getting drunk she actually swore
at me and said, “You must leave my house, take
[your] clothes and go, I don’t want you here in
my house. You've got AIDS and you gonna give
us AIDS” and that was 2 o’clock in the morning
and then at 7 I got up, packed my clothes and I
went to stay with a friend of mine.

HIV and AIDS have further altered the
African notion that the ill are the responsibility
of the collective, represented by the mother.
Thus, HIV seropositive status has weakened
the hitherto nurturing and protective nature of
mothering practices. Breastfeeding, as a pow-
erful conduit through which young women
learn lessons about motherhood from female
elders in the family, is an existential factor that
influences disclosure of seropositive status.

As mothers try to balance the preventive
practices expected of persons living with HIV/
AIDS status with the collective expectations
of breastfeeding, some find themselves having
to make decisions that may increase the risk
of their baby being infected. One participant
spoke of having to negotiate between the ex-
pectations of breastfeeding and disclosure of
her HIV status:
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You know how grandmothers are, she wanted
me to breastfeed and I did not know how. I
would even start to explain to my grandmother
why I was not breastfeeding, I gave her excuses
that there is something wrong with my breast or
the child is full. I would give excuses but I found
that she is forcing me to breastfeed the child and
I know that she does not know the situation I am
in. I cannot tell her this, and this is what is
happening.

For this woman, the desire not to disclose,
even in the face of the mothering expectations
of breastfeeding, weighed heavily against her
desire to protect her baby against possible HIV
infection. This finding is consistent with that of
a previous study conducted in Johannesburg,
South Africa, which highlighted how mothers
often engaged in elaborate strategies, some-
times unnecessarily, to justify to family mem-
bers their avoidance of breastfeeding.*®

DISCUSSION

We explored the factors that influence dis-
closure of HIV and AIDS among women living
in South Africa. Using the PEN-3 cultural model,
we found that notions of motherhood were
central in shaping decisions to conceal or reveal
HIV seropositive status. They highlighted the
positive consequences and unique aspects of
motherhood that promote disclosure while
drawing attention to the negative consequences.
Although most of the 48 participants did not
disclose first to their mothers, this may be
indicative of fear of disappointing one’s mother,
particularly given the stigma associated with
HIV. Furthermore, in aligning with the guiding
principles of the cultural empowerment domain,
rather than focusing simply on the negative
consequences of disclosure as revealed in this
study, there is a need to address and recognize
the positive consequences and existential as-
pects' of disclosure so as to better inform public
health interventions to reduce HIV- and AIDS-
related stigma, discrimination, and rejection.

In our study, motherhood was important in
shaping decisions regarding disclosure of HIV
seropositive status in the following ways. First,
there was an inherent belief that mothers
would not “chase” their daughters away when
they revealed their seropositive status, and that
they would provide “necessary support” for
living with HIV. Indeed, as evidenced by the
responses of some participants, it was generally

felt that the position of mothers was important
partly because it provided support for living
with HIV in numerous ways. Mothers enabled
participants to accept their status, and they
helped them to learn more about HIV and
AIDS. Our results confirm previous findings
in South Africa that mothers were usually

a source of support after their daughters’
disclosure of HIV seropositive status.*>*” Ad-
ditionally, our findings revealed that mothers
represented a medium through which partici-
pants disclosed news of their HIV status to the
rest of their families.

Second, the unique aspects of being
a mother were an important factor that shaped
women’s decisions surrounding disclosure of
their HIV seropositive status. This finding
reinforced the findings of Smith et al. that
threats to health are not independent of a per-
son’s social or familial context.*® Given the
numerous roles and responsibilities of mother-
hood, most mothers living with HIV and AIDS
expressed the difficulty and challenge of keeping
knowledge of seropositive status to themselves.
Our focus groups and in-depth interviews
revealed that reasons for disclosure among
mothers living with HIV and AIDS often cen-
tered on expectations of the mother as a nurturer
(i.e., breastfeeding, protecting children).

Finally, our findings indicate that a daughter’s
disclosure of HIV status to her mother some-
times acted to disrupt relationships between the
two. It was also found that some mothers
engaged in drinking after hearing the news,
which was indicative of the responsibility and
burden that they felt even when they were
not supportive. As one participant remarked, it
was almost as if her mother wanted to drink
knowledge of her seropositive status away. In
addition, among daughters who were also
mothers, there was an internal struggle as they
tried to balance their desire not to transmit AIDS
through breastfeeding with traditional mother-
ing expectations. Similar findings were reported
by Doherty et al.>® who noted that for HIV-
positive mothers, the challenges and difficulties
of mothering often revolved around an internal
struggle between preventing infant HIV infection
and yielding to deep-rooted family and commu-
nity norms regarding breastfeeding. It was
common for mothers to hide the truth about their
HIV status and to provide excuses for engaging in

nonnormative breastfeeding practices.>®
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Together, our findings shed light on the often
obscure agency of motherhood as a pivotal
family locus influencing disclosure of women’s
HIV status in South Africa. The findings probe
how mother—daughter relationships and aspects
of being mothers influence disclosure of status.
In this study, exploring HIV/AIDS disclosure
within the context of motherhood draws atten-
tion to the critical role of mothers in shaping
decisions to disclose as well as in addressing
acceptance of seropositive status, care, and
support needs of women living with HIV and
AIDS. Despite some negative consequences of
disclosing to mothers, the role of motherhood is
an important consideration for interventions
aiming to provide care and support for women
living with HIV and AIDS. For example, given
the fact that the HIV- and AIDS-related stigma
remains a major problem in South Africa, closer
attention to the contextual factors that influence
HIV-related stigma is needed.

Consideration of all aspects of the total
context, such as the pivotal position of mothers
as a source of “necessary support” for those
living with HIV and AIDS, might aid public
health researchers in developing interventions
to reduce or eliminate stigma. Also, among
mothers living with HIV, the fact that prevention
of mother-to-child transmission of HIV necessi-
tates disclosure is an important context that
warrants further attention, as better under-
standing of infant-feeding practices among HIV-
positive mothers is critical in the design of
interventions aimed at improving not only infant
feeding but also child survival.>® At a time when
HIV-related stigma is reported to remain
a major factor in fueling the pandemic, it is im-
portant to explore not only the negative contex-
tual factors that trigger the occurrence of stigma,
but also the positive and unique factors that
are equally important in efforts to reduce stigma.*

Limitations

This study has some notable limitations. First,
discussion of one’s seropositive status is a po-
tentially sensitive topic; as a result, some of the
participants may have been less open about
sharing their experiences with disclosure. In-
deed, 8 participants in our study chose not to
reveal their experiences. Although we acknowl-
edge that our findings may be limited because
of varying degrees of openness by participants,
the use of focus groups (alongside in-depth
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interviews) was essential in allowing participants
living with HIV and AIDS to share their expe-
riences and provide a deeper understanding of
the central role of motherhood in managing this
pandemic. They openly and freely discussed
aspects of their disclosure experiences, which
would have been impossible using a survey
instrument. Keeping in mind that in-depth in-
terviews are ideal for potentially sensitive topics,
we found that focus groups of people sharing
and experiencing the same health conditions are
ideal in that they give others the confidence to
delve deeply into aspects of their own experi-
ences. Focus groups allowed us to cross-check
and compare some of the findings we observed
in our in-depth interviews.

Second, our focus group and in-depth in-
terviews did not delve deeply into cultural
pressures in the form of the societal expecta-
tions of motherhood that are central to de-
cisions to conceal or reveal knowledge of
seropositive status. This should be a priority
area for further studies.

Third, even though the relatively small
sample size was adequate for this qualitative
study, the results should not be considered
representative of women living with HIV and
AIDS in South Africa. We argue that in qual-
itative research and, in particular, focus group
and in-depth interviews, small numbers of
participants are ideal because they encourage
participants to interact freely and to deeply
express their feelings, attitudes, opinions, and
experiences.*® The sample size chosen for this
study adequately fulfilled the research aim.?° It
also enabled the investigators to substantively
elucidate the process by which women disclose
knowledge of their HIV seropositive status.

Fourth, despite our finding that mothers
were frequently the first person to whom HIV-
positive women disclosed their status, several
participants did not initially reveal their status
to their mothers, perhaps through fear of
disappointing them. However, of the partici-
pants who disclosed to their mothers, the
common theme that emerged was the pivotal
importance of motherhood in shaping deci-
sions to disclose HIV seropositive status.

Finally, caution should also be exercised in
generalizing these findings to other geographical
locations, as our interpretation of the notions of
motherhood may not be applicable in other
settings. Although we focused on the disclosure

experiences of women, future studies should
also explore the experiences of men living with
HIV and AIDS to address whether the role of
the collective contexts (such as fatherhood) is
important in shaping individual decisions re-
garding disclosure of HIV seropositive status.

Conclusions

Motherhood is an important departure point
for addressing issues related to disclosure of HIV
seropositive status by women living with HIV
and AIDS. A notable finding in our study was
the widespread recognition that notions of
motherhood were indispensable to the disclo-
sure of HIV seropositive status, particularly as it
enabled participants to garner acceptance and
support for living with HIV and AIDS. Future
interventions, however, may consider anchoring
public health efforts in motherhood to address-
ing the difficulties surrounding disclosure
among HIV-positive women. Our findings show
the importance of motherhood in the care and
support of individuals with HIV/AIDS. Aware-
ness and understanding of the centrality of
motherhood in disclosure of HIV seropositive
status is particularly important to health care
professionals because it has the potential to
greatly improve their efforts to address the care,
support, and management needs of people living
with HIV and AIDS. Finally, a deeper appreci-
ation of motherhood should contribute to our
knowledge of the contexts for developing new
HIV prevention interventions. B
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