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Abstract

Introduction: A diagnosis of HIV does not affect the well-being of mothers alone but also affects how they care for
their children. The aim of this study was to explore how mothers who were diagnosed with HIV when pregnant or when
their children became ill experience raising children living with HIV. The purpose was to understand how a diagnosis of
HIV impacts mothering their children at different points on the mothering journey.

Methods: Using descriptive phenomenological enquiry, interviews were conducted with 28 mothers recruited via
purposeful sampling from clinics in health district in South Africa. The interviews were audiotaped, transcribed verbatim,
and analysed following the thematic approach.

Results: The mothers found mothering a child living with HIV stressful and associated with constant thoughts of
death. The burden of mothering was increased for mothers who had to confront emotions of self-blame and guilt
for unintentionally infecting the child. They used secrecy to protect their children from the social consequences of a
diagnosis of HIV. The thought of living with HIV weighed on them every day and they expressed their experience of
intense feelings of chronic worry, anxiety, and sadness. The findings identified high levels of stress, with the mothers
expressing emotions suggestive of depression. With time, they accepted living with HIV and embraced motherhood, and
became better mothers.

Conclusion: The negative coping strategies used to deal with the child’s HIV diagnosis and high levels of stress and
anxiety identified in the study underscore the need to address the psychosocial needs of mothers living with HIV. There
is need to provide psychosocial support and continuous counselling for these mothers post diagnosis and upon a positive
HIV diagnosis of the child to women enrolled in the prevention of mother to child transmission of HIV programme.
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HIV and AIDS remain a global public health crisis that dis-
proportionately affects women. As a consequence, a signifi-
cant number of children in turn acquire HIV vertically.! In ) ) )
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than in men in the same group, at 5.1%. Women are also
more likely to bear the double burden of being infected and
having to care for children infected through vertical trans-
mission of HIV.! It should be noted that the programmes of
expanded access to antiretroviral therapy (ART) as well as
the prevention of vertical HIV transmission have resulted in
a substantial decline in paediatric HIV infections.?3

With increased access to ART and advances in treatment,
the quality of life for many women has improved, leading to
their living healthy lives after the initial diagnosis of HIV.
As such, these women are likely to continue raising their
children while living with HIV for many years.* A diagnosis
of HIV during pregnancy is life-changing and brings uncer-
tainty, despite the fact that the chances of vertical transmis-
sion are reduced with ART.> A diagnosis of HIV not only
affects the well-being of mothers as individuals but also
affects how they care for their children.®® The mothering of
any child is naturally stressful, but mothering a child living
with HIV is much more overwhelming.®' Mothers living
with HIV deal with the unique task of balancing their own
physical needs and the needs of their children.'%!!

Upon diagnosis, mothers and pregnant women have to
deal with unique challenges, being a mother living with
HIV is extremely hard and burdens mothering in a number
of ways,>®!2 but finding out their children’s diagnosis of
HIV takes priority over their own personal concerns.'>!#
The literature indicates that the diagnosis of HIV is an
emotionally charged experience, which results in feelings
of shock, disbelief, guilt, and shame.!>!'” The feelings of
guilt for unintentionally vertically transmitting HIV to the
child result in most mothers putting the child’s needs
above their own. This places an increased burden on the
mothers and may negatively influence their own health. '8
In addition, mothers living with HIV have to deal with the
challenge of disclosing their own HIV status to their chil-
dren as well as the HIV status of the infected child.”!%18

There is limited research on the impact HIV and AIDS
have on parent behaviour and how it affects parenting in
low- and middle-income countries (LMICs)" with the
exception of a few studies conducted in developed coun-
tries.? There is evidence that the emotional well-being of
the mother is important for the emotional well-being of the
HIV-infected child.?*?? The limited data in South Aftrica
show that maternal HIV diagnosis is associated with
depression, stigma, financial difficulties, and increase par-
enting stress.!>?* Estimates suggest a third of all children
in sub-Saharan Africa, including South Africa, are most
commonly cared for by a biological mother living with
HIV.?* Yet, in South Africa, studies have largely focused
on caregivers of children living with vertically acquired
HIV in general, and study samples have largely consisted
of non-biological mothers because of the high prevalence
of orphan hood.?* In addition, a large body of research in
South Africa has focused on disclosure of the diagnosis of
HIV to children and adherence to medication.?’

Mothers living with HIV in LMICs experience unique
sets of challenges particularly in the context of the effects
of poverty, gender inequities, and stigma.?®?’ Research
conducted with women living with HIV before the
advances of ART has largely focused on how HIV- and
AIDS-related illness affect their mothering role.® However,
due to the advances that have been made in ART, many
women remain asymptomatic and live healthy lives after
the initial diagnosis of HIV. The aim of this study was to
explore how women who were diagnosed with HIV when
pregnant or when their children became ill experience
raising their children. The purpose was to understand how
living with HIV impacts mothering their children at dif-
ferent points on the mothering journey in an era of
improved access to ART. It is imperative that health pro-
fessionals understand and respond to women’s concerns
at the point of HIV diagnosis, and how they fulfil their
mothering responsibilities while enjoying improvement
in maternal health due to access to ART.'** Moreover,
gaining an understanding of the HIV diagnosis experience
at different points on the mothering trajectory will allow
care provision to be more mother centred upon and beyond
diagnosis. !4

Methods
Study design and setting

This qualitative study used descriptive phenomenology to
explore and understand how mothers living with HIV
experience mothering a child who acquired HIV through
vertical transmission. Descriptive phenomenology was a
method of choice, since we intended to understand and
describe mothering a child living with HIV without
attempting to predict or explain how mothers experience
the phenomenon.?®* Consistent with phenomenological
enquiry, the participants were selected using purposeful
sampling. We selected biological mothers living with HIV
as information-rich cases for in-depth study of the mother-
ing phenomenon.’®3! In purposeful sampling, the
researcher selects participants who can offer a meaningful
understanding of the phenomenon of interest, from whom
the researcher can gain insight into meanings attached to
the experience of the phenomenon under inquiry.*

The setting of the study was 12 primary health care
facilities in a sub-district in Tshwane, a Metropolitan
Municipality with a population of about 3.3 million, in
Gauteng Province, South Africa. Tshwane’s estimated
HIV prevalence among adults is 11.7%, while among
pregnant women using antenatal services it is estimated at
23.4%.33 All the health facilities provide prevention of
mother to child transmission of HIV (PMTCT) pro-
grammes and offer counselling, HIV testing, and initiation
of ART services to adults and children through the Nurse
Initiation and Maintenance of Antiretroviral Therapy
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(NIMART) initiative.>* These services are provided for
clients from urban, peri-urban, and informal settlements in
the sub-district.

At the time of data collection, the PMTCT interventions
in South Africa were implemented in line with the World
Health Organization (WHO) guidelines. Under WHO
Option A and Option B adopted in 2013, pregnant and
breastfeeding women were entitled to ART for life if eligi-
ble by a CD4 count less than 350 cells/mm?. Under WHO
Option B+ adopted in 2014, all pregnant women who test
positive as well as breastfeeding women were entitled to
ART for life regardless of clinical indicators. Provision of
ART for all children under 5 years, regardless of their CD4
cell count or clinical staging, and ART initiation for chil-
dren =5 years at CD4 count <500 cells/uL regardless of
clinical staging.’®> The 2009-2010 WHO?® protocols to
prevent vertical transmission of HIV included dual ther-
apy: highly active antiretroviral therapy (HAART) for
pregnant women with CD4 cell count <350 cells/uL from
14 weeks gestation until 7days postpartum and daily
Nevirapine (NVP) prophylaxis for HIV-exposed unin-
fected infants. For children with a confirmed HIV diagno-
sis, all children less than 1 year should be started on ART.
Children 1-5 years with WHO stage III or IV or CD4
<750 cells/mm?® and children =5 years with WHO stage
III or IV or CD4 <350 cells/mm? should be started on
ART. The once daily fixed dose formulation tablet contain-
ing three drugs (Tenofovir (TDF), Emtricitabine (FTC),
and Efavirenz (EFV)) was introduced in 2013-2014, but
the priority at the time was ART-naive patients who were
newly initiating ART.?’

The participants in the study consisted of mothers liv-
ing with HIV and raising children or a child living with
HIV. They were accessing ART services in the health facil-
ities in the sub-district. The mothers were eligible to par-
ticipate in the study if they were mothering a child under
18 years old but older than 1year. We recruited the moth-
ers from ART clinics because they are referred to the main-
stream ART clinic from the PMTCT programme when the
baby is 18 months old. The recruitment was done with the
assistance of the nurse clinicians who identified those who
met the inclusion criteria and referred them to the
researcher after they had completed their routine consulta-
tion for ART refill. The mothers were individually selected
via purposeful sampling to participate in the study. The
goal of a phenomenological enquiry is to select a homoge-
neous sample, and the sample consisted of 28 mothers liv-
ing with HIV. Although the inclusion criterion when we
conceptualized the study was mothers with children
between 1 and 18 years, the oldest children were aged 13
years and none were between 1 and 3 years old. The sam-
ple size was influenced by data saturation and its ability to
provide rich data to understand the mothering phenome-
non.’? While the sample was homogeneous, variability and
diversity was achieved by selecting mothers with different

socio-demographics such as age, marital status, educa-
tional status, employment status, and child age.?

Data collection

The lead author and trained research assistants conducted
one-on-one interviews over a 3-month period, between
November 2015 and January 2016, using interview sched-
ule with open-ended questions and possible probes. The
interview schedule was self-developed after extensive
reading from the literature on the subject of mothering for
women living with HIV and taking into considerations the
objectives of the study.”!%3% It was developed in English
and later translated from English into the local language
(Setswana). All interviews were conducted in the local lan-
guage to allow the participants to express themselves
freely in their own language. Consistent with the tradition
of phenomenology, the participants were asked broad,
open-ended questions: (1) the experiences of their child
being diagnosed with HIV, (2) being a mother living with
HIV, (3) the experiences of raising a child with vertically
acquired HIV, and (4) hopes for the future of the child.?’ To
foster a dynamic exchange between the researcher and the
participant, follow-up questions were asked to elicit mean-
ing from the responses given. The participants were inter-
viewed in consulting rooms in the health facilities, for the
sake of privacy. Each interview was about 45 min long and
was recorded with the permission of the participants. The
participants were informed about the voluntary nature of
their participation and their right to withdraw from the
study at any stage prior to obtaining informed consent.
Prior to the implementation of the study, the lead researcher
and the research assistants attended a 1-day training ses-
sion on the sensitive nature of the study, the objectives of
the study, the interview schedule, and on conducting in-
depth interviews. The training was done by the second
author, who also supervised the project.

Data analysis

The lead author and a research assistant who was involved
in the data collection transcribed the interviews verbatim
in Setswana, translated them into English, and checked the
transcripts for accuracy against the audio recordings. Data
analysis was inductive and followed the thematic approach
in line with the tradition of descriptive phenomenology.*
The recordings were listened to and a few transcripts were
read repeatedly by the authors to get an overall sense of the
data and to develop familiarity with the mothering phe-
nomenon. Next, the authors searched and extracted state-
ments for meanings to uncover emergent themes and
develop a codebook. The authors met several times to
develop the codebook, to reconcile emerging codes, and to
finalize the codebook. NVivo version 12, a qualitative
data analysis package, was utilized for the analysis
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process. Finally, the emergent themes were integrated and
synthesized into a meaningful whole that captured the phe-
nomenon as experienced by the participants. Quotes from
the interviews were used to describe the lived experiences
of the participants.

In phenomenology, rigour is ensured through the thor-
oughness and completeness of the collection and analysis
of the data*! To establish rigour, the lead researcher
adopted a reflective attitude throughout the research pro-
cess to reduce researcher bias and enhance the credibility
of results.*? Both authors analysed the data to ensure that
the interpretation was free of investigator bias.*! In addi-
tion, the interviews were in the local language and were
recorded using a good digital recorder to enhance verbatim
transcription, which is a necessary step to take in ensuring
that meanings are not lost and that the data reflect the phe-
nomena as experienced by the participants. Finally, the
lead author kept an audit trail throughout the research pro-
cess as the key strategy to establish confirmability.*

Ethical considerations

The study received ethical approval from Sefako Makgatho
Health Sciences University Research and Ethics Committee
(SMUREC/H/214/2015: PG). Permission to access health
facilities was granted by relevant authorities from Tshwane
Health District as well as the managers of the selected
health facilities. All participants provided written informed
consent, and participation was voluntary. The participants
assumed pseudo-names, which were used during the anal-
ysis but deleted in this report. The services of a resident
social worker were secured to provide counselling for par-
ticipants who might break down during the interviews;
however, none of the participants needed counselling as a
result of the interview.

Results

The sample consisted of 28 mothers living with HIV who
were raising children living with vertically acquired HIV.
Their ages ranged from 27 to 50 years. All the mothers and
some of the children (7 out of 28) were on lifelong ART. The
mothers initiated ART under different WHO protocols, 9 of
28 tested for HIV because the child was sick and was offered
an HIV test through the provider initiated HIV testing and
counselling initiative. Most 27/28 had one child who was liv-
ing with HIV, their ages ranged from 6 to 13 years with a
mean age of 9.5 years. Most (20/28) mothers had not revealed
the child’s HIV diagnosis to the infected child (Table 1).

Themes

Five main themes emerged from the analysis of the
interviews, namely the diagnosis and response,

Table I. Characteristics of the mothers and children.

Frequency Percentage
Age
Range 27-50
Mean 35
Marital status
Married 4 14.3
Single 17 60.7
Living with partner 5 17.9
Divorced 2 7.1
Employment status
Unemployed 19 68
Employed 9 32
Educational level
Primary school 2 7.1
High school 24 858
Tertiary education 2 7.1
Child age
Range 6-13
Mean 9.5
Children on lifelong ART
Receiving ART 21 75
Not receiving ART 7 25
When was the HIV test done
The child was sick 9 32.1
Tested HIV positive during 19 67.9
pregnancy
Disclosed HIV status to child
Disclosed 8 285
Not disclosed 20 71.5

ART: antiretroviral therapy.

mothering experiences, mothering practices, positive
feelings about motherhood, and creating support net-
works. Under each theme, a number of sub-themes
emerged (Table 2).

The diagnosis and response

Most of the women had learned about their HIV diagnosis
during pregnancy when they attended their antenatal care.
They talked about receiving a HIV-positive diagnosis dur-
ing pregnancy as extremely difficult. The diagnosis was
unexpected for all the women and aroused a variety of
emotions, including anger, disbelief, shock, sadness, pain,
extreme distress, and thoughts of dying. They worried
about infecting the baby with HIV. The data revealed that
women who tested positive when their children became ill
experienced similar intense emotional reactions to their
HIV diagnosis.

Immediate thoughts of dying. I thought of death only. It was at
the time when HIV made people to lose weight so I was thinking
about all that. (Mother of an 11-year-old)



Moshoeshoe and Madiba

Table 2. Summary of themes.

The diagnosis
and response

Immediate thoughts of dying
Disbelief

Concerns about the baby

Pain

Feelings of guilt and self-blame
Mothering is a difficult task
Medication time a constant reminder
Living with constant fear of death

Mothering
experiences

Mothering Ensuring adherence to ART
practices Secrecy to prevent stigma

Anxious about revealing the child’s HIV status
Positive Mothering a HIV-positive child changed my life
feelings about  Developing special bond with children
motherhood  Living for my children

Hope for the future
Creating
support
networks

ART: antiretroviral therapy.

The first thing that came to my mind was that [ am going to
die and leave my child. I thought HIV positive people die.
(Mother of a 12-year-old)

Disbelief. This got the better of me . . ., and for a long time I
could not believe that I was HIV-positive. (Mother of a
6-year-old)

I still do not believe that I am HIV-positive. Every time it
comes to my mind that I am HIV-positive I feel confused. I
ask myself how it happened because I was not promiscuous.
Why me . . ., why did this illness choose me and not choose
someone else? (Mother of a 7-year-old)

Concerns about the baby. At the time of their HIV diagno-
sis, the mothers were anxious about the fear of having
transmitted HIV to their babies. Throughout pregnancy,
the women lived with worry and uncertainty about the
future of their babies:

The first thing that came to mind when I found out that I am
pregnant and HIV-positive, was, what about the baby?
(Mother of a 7-year-old)

Eish . .. I was stressed thinking that my child would die.
(Mother of an 11-year-old)

Upon receiving a positive HIV diagnosis for the child,
similar to the thoughts that the women had had about their
HIV diagnosis, they thought the child would die:

I thought about death only. I thought my child would die.
(Mother of an 11-year-old)

Yoh. . ., at first I thought I am going to lose my child. (Mother
of a 9-year-old)

Pain. On receiving the diagnosis, the participants were
overwhelmed by feelings of pain when they learned about
the child’s HIV diagnosis. They said that the pain was
greater than what they felt when they learnt about their
own status:

Yoh! I was feeling pain that my innocent child is punished
because of me . . ., I just felt a deep pain; I had so much pain
about my child’s status. Hearing about my status was better
because I have been around, but my child did nothing to get
this disease, so I felt so much pain for him. (Mother of a
6-year-old)

The pain was so deep, it would have been better if it was just
me and not the child infected. I was very much hurt. Even
now when I look at her, I become emotional and heartbroken.
(Mother of a 10-year-old)

The narratives of the women revealed chronic pain
about the HIV diagnosis of their children:

The pain does not go away as you can see me now I am still in
pain. (Mother of an 11-year-old)

Even when I look at her today, I can still feel pain. (Mother of
a 12-year-old)

Feelings of guilt and self-blame. Following the HIV-positive
diagnosis of the child, the initial feeling of pain was fol-
lowed by intense feelings of guilt for having infected their
children. The mothers felt guilty over their perceived fail-
ure as mothers and for infecting their children. They
blamed themselves for not taking the HIV test during
pregnancy:

I wish I had found out while I was pregnant. Maybe I would
have been able to protect her. (Mother of an 11-year-old)

My heart was painful, knowing that I could not protect her as
a parent. If [ had tested, [ would have been able to protect her.
At the clinic, they would have told me how to make sure that
I do not pass it to her. (Mother of a 12-year-old)

1 did not listen to the clinic when they said I should come to
them before pregnancy so they can help prevent passing the
HIV to the baby. (Mother of a 7-year-old)

Mothering experiences

The mothers experienced caring for their HIV-infected
children as difficult, they found administering the ART
medication to be challenging, and they lived with the con-
stant fear of death.

Mothering is a difficult task. The mothers described mother-
ing a HIV-positive child as demanding and difficult with
many challenges. They said that raising a HIV-positive
child is different from raising a HIV-negative child:
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Eish! It is demanding for me; it is a lot of work. The care is a
lot, especially the food. You must make sure she eats properly.
(Mother of an 8-year-old)

Raising an HIV-positive child is difficult because you are
supposed to take her to the clinic every time and sometimes
she is weak. You need the correct diet but you are unemployed
and the only income is child grant, but it is not enough for my
needs. (Mother of an 11-year-old)

Medication time a constant reminder. The mothers reported
that medication time was unsettling. It is a constant
reminder that the child is HIV-positive and that they
infected the child. They said that this brought back their
pain, guilt, and self-blame for having infected the child:

Sometimes you find that it is time for her to take her pills and
she is playing with other children. I have to call her, and I feel
..., L keep on blaming myself. It is worse because she does
not know the real reason for drinking the pills. (Mother of a
6-year-old)

As for my child, it is still difficult. Immediately after I give
him pills, my heart skips a beat . . ., I feel pain. (Mother of a
7-year-old)

Living with constant fear of death. The initial response to a
positive HIV diagnosis was the thoughts of death, not only
for themselves, but the fear that their babies would die too.
Although the children were healthy during the interviews,
the mothers had constant thoughts and fears of their chil-
dren dying from common conditions. Whenever the child
was sick, they thought that the end of life might be close:

I do not know the day he will die. I always think about such
issues. It is not possible for a mother not to worry about dying.
It crosses your mind when he gets sick and you wonder is it
because he is HIV-positive? (Mother of a 6-year-old)

When he get sick, I ask myself ‘Is it his time to die’ because I
do not know the day he will die. When he says he has a
headache I become stressed because I think it is his time. |

always think about such issues. (Mother of an 11-year-old)

Mothering practices

The mothers shared several activities that make caring for their
HIV-infected children overwhelming. They have to ensure
adherence to ART, they have to keep the diagnosis of the child
secret to prevent stigma and social rejection, and they have
anxiety about revealing the child’s HIV status. They prior-
itized the needs of the children above their own, were overpro-
tective, and achieved special bond with the children.

Ensuring adherence to ART. The mothers reported that
maintaining strict adherence to uninterrupted lifelong ART
was challenging and requires discipline and care. They

believed that only the mother could ensure that the child
adhered to ART and clinic appointments:

I am the one who gives him his medication. When he is at his
father’s place, | WhatsApp to remind them because sometimes
they forget. (Mother of a 10-year-old)

I do not allow anyone to take her for her hospital checkups; I
prefer to do it myself so that I see what is happening. As a
mother, you are not satisfied with anything because you do
not think other people can take care of her the way you do.
(Mother of an 8-year-old)

Even though other family members know that she is HIV-
positive, but they cannot take care of her the way that I do.
(Mother of an 8-year-old)

In order to monitor adherence to the correct time and dos-
age of ART, sleeping over when the children visited friends
or relatives was avoided at all cost. The mothers were con-
cerned that the children might default on their treatment:

I never allow her to visit relatives because she will need to be
taken care of. I am scared that they will not give him treatment
properly, you know. When the child is not yours, you don’t do
that much care, because maybe you don’t know the rules and
conditions of treatment. (Mother of a 6-year-old)

1 do not allow him to sleep over when he visits. | am afraid
that he will not take his treatment properly. (Mother of a
9-year-old)

Secrecy to prevent stigma. Secrecy emerged as one of the
strategies mothers practised to protect their children from
discrimination. They delayed disclosing their own HIV
status and that of their children, believing that secrecy was
necessary to protect themselves and their children from
social rejection:

I do not talk about my child’s HIV status because I am scared
that people will talk about her behind closed doors and their
children might hear this and will stigmatize my child. (Mother
of an 8-year-old)

Eish . . . I fear that she will go around telling others. (Mother
of an 8-year-old)

Sleeping over when the children visited friends or rela-
tives was also avoided to maintain secrecy:

People know these tablets [ARVs] and if they see that she is
taking them . . . I do not want them to know that my child is
taking tablets. (Mother of an §-year-old)

Is difficult for her to visit with many bottles of tablets. If there
was only one bottle, this could have been better. My challenge
is people would see that my child is sick and taking tablets.
(Mother of a 6-year-old)
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Anxiety about revealing the child’s HIV status

I feel bad, bad, and bad, that at the time when she is old
enough and I decided to tell her the truth, she will not trust me
anymore. (Mother of an 8-year-old)

She is about to start dating, so, I must discuss condom use
with her. I fear that she will say she is ill because of me.
(Mother of a 12-year-old)

Positive feelings about motherhood

With time, the mothers learned to accept themselves and
live with HIV. This also changed the way they viewed
motherhood. They said that mothering an HIV-positive
child changed their lives. They were motivated to care for
their children, hoped to live for their children, and had
hope for the future.

Mothering a HIV-positive child changed my life. Having a
HIV-positive child influenced the mothers’ decisions to
live a more responsible life:

Being a mother to a positive child has changed my life in
many ways. [ am now very conscious when it comes to my
health, eating healthy food, and being hygienic. (Mother of a
9-year-old)

My mothering skills have changed and I have grown . . . I
never used to go to church. Now I go to church regularly.
(Mother of a 7-year-old)

Developing a special bond. Most mothers were overprotec-
tive of their children and described achieving a special
bond with their children:

I am over protective of my HIV-positive child. (Mother of a
10-year-old)

I have bonded too much with her. I am attached too much to
her more than I am attached to the others. (Mother of an
8-year-old)

The thing is, he is very much attached to my life . . ., but I
love all my children. I am just concerned about him. I am
wondering how he is going to survive if God takes me.
(Mother of a 6-year-old)

Living for my children. In the midst of all the intense emo-
tional experiences, the mothers wanted to be strong and
live for their children and had hope that their children
would live long and healthy lives, attain higher education,
and continue to adhere to ART:

I want to live for all my children, and I pray that God does not
take me before she matures, until she understands her status
very well, so that even if I am gone she can look after herself.
(Mother of a 9-year-old)

The thing that motivates me every day, is my child’s life. |
wish to live long. I am living for my child. The other children
are fine. I so wish that God could keep me longer to see my
child growing and finish his matric. (Mother of a
6-year-old)

Hope for the future. The mothers had positive expectations
and hope for a cure for HIV. They wished for a cure for
HIV and that their children would need to take fewer tab-
lets and would live long healthy lives:

I believe one day they will find a cure, and I wish that they
first find a cure for the children then us parents because the
children are innocent. (Mother of a 10-year-old)

What gives me hope is that by the time she reaches 15
years, she will be taking fewer pills. (Mother of an
11-year-old)

Creating support networks. The mothers talked about the
support resources that helped them accept their HIV status
to live for their children. Some of them were able to dis-
close their diagnosis of HIV and reached out for support
from family members, friends, and co-workers. The
healthcare providers provided the support they need most,
particularly at the time of the initial HIV-positive
diagnosis:

To tell the truth, the thing that helped me a lot is counselling.
(Mother of a 13-year-old)

We get support from the health facilities. They treat us well.
(Mother of a 12-year-old)

My mother is there to take care of my child. (Mother of a
6-year-old)

When I meet with other women in the clinic, we share
different stories about our children and about how we are
coping. (Mother of a 10-year-old)

Some reported that they drew support from their faith to
accept their HIV status and to cope with their child’s diag-
nosis of HIV:

I am a born-again Christian. I rely on the Bible. It encourages
me all the time. I believe and trust in my God. (Mother of a
7-year-old)

Discussion

This study aimed to gain an understanding of South
African women’s experiences of receiving a positive diag-
nosis of HIV in pregnancy or when their children became
ill, and their experiences of raising a HIV-positive child in
a resource-limited setting. The study found that mothering
occurred in the context where most of the women had
access to lifelong ART and reported living healthy lives.
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The study corroborated other researchers’ findings that
women are emotionally unprepared for an HIV diagnosis
during pregnancy,'**4 or when their children become
chronically ill.° For the women in our study, the feelings
of shock, disbelief, distress, anguish, profound sadness,
and hopelessness* were intensified by interpreting their
HIV diagnosis as well as their children’s as a death sen-
tence. Upon learning about their HIV status, the women
thought about dying a great deal and were worried that
they would die and leave their children orphaned. It is cru-
cial that healthcare providers recognize women’s concerns
on diagnosis and take account of how their diagnosis of
HIV could impact on how they fulfil their mothering
responsibilities.'*

It is important to note that the immediate concern for
the women upon receiving a HIV diagnosis during preg-
nancy was the possibility of having infected their children.
Most of them were anxious to find out their children’s HIV
status throughout their pregnancy and lived in constant
anxiety.!®!214 The mothers had concerns of infecting their
babies with HIV, despite enrolment in the PMTCT pro-
gramme during pregnancy and receiving ART.'* In the ini-
tial stages of the child’s HIV diagnosis, the mothers were
weighed down by constant concerns over the child’s health
and worried about what the future might hold.**’ They
experienced intense feelings of worry, constant anxiety,
and chronic sadness, from the time of their child’s diagno-
sis until the present.* They reported initial and constant
concerns that their children will die prematurely even
though the children had been receiving ART prophylaxis.

The mothers’ narratives show that following the posi-
tive diagnosis of their children, they put their children’s
needs above theirs.!®'* In this way, they neglected the
importance of their physical health as well as their psycho-
logical needs.*’ The elevated levels of stress and anxiety
reported by the mothers in the current study and in oth-
ers®132047 are an indication of the neglect of their needs in
their desire to care for their children. Consistent with the
literature, the mothers had felt emotions suggestive of
depression, such as anguish, guilt, chronic sadness, hope-
lessness, and constant anxiety from the time of the first
diagnosis to the present.”-1322:26

The mothers found mothering an HIV-positive child a
difficult and stressful task that is associated with the uncer-
tainty of death, with the mother’s declining physical
health, with frequent medical appointments, and with
financial challenges.”!>!>*’ The burden was increased for
those who had to confront emotions of self-blame and guilt
for unintentionally infecting the child with HIV.%!® Studies
conducted prior to the provision of improved access to
ART reported that mothers feel guilty about not being able
to adequately care for the child due to their own physical
conditions.”!>3%47 This was not the case in this study, since
most of the mothers reported good health due to effects of
lifelong ART. In South Africa, HIV testing is not

mandatory for women in the PMTCT programme, but
women are offered and encouraged to test for HIV in order
to receive long-term ART.

Despite their saying that HIV made mothering hard and
challenging, the mothers invested heavily in their mother-
ing roles and took on the bulk of the caregiving responsi-
bilities for their children. Like mothers in other studies,
they believed that only the mother has the knowledge of
the child to undertake the mothering task and conveyed a
sense of a greater protectiveness towards their chil-
dren.'7°%3! In an earlier study, Hejoaka™ had observed that
the role of motherhood in raising a HIV-positive child is
complex, as it includes ensuring that the child takes his or
her medication as prescribed. Most mothers reported
achieving a special bond with their children. The overpro-
tectiveness and heightened sensitivity to their children that
brought a closer connection between mother and child are
key to children’s behavioural development and emotional
regulation. %3334

The mothers purposefully kept the HIV diagnosis of
their children secret in an attempt to protect their children
from the social consequences of a HIV-positive status.
Many mothers practised secrecy as a coping strategy to
protect themselves and their children from social rejec-
tion.!®!3 However, there were negative consequences to
secrecy, as secrecy denied them access to social support
networks that might have alleviated some of the intense
feelings arising from mothering an HIV-positive
child.!3164752 L entoor!* found that secrecy and fear of
stigma is often accompanied by fear and anxiety, which
entrap caregivers in social isolation and add to the already
burdensome role of caring for an HIV-positive child.
Social support can reinforce a positive attitude and thus
enrich the experience of motherhood.’ For women in the
current study, counselling was provided at the time of the
HIV diagnosis and there were no data to suggest the avail-
ability of continuous support post diagnosis and during the
participation of women in the PMTCT programme.

When the women began to feel better due to the
advances that have been made in ART, they begin to
believe that they are not going to die immediately and
grow to accept their HIV status.”!? They developed strate-
gies to learn to cope with their diagnosis of HIV and cre-
ated social support networks, including family, and support
groups. They reorganized their lives, adopted self-care
measures, were motivated to stay alive for their children,
and embraced motherhood.!%1245

It should be noted that with the passage of time the
mothers began to have hope for the future of their children,
when they realized that their children were healthy and
responding well to the ART medication. At the time of the
study, the ART regimen for their children consisted of
many pills because they did not qualify for the once daily
fixed dose formulation tablet containing Tenofovir (TDF),
Emtricitabine (FTC), and Efavirenz (EFV). The fixed dose
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tablet was introduced in 2013-2014 prioritizing ART-
naive patients.” The mothers hoped for further advances
in ART where their children would have to take the once
daily pill. Some hoped for a cure for HIV and wanted to
see their children grow up and attain educational
qualifications.

Limitations

A limitation of this study is that the discussion of the find-
ings could not compare the mothers who have been on
ART for a long time with those who were diagnosed less
than 2 years ago. This would have made it possible to
assess the impact of a recent diagnosis of HIV on mother-
ing. However, this was not the purpose of the study; the
findings of the study have bridged the gap in the literature,
which is limited in South Africa and sub-Saharan Africa,
particularly in the era of increased access to ART and qual-
ity of life of mothers after a diagnosis of HIV. We acknowl-
edge that the time since diagnosis might have affected the
recall for the mothers since the study sample consisted of
mothers with vast differences in the children’s age. For
instance, recalling the time it took them to accept their sta-
tus might be affected by the time since diagnosis. On the
contrary, the sample did not include mothers of children
1-3 years old who might have had different experiences of
motherhood and acceptance of the HIV diagnosis given
the recent diagnosis. This provides an opportunity to con-
duct research with this population of mothers to under-
stand how an HIV diagnosis affects their motherhood.

Conclusion

The participants in the current study found mothering an HIV-
positive child stressful and associated with constant thoughts
of death despite enjoying a good quality of life as a result of
improved access to ART. We found chronic pain that does not
seem to dissipate with time but was experienced by mothers
of children of varying ages. The findings corroborate those of
studies conducted in developed countries among affluent
mothers that their responses to living with HIV are child-cen-
tred and that their own needs are secondary and often
neglected. The close connection between mother and child is
an important cue for sensitive parenting.

The findings further suggest high levels of stress and
anxiety among the mothers. The thought of living with
HIV and the use of negative coping strategies to deal
with the child’s HIV diagnosis weighed on the mothers.
The expressed emotions suggestive of depression and
high levels of stress and anxiety identified in the study
underscore the need to address the psychosocial needs of
mothers living with HIV. Healthcare providers should
provide psychosocial support and continuous counsel-
ling for these mothers post diagnosis and upon a positive
HIV diagnosis of the child. This should be in addition to

the post-test counselling offered to women enrolled in
the PMTCT. There is a need to integrate mental health
and ART services to address mental health issues among
people living with HIV, particularly HIV-positive moth-
ers who have to raise both HIV-positive and HIV-
negative children.

The enrolment of mothers in the PMTCT programme
offers an opportunity to render comprehensive services
catering for both the health and the psychosocial needs of
mothers living with HIV. The healthcare professionals pro-
viding care to mothers of children infected with HIV have
a crucial role to play to support them to deal with the bur-
den of mothering HIV-positive children. However, this
should not undermine the supportive role provided by
extended family, friends, and the church.
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