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Objective: globally women receive HIV testing in pregnancy; however, limited information is available on
their experiences of this potentially life-changing event. This study aims to explore women's experiences
of receiving a positive HIV test result following antenatal screening.
Design: a qualitative, phenomenological approach.
Setting: two public National Health Service (NHS) hospitals and HIV support organisations.
Participants: a purposive sampling strategy was used. Thirteen black African women with a positive HIV
result, in England, participated.
Methods: data were collected using in-depth semi-structured interviews. An interpretive phenomen-
ological approach to data analysis was used.
Findings: the emergent phenomenon was transition and transformation of ‘being,’ as women accepted
HIV as part of their lives. Paired themes support the phenomenon: shock and disbelief; anger and tur-
moil; stigma and confidentiality issues; acceptance and resilience. Women had extreme reactions to their
positive HIV diagnosis, compounded by the cultural belief that they would die. Initial disbelief of the
unexpected result developed into sadness at the loss of their old self. Turmoil was evident, as women
considered termination of pregnancy, self-harm and suicide. Women felt isolated from others and
relationship breakdowns often occurred. Most reported the pervasiveness of stigma, and how this was
managed alongside living with HIV. Coping strategies included keeping HIV ‘secret’ and making their
child(ren) the prime focus of life. Growing resilience was apparent with time.
Key conclusions: this study gives midwives unique understanding of the complexities and major impli-
cations for women who tested positive for HIV. Women's experiences resonated with processes of
bereavement, providing useful insight into a transitional and transformational period, during which
appropriate support can be targeted.
Implications: midwives are crucial in improving the experience of women when they test HIV positive
and to do this they need to be appropriately trained. Midwives need to acknowledge the social and
psychological impact of HIV and pathways should be developed to support early referral for appropriate
support.

& 2016 Elsevier Ltd. All rights reserved.
Introduction

Worldwide, there are approximately 36.9 million individuals
infected with HIV (UNAID, 2015); 70% of those infected reside in
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sub-Saharan Africa (UNAID, 2015). In the UK, an estimated 107,800
individuals live with HIV (Public Health England, 2014).

In the UK, during 2013, uptake rates of routine antenatal HIV
testing were 98% (n¼700,000 pregnant women) (Public Health
England, 2014). The majority of women with HIV (480%) had
been diagnosed prior to pregnancy (Public Health England, 2014)
and Black African migrants represent the largest group of women
being diagnosed during pregnancy (Southgate et al., 2008; Gir-
avdon et al., 2009; HPA Report, 2011).

A positive HIV diagnosis impacts women's childbirth experi-
ences and treatment options (BHIVA, 2012). Vertical transmission
of the HIV virus from an infected childbearing woman to her
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fetus or infant during pregnancy, childbirth or postnatally
(through breastfeeding) is a major cause of concern (Landesman
et al., 1996; Kuhn et al., 1997; Lyall et al., 2001; BHIVA, 2012).
However, reducing vertical transmission relies on the pregnant
women agreeing to test for HIV (Kennedy, 2003; NAM, 2011).

HIV diagnosis, is pivotal to women receiving appropriate care
(Jones et al., 1998; Adler, 2001a, 2001b; Kennedy, 2003; Giravdon
et al., 2009; NAM, 2011). Antiretroviral drug therapy has had a
major impact on HIV disease management; HIV positive pregnant
women have benefited from drug treatments leading to a decrease
in transmission rates to their unborn infant (HPA Report, 2011;
NAM, 2011). Of all children born to HIV positive women in the UK
between 2006 and 2012, less than 2% were diagnosed with HIV
(Public Health England, 2014). The potential health benefits of HIV
testing have led to the support for routine screening being inte-
grated within antenatal care (Mercey, 1998; Mercey and Nichol,
1998; Boyd et al., 1999a, 1999b; Baxter and Bennett, 2000).

Despite studies investigating women's views of the acceptability
of the antenatal HIV test in pregnancy (Duffy et al., 1998a, 1998b;
Simpson et al., 1998; Boyd et al., 1999b; Simpson et al., 1999), and
pre-test information giving (Sherr et al., 2001), there are limited in-
depth explorations of pregnant women's experiences. Existing lit-
erature tends to focus on mothering (Sandelowski and Barroso,
2003), decision-making (Kirshenbaum et al., 2004) and psycholo-
gical impact (Nancy et al., 2004). Previous qualitative research has
mainly focussed onwomen being pregnant knowing that they were
HIV positive. Sanders, 2008, for example, presented powerful nar-
ratives of nine HIV positive women's experiences of losing tem-
porary parental rights and how mothering positively impacted their
recovery.

We are only aware of one other relevant study that has
explored women's experiences of diagnosis during pregnancy.
Kelly et al. (2012) conducted two interviews (antenatal and post-
natal period) with four women who took part in another study
that explored reproductive decision-making (Kelly et al., 2011),
and reported that HIV disrupted health, relationships and social
identity, but the baby became a metaphor for hope and orientation
towards the future. Kelly's focus was less on the testing and more
on the subsequent experience.

Although routine pregnancy screening is generally accepted
(NAM, 2011), women's experiences of receiving a positive HIV
result have not been adequately explored; given the likely impact
of a positive HIV result this area needs further investigation. Thus
the aim of this study was to gain an understanding of the personal
experiences and the emergent phenomenon of women testing HIV
positive in pregnancy within an antenatal testing programme in
England. Thus the research question was: ‘what is the lived
experience, for women, of testing HIV positive in England?’
Methods

The study used a qualitative approach, underpinned by a nat-
uralistic paradigm and using the human science discipline of
phenomenology. Heidegger's (1962) hermeneutic phenomenology
suited the purpose and interpretive philosophical aims of the
study; the study explored the lived experience of receiving a
positive HIV result with antenatal testing. Phenomenology
attempts to understand the holistic nature of the phenomenon
rather than focusing on one aspect or concept (Van Manen, 1990,
2006); an HIV positive result in not an isolated event as its impact
is life changing (Kennedy, 2003).

Ethical approval was gained from the North West Ethics Com-
mittee, reference 10/H1010/60, December 2010. Written approval
from each hospital site was also obtained.
Sampling

Womenwho had undergone the experience of an HIV diagnosis
in a UK antenatal testing programme were accessed using pur-
posive sampling strategies (Polit et al., 2005; Bowling, 2009). The
study aimed to obtain the views of women from different races,
ethnicity and social groups; however, most women affected by HIV
in the UK are Black African in origin (HPA, 2011), and this was
reflected in the sample.

Sample size

This study explored the phenomenon of HIV testing as a unique
experience; each story had a personal meaning (Van Manen,
1990). The sample size was thus influenced by its ability to provide
rich in-depth data portraying individual women's accounts of the
impact of HIV. A minimum sample of six women and a maximum
of twenty were sought, in keeping with the phenomenological
approach (Bowling, 2009).

Inclusion and exclusion criteria

Women who had received a positive HIV diagnosis in an
antenatal HIV testing programme as routine UK testing was
introduced in 1999 (DOH, 1999, 2003), irrespective of parity or
pregnancy outcome, were included. Women were excluded if
diagnosed in any other testing programme or prior to pregnancy.
Women under the age of 18 and those with a severe mental dis-
order or who were unable to consent for themselves, were also
excluded.
Access and recruitment

Two recruitment routes were used: a hospital route and a
community route.

Hospital route

Two inner city public hospitals (situated in South and North-
West England) were selected which serve populations from
diverse ethnic and socio-economic backgrounds. These hospitals
have high levels of HIV diagnosed in the pregnant population. In
both hospitals, it was the midwives' responsibility to undertake
the HIV testing and to inform women of the results. Both hospitals
had the support of HIV specialist midwives who supported women
following a positive diagnosis.

In the South, all eligible women were contacted by an experi-
enced HIV specialist midwife; an initial meeting was held during
hospital appointments, where interested women were fully
informed of the study. Following this, women were given several
options: to be given researcher's contact details, to self-refer, to
allow for the midwife to pass on the women's contact details to
the researcher or to be introduced directly to the researcher. It was
made clear at this point that the interviewer was a male midwife;
it was believed that some women may be more reluctant to dis-
cuss personal issues with a man. Most women were directly
introduced to the researcher, in person, by the HIV specialist
midwives. No direct contact was made by the researcher, thus
reducing coercion. All women were given time to consider parti-
cipation before meeting the researcher; for some women, this was
several months.

In the North-West, recruitment was not successful despite the
same access strategy.
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Community route

Promotion of the study included HIV and support literature and
websites, including Positive Nation, Positively Women (now
Positively Living), National AIDS Manuel (NAM), and Terrence
Higgins Trust (THT). When solicited, one researcher attended
clinics, support group meeting and workshops to advertise the
study. Women could choose to self-refer their interest to partici-
pate or could contact an HIV Specialist Midwife who would facil-
itate the introduction. Similar access strategies were used as the
hospitals. Snowball sampling techniques were also used as women
sometimes had friends who were HIV positive (Bowling, 2009).
Data collection

Individual, face-to-face interviews were conducted, by the lead
author, over an eight months period. Semi-structured interviews
allowed for a dynamic operation between the researcher and the
woman, as both shaped the focus of the enquiry (Van Manen,
1990, 2006). Women were offered the opportunity to be inter-
viewed at a place convenient to them; one chose her home,
whereas the remainder chose a local hospital. A topic guide was
used, containing only broad questions allowing for flexibility of
individual questioning (Van Manen, 1990, 2006). The nondirective
approach enabled discussions to be participant-led, providing
more relevance and depth. Several women became upset during
the interview, at which point they were offered the option of
terminating the interview; all women refused this and continued
to talk, sometimes interspersed with bouts of crying. When a
question appeared to upset a woman, the interviewer moved to a
different question; however, women themselves returned to the
area that had upset them. At the end of each interview, women
were given contact details relevant to their interview (e.g. health
professionals, counsellor support workers). Women also had the
option of contacting the researcher for referral. Interviews were
audio-recorded, with consent.

Field notes were made during and following the interviews,
and they included women's reactions such as laughter, crying, eye
contact, facial expression and signs of discomfort. The field notes
enabled confirmation of meanings of some of the narratives, par-
ticularly as the African dialect could sometimes be difficult to
understand.
Analysis

The principles of reflective analysis, proposed by van Manen for
the purposes of thematic organisation (Van Manen, 1990), were
helpful in achieving and interpreting the findings. This inter-
pretative approach focused on the individual and sought to dis-
cover how their personal history, previous life events, background,
education, social support, social class, and psychological make-up
influence the way in which they experience the phenomena
(Parahoo, 2014). Van Manen (1990) maintains that isolating the-
matic aspects or statements, uncovers the meaning of the phe-
nomenon with the analysis of the verbatim text. Van Manen
proposes three ways of conducting the analysis: the wholistic (sic)
or sententious approach, the selective or highlighting approach,
and the detailed or line by line approach. In this study a combi-
nation of these approaches was used. The analysis was led by the
lead author, with inputs from the remaining authors. The inter-
views and transcripts were listened to/read many times for
familiarisation. Next, sentences were examined for emerging
preliminary meaning. These initial themes were then further
categorised to summarise more abstract principles or secondary
themes. These secondary themes were reinterpreted in the light of
the initial themes. Major themes emerged from these stages and
reflections were made on the text as a whole. Interpretation of the
verbatim text alongside audio recording helped promote personal
understanding and meaning; this is essential for the hermeneutic
circle of understanding (Gadamer, 1989). The researchers, all
midwives, were integral to the analysis process, acknowledging
their influence on the interpretation. The approach was recorded
methodically throughout the research process as part of the audit/
decision trail.
Findings

Thirteen women participated in the study; the number was
determined by the availability and willingness of consenting
women, within the study duration. Table 1 provides participant's
baseline characteristics; each woman chose her own pseudonym.
All women came from Africa; however, the sample represents
women from various social and economic backgrounds. All women
had live children. The duration between diagnosis of HIV and
interview ranged from two to 12 years. Interviews lasted between
40 and 80 minutes.

Four major paired themes emerged from the data, which help
capture the meaning of the narratives. Pairing of themes was
deliberate as they were symbiotic and interwoven in the data.
Although presented separately, overlapping themes were appar-
ent. A neat thematic fit is not always possible or desirable when
several themes are weaved in the narrative (Van Manen, 1990).
The themes support the phenomenon of transition and transfor-
mation, whereby women learnt to integrate their HIV status into
their lives. To move on with their lives, women had to accept that
they would no longer be their ‘old-self’. Transformation into a new
being came after a journey, in which they learnt to navigate the
challenges they were faced with.
Shock and disbelief

The exact moment of receiving the HIV diagnosis had profound
meaning for women. All but one woman received the result
verbally, in person. Most women were recalled to clinic for their
results; one woman was an inpatient on the antenatal ward. All
women were alone when informed of their diagnosis; usually by a
midwife. The result was always reported as unexpected and dis-
tressing. Julie recalls her experience:

…they [clerks] said ‘wait there’ and I waited and the midwife
came and took me inside……. and they explain to me that all the
bloods are fine…except one… then I said which one? And I looked
straight into her eyes, which one? What is wrong with it? She
said, sorry about this but you are HIV positive and I screamed and
I shouted AIDS, AIDS, AIDS and she said no, no stop it, it's not
AIDS….

Clara's shock and disbelief was compounded by the fact that
she read her diagnosis from a report that had been accidently left
on the desk by the midwife. The midwife was unaware that the
result was positive. Clara stated:

I took it and read it, the blood test …I saw it and said what's this
HIV positive and then I started crying and rolling on the floor.

In many of the women, receiving a positive HIV result manifested
itself physically and emotionally. Fumi, for example, stated that she
felt like she was going to die and that ‘death was lurking in the room’.
The shock was described as ‘immediate’ and its effects ‘long-lasting’.
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Without exception, none of the women expected to discover an
abnormal result; they were all emotionally unprepared. Martha
highlights the consequences of down-playing routine investigations:

I think I would have been more prepared, because what they told
me was that it's just a routine test everything would be alright,
things like that, so I wasn't prepared for the results.

Some women did not believe the result to be true. The long-
evity of memories related to communication of the results was
apparent. Beauty, for example stated:

I think it's as though I am dreaming, I didn't believe it, I thought it
was a dream, so I keep asking them no and I keep crying…and
even after many years now I keep thinking, the way the news was
broken to me I think about it.

Denial was common and women explored reasons why a
positive result could not be possible. These ranged from only
having one partner, having previously given birth to a healthy
infant, having a previous negative test, positive results being
associated with gays and homosexuals and not being promiscuous.
This latter point was offered by Mary, who said:

Back home when we discuss a lot I never knew I would find myself
in this situation… you see people [with HIV] that are wayward.

Several women asked for the HIV test to be repeated before
they would believe the result.
Anger and turmoil: loss of old self

Anger and turmoil followed the shock and disbelief. Women
were particularly angered and saddened and mourned the loss of
their old-self as they entered a transitional phase. Clara vividly
reported no longer being the same person and reported a physical
effect akin to an out of body experience:

When I left the hospital, I'm not myself … it felt like floating you
know, I don't know if I'm walking…going home I'm not the same
person, I was like there's not any me…

Although women were trying to come to terms with their
diagnosis, they fought against the inevitable transformation too.
Some women demonstrated this by wanting to commit suicide or
self-harm.

Women also considered termination out of fear for the baby
being infected. One woman reported she considered harming her
child. Others coped by isolating themselves from others. Jane, for
example, knew that people could not tell outwardly that she had
HIV but it changed her ability to be able to communicate with
people:

I know HIV isn't written on my face, I am HIV positive…so my life
has really changed because I can't be open with people, to talk
about myself and I feel very low…

Isolation was mainly self-imposed, as women did not want
others to be aware that they had changed. Following diagnosis
Clara stated:

I got home and I locked myself in the room and started crying I
don't want to look at my children's face because their mum seen
their face and their mum crying

Some drew on their African experiences:

…back home the way we look at HIV…it's really bad because
when you hear this person is HIV you don't want anything to do
with that person because you believe that even when you use
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eeerr (Condom,) what the white person uses, you get infected.
Mary

Field note records stated that women attended the interview
well-dressed and when asked they said it was important to look
well and not ill in their community. Looking well-groomed was
clearly part of women's armoury, assisting them to project an
‘acceptable’ image, as a means of coping and maintaining their old-
self. Justina stated ‘If you are never sick, nobody will know, not if you
don't tell them.’

Women battled with their new identities, sometimes admitting
their previous pre-conceived ideas about those with HIV. Grace, in
particular, struggled with becoming ‘somebody new’ as she talked
about being ‘one of them’ and journeying from ‘one side to the
other.’ Chaos ensued, as demonstrated by Julie.

I can’t sleep, I can’t do anything now. I think she actually gave me
some very mild sleeping tablets, what happened I couldn’t sleep all
of the night I was crying I couldn’t eat anymore.

The battle between feelings of wanting to die, and to live,
dominated the narratives. Most women thought that death was
inevitable shortly after diagnosis and were unaware of the benefits
of medication. Women situated their diagnosis drawing on their
previous knowledge and experiences. Anna stated:

In my home country, once one got diagnosed, obviously it was
dependant on your status really if you are in the higher class you
could afford the drugs and the medication and then obviously
lower class you, obviously you think you are looking at I’m going
to die.

After being made aware that they could live a good life, women
then had to make the decision as to whether they wanted to live.
Even those who did not consider suicide thought about dying as a
way of avoiding their perceived shame of HIV. Facilitators for a
constructive transition included health professional input, partner
acceptance and support groups. Unfortunately, women did not
always learn about support groups until years after diagnosis. Bola
thought she had a ‘death sentence’ until she attended a support
group and saw women who had been diagnosed with HIV for
many years. This was pivotal, as she felt capable of moving on
without the domination of morbid feelings. She stated, ‘I saw
people diagnosed ten years ago and they are still alive.’

Informing a partner was important for the women's transition
and transformation, but this disclosure had major implications:
partnership breakdown, partner blame, trust issues, abuse and loss
of control with disclosure. Most women with partners informed
them of the infection, but communication methods differed. Some
revealed their diagnosis immediately and on their own, others
delayed telling their partner until they could meet with a coun-
sellor. Fumi purposefully left her medication on display, knowing
that her husband would search the internet to discover what the
treatment was for. Others showed their partners the hospital
paperwork as evidence of diagnosis. Only one woman, Cindy, got
instant partner-support:

I told him, then he looked at me and just came close and he just
grab[ed] me and hugged me.

The majority received a negative reaction, like Julie's partner:

my life is finished…….. HIV is something that is shameful and
everybody thinks that you are a prostitute…I’m embarrassed.

Jane told her partner after feeling ‘pressurised by the midwife’.
He left her three days later. Partner desertion was common
amongst this group of women, leaving them socially isolated and
financially challenged; moreover, as single mothers, they lost
standing in the community and now had two identity labels: one
as an HIV sufferer and one as a single parent. The majority of
partners, when tested, were found to be HIV negative; this was a
driving factor for desertion. When partners stayed, some women
were made to feel ‘grateful’ and unable to question his sexual
behaviour with other partners. Clara stated:

Most African women say nothing; because in my country you
can’t tell your husband to protect himself if he wants to have sex
with you…if you deny your husband from coming closer to you
then you will suffer from it. They not take care of your children

Two women revealed violence and abuse, triggered by the HIV
diagnosis. Martha stated:

It was just really bad, to the point that the HIV wasn’t the issue it
was now the violence and abuse after that, it was really killing
me…..the violence was so bad I had two surgeries done to my eye
… and I almost died

Women consequently sought the cause of their HIV. This was
particularly significant for those whose partner had tested nega-
tive. Whilst two of the women considered infection through
treatments (blood transfusion and pregnancy termination), others
sought past partners. Overt investigations were not conducted;
instead women sought the well-being of past partners as an
indication of HIV status.
Stigma and confidentiality

All, except Grace and Fumi, reported the pervasiveness of
stigma from partners, family, health professionals and local com-
munities, and how they managed this aspect in their lives. For
some, a journey had evolved from stigmatising others to being
stigmatised.

You know because there is a stigma, before I put myself together if
I’m going to work, I start looking at myself, Oh I’ve got this stigma
….You didn’t want to sit near the person… you’re like oh I’m
catching it if I talk to him or her, so I was like, so this is happening
to me. Clara

Fear of stigmatisation isolated women from their social networks,
making it difficult for them to continue their pre-diagnosis lives.
Women referred to their countries of origin when considering the
stigma:

The stigma is very, very hard……..the black community, in Nigeria
where I come from I know it’s very, very high. Jane

Women's experiences of stigma made heightened concerns about
confidentiality. Although they gave instances of how con-
fidentiality was upheld, there were many cases where this was
threatened. Disappointingly, women provided examples whereby
it was the health professional who failed to maintain con-
fidentiality; this was done overtly and covertly. Julie gave an in-
depth account of her perceptions of a shared ‘hidden language’
amongst midwives to tell others she was infected with HIV; this
included hand signals and whispered terms. She stated:

…I met this South African lady and we’re like friends and we
started talking and chatting and there was this woman within a
health care system, she came and told her that she should stop
being a friend of mine…I think the nurses had passed [informa-
tion] to her

Anna also feared a break in confidentiality:
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My confidentiality was compromised, [be]cause the doctors talked
about my condition … they were talking about it in front of the
patients. So I made a complaint to the hospital for which they
apologised for it, so hopefully it doesn’t happen to anybody else.

Jane reported poor care from a clinic receptionist who sepa-
rated her from others in the waiting room after reading her file;
this threatened her confidentiality and increased her feeling of
stigmatisation. Fear of status disclosure, and subsequent stigma-
tisation threatened women's acceptance of being HIV positive,
preventing their development, particularly in terms of building
personal relationships. Women believed a lack of knowledge to be
the root cause of stigma:

A little education makes people. You know they say a lack of
knowledge is bad…HIV is in your blood not written on your
forehead…..In South Africa it’s not a secret….Every person has to
know their status for your own life. Cindy
Acceptance and resilience

Acceptance came with a growth in personal resilience, which
empowered women to cope with the challenges of a life with HIV;
women reported optimism as time passed. Although women had
mourned their old-self, transformation into a welcomed new-self
was possible; acceptance reduced the power and dominance held
by HIV, creating resilience.

Few women talked about their pregnancy other than wanting a
‘negative child’. After diagnosis, there was often dislocation from
the pregnancy, until the child was tested and the result known.
Confirmation of the child's HIV status was a key milestone, irre-
spective of the outcome. Waiting for results temporarily stopped
women from moving on with their lives. Martha stated:

The next test they did came back negative so she’s got rid of all my
antibodies, then they did another one and a final one when she
was one year old and it was negative, so the whole year was just
waiting and hoping.

However, regardless of the outcome, women's need to live for
their child was strong; ‘a reason to carry on’. A negative child was
reported as ‘the ultimate prize’. Anna had breastfed her first child,
and reported being unsurprised that the child was positive. But for
her second child, she was hopeful:

I was very happy, actually nervous waiting for the result, so the
day that I got the phone call and she is negative I was really
excited.

All the narratives highlighted that part of women's new iden-
tity was being a good mother. This role reduced the dominance of
the HIV. Although women commented that living with HIV was
‘not easy’, Martha expressed the feeling of others when she said:

I’m living with it, it’s not what defines me anymore …It’s not me,
it’s not, oh I’m HIV positive.

A number of factors helped women reach the stage of accep-
tance. In particular, women valued the specialist HIV care team
and midwives:

When I had my daughter the midwives were great, it was brilliant,
I didn't feel like somebody that is diseased.

Women accepted HIV in their lives, despite it transforming
their being. Women found their own ways of coping. Anna, for
example, used her student nurse role to learn more about HIV. She
received support from her training school and a ward Sister. Her
acceptance was narrated by using the term ‘HIV’ as opposed to ‘it’.
She said:

I've grown up, I have become more mature … I used to rely on my
husband to do things a lot but this diagnosis has turned my life
upside down, I have learnt to become more independent, more
assertive, more organised.

For many, like Grace, optimism was expressed through their
child, with a desire to see him grow up. Others looked forward to
new relationships. For all women, HIV gave them a determination
to improve their lives. Martha stated:

I am a stronger person, after my diagnosis I just studied, I wanted
to be the best in everything, I went to University I got a first class
degree, it's just the way forward now.

Like Beauty, all women concluded by saying ‘I’ve accepted it…I
don't let it control me'. This was an important revelation.
Discussion

This study aimed to gain understanding of women's lived
experiences of receiving a positive HIV result in pregnancy.
Women spoke openly about their experiences and did not appear
inhibited by being interviewed by a male researcher. The reported
shock following a positive diagnosis, is synonymous with findings
in other HIV (Schrooten et al., 2001), psychological (Sherr et al.,
2011a, 2011b) and maternity literature (Kelly et al., 2012). Creamer
et al. (2004) describes shock as an acute stress reaction to trau-
matic events and noted that very few of the 363 participants they
studied developed long term problems, although participants
recalled the traumatic event well, a factor that was evident in our
study; women's narratives were vivid.

Distress was expressed from shouting to complete silence, which
supports Creamer et al.'s (2004) observations of different responses.
Such reactions were, in part, due to a lack of pre-test information;
being described as a ‘routine test’ without discussion of the con-
sequences was a contributing factor. Feelings were further heightened
by the cultural belief of the African participants, who equated a
positive HIV diagnosis with death. Furthermore, women believed that
their baby would be infected and would die. Women were unaware
that HIV is no longer ‘a death sentence’ if medication is adhered to
(NAM, 2011). Transmission rates in children born to women with HIV
infection diagnosed prior to childbirth, in the last UK surveillance, was
under 1% (Tookey, 2013); information which would undoubtedly have
assisted women.

Disbelief of the result was a common finding, similar to others
(Sherr et al., 2011a, 2011b; Kelly et al., 2012). Women sought re-
testing or needed further assurance that the result was correct, i.e.
written confirmation. Worryingly, none of the women recalled
being informed that their results had a higher probability of
coming back positive, despite the evidence of elevated risk for
women from sub-Saharan Africa (NAM, 2011).

Women expressed anger and turmoil with the impact of the HIV
result and recognised they had lost something of value. Kelly et al.
(2012) describes this as chaos and ‘otherness’; a separation from the
life and person that was formally normal. Loss of old-self was a key
contributor to the anger and turmoil, felt by the women in our study;
for most women, this loss led to suicidal thoughts or a desire to self-
harm. Such negative thoughts were reported previously by Sherr
(1995). Like in Kelly et al.'s (2012) study, women temporarily con-
sidered terminating their pregnancies; however ultimately, preg-
nancy gave women a focus, preventing them from self-harming.
Termination was a common outcome in the early days of the epi-
demic, before drug therapy (Johnstone, 1996; Kennedy, 2003). It is
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unsurprising, given women's lack of knowledge around HIV treat-
ments and prognosis, that they considered termination.

Stigma surrounding HIV was still observed by the women in
our study. Interestingly, however, women also discussed their
prior judgment of others with HIV, recognising their contribution
to reinforcing a negative environment. Stigma eroded women's
self-worth, particularly as it was believed to have moral con-
notations. HIV is still perceived as a self-inflicted problem and
unworthy of sympathy or empathetic understanding (Sanders,
2008). Women were particularly critical of the African culture,
which they believed, failed to support women with HIV. A number
of women, whilst professing hope for a new partner in the future,
felt stigma and disclosure to be the main stumbling block of a new
relationship. Stigma was increased through the lack of con-
fidentiality; this occurred through support staff and, disappoint-
ingly, by midwives, who failed to comply with NMC guidance
(2015). Other studies also highlight confidentiality as a major issue
for women (Ingram and Hutchinson, 2000; Sanders, 2008).

When examining the ontological question, what is the reality of
living with HIV, women reported growing acceptance and perso-
nal resilience as time passed. Acceptance of how things are, and
not what you want them to be, facilitates transition and trans-
formation. Resilience is defined as a psychological process in
which an individual has the ability to cope with anxiety and stress
after adversity (Bonanno, 2009). The growth of acceptance and
resilience allows a person to recover a liveable relationship with
his or her psychophysical being (Bonanno, 2009).

The phenomenon of transition and transformation, whereby
women let go of their old-self (without HIV) and morph into a new
being (with HIV), resonates with the work of Kübler-Ross (1969;
2005). Kübler-Ross provides a comprehensive pathway of the
process of dying and personal loss process, outlining the stages as
Denial, Anger, Bargaining, Depression and Acceptance. Originally,
Kübler-Ross applied these stages to the people suffering from
terminal illness but later expanded this model to any form of
catastrophic personal loss. This is the first time that this model has
been applied to women diagnosed as HIV positive. Although this
model has come under criticism for its simplification (Brent, 1981;
Maciejewski et al., 2007), the stages are easily seen within the
narratives of the women in this study. Each stage of Kübler-Ross's
model was demonstrated by participants, these included strong
denial, anger (with turmoil), bargaining (wish for an unaffected
child), depression (withdrawal from the world), and acceptance of
the diagnosis and a new life with HIV.

Importantly this study also supports the work of Bonanno
(2009), who studied personal loss and identified that personal
resilience was strong; people had immense capacity to get over
trauma and loss and often thrived in the face of adversity. Women
demonstrated such resilience through their narratives, having the
determination to do whatever it took to improve themselves
(through education, for example), their future lives and those of
their children. However, he maintains that whilst most individuals
demonstrated the stages defined by Kübler-Ross (1969, 2005), a
small number did not show any stages; there was no evidence of
this within this study. Importantly, Kübler-Ross (1969, 2005) and
Bonanno, 2009 both acknowledge that acceptance allows life to
become liveable again; in our study acceptance was followed by an
inner-strength to live the best possible life.

Limitations

Although the access and recruitment strategies were ethically
robust, recruitment was limited as HIV specialists felt that they
were protecting the women. Some women may have been denied
an opportunity to tell their stories; something that may have been
therapeutic.
Like most qualitative findings, elements may only be transfer-
able to similar contexts. The experiences of women in this study
may or may not be similar to other women testing positive in
pregnancy. Furthermore, the women who chose not to participate
may have had a differing experience and therefore their voices are
not represented. Efforts were made to recruit women from diverse
racial and ethnic backgrounds; Black African women came forward
to participate and they are the biggest ethnic group affected by
HIV in the UK. The findings gave remarkable insights into black
African women's testing experience and gave these women
a voice.

The women who participated may have had some recall bias
concerning their experience after receiving a positive result and
this horizon of the event was time-situated (Gadamer, 1989). For
some, the time frame was recent; for others, a longer period as
diagnosis had elapsed, which may have aided a more reflective
account.
Recommendations

Women had a false sense of security, as midwives underplayed
the HIV test as ‘just routine’; problems were therefore unexpected.
Although HIV testing is routine, midwives should explain to
women that there is a small chance that the result will be positive
and what this may mean; given that our sample contained all
black African women, this is particularly pertinent.

All of the participating women received their results alone –

not accompanied by anyone. Women should be encouraged to
attend for their results with a trusted person. When a woman
wishes to receive her result without a known companion, a peer
support person could be offered. Many of the women con-
templated suicide or self-harm, therefore women's support net-
works should be established. In situations where a woman has no
support, her individual needs need to be assessed and support
must be provided.

Midwives should be better trained to support women who are
diagnosed with HIV. This should include appropriate commu-
nication of results, offering individualised support, maintaining
confidentiality and providing accurate information on the impact
of an HIV positive test. This latter point is particularly important,
as some participants automatically believed they had AIDS and
that death would be imminent. Women need explicit information
telling them the benefits of medication and, crucially, that the
transmission rate in children born to womenwith an HIV infection
diagnosed prior to childbirth is under 1% (Tookey, 2013). Midwives
should provide information on support groups following HIV
diagnosis and repeat this information throughout pregnancy and
post birth. In addition to training midwives, support staff should
also be trained (e.g. receptionists) to ensure that women's status
remains confidential and stigmitisation does not occur. Midwives
should recognise the potential consequences to women of
revealing their status to their partners and should not feel pres-
surised to disclose their results.
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