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Abstract

Objective
The objective for this study was to explore women’s perceptions of
and satisfaction with nursing care they received following stillbirth
and neonatal death in villages around a community hospital in
Lilongwe.

Methods

This qualitative, exploratory study through a mixture of purposive
and snowball sampling, recruited 20 women who had lost a child
through stillbirth or neonatal death in the past 2 years. Data were
collected through semi-structured interviews in the privacy of
the homes of the women. All interviews were tape-recorded and
transcribed verbatim and were analyzed using thematic analysis.

Results

Almost half of the respondents expressed satisfaction with
the way nurses cared for them after experiencing perinatal loss,
although some felt unable to comment on the quality of care
received. However, several bereaved women were dissatisfied with
how nurses handled their loss. They noted nurses not providing
attention or explanations and some even attributed the death of
their child to nurses’ neglect.

Conclusions

Interventions are needed which foster awareness where nurses
become more sensitive to the mothers’ emotional needs in an
equally sensitive health care system. There is also need for more
research into care provided following perinatal deaths in resource-
poor settings to increase the evidence-base for informed and
improved care for women who have experienced child loss.

Introduction

Perinatal loss, is a devastating but common expetience.
Approximately 4 million neonatal deaths occur each year,
accounting for 36% of deaths worldwide in children
under five'. Malawi’s perinatal mortality rate is among the
highest in the world; it was 36 in 2004, down from 46 in
2000°. Regardless of national rates, for the woman who has
lost a pregnancy or a newborn, the experience is always a
devastating event, perhaps especially in a society like Malawi
where childbearing is greatly valued.**

Perinatal loss involves the loss of the hoped for, planned
for, and anticipated child, and a sense of failure to become
a parent.”®” This makes perinatal loss particulatly traumatic
because the (anticipated) child is so much a part of the
patental identity’.

Few qualitative studies have explored women’s experiences of
nursing care following perinatal death in Africa, but a number
of studies have examined women’s experiences of antenatal
and obstetric services ' including Malawi.'"'>"  While
some studies show that women were generally satisfied with
the cate they received from health care providers', a number
of other studies show that women frequently received

suboptimal maternal care, with women reporting clinical
neglect, insufficient explanation, strained relationships,
verbal and sometimes even physical abuse from nursing
staff. Given the increased care needs of women following
stillbirth and neonatal death, it is pertinent to examine their
experiences and perceptions of maternal care received from
nurse-midwives.

Methods

A qualitative research design was chosen for this exploratory
study because it was important to hear the views and
experiences of the women in their own words. Twenty
women from 10 villages around a community hospital who
had experienced stillbirth or neonatal death in the last two
years and had been cared for by a nurse at the hospital were
selected . Initially, 12 participants who met this inclusion
criteria were selected from perinatal loss records of the
hospital. However, because some women’s whereabouts
could not be traced we changed to snowball-sampling. We
contacted potential participants through two primary health
care workers.

The investigators were aware of the possibility of recall
bias after 2 years for some women and therefore follow-
up interviews with the women to clarify any issues were
considered but not feasible due to limitations of time and
financial resources. However, this was counter-balanced by
the fact that most of the women recruited into the study had
experienced child loss in the past one and a half weeks to
four months preceding the interview. It was assumed that
they could still remember how nurse-midwives had cared
for them during their hospital stay. While 20 is a small sample
size it is typical for qualitative studies because there was
saturation of data as no new information was being gathered
after interviewing 20 women. The 20 interviews enabled us
to identify patterns across individual interviews and obtain
initial insights into care experienced. The first (AS) and third
(WC) authors conducted semi-structured interviews where
the main question was “Tell me your general feelings about
the nursing care you received at the health facility following
stillbirth or the death of your newborn”. Women were
interviewed in the privacy of their homes in their vernacular
language Chichewa. Interviews were tape- recorded,
translated into English and transcribed verbatim.

The Malawi College of Medicine Research and Ethics
Committee approved this study. Before giving verbal informed
consent, participants were told about aims of the study, the
inclusion criteria, the confidential and voluntary nature of
their participation and that they were free to withdraw from
the study at any time or refuse to answer any questions if it
caused them any distress. The interviews were tape-recorded
with their permission. To ensure anonymity, each participant
was given a code number. It was anticipated and indeed
noticed that for some women the interview brought back
painful memories. To minimize the psychological distress
and offer a coping-mechanism, participants were assured
that WC, a qualified community nurse, would from time
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to time be available in the community with students on
clinical practice should they need professional support as
they grieve their loss. The participants were told of this free
service at the end of each interview to avoid the possibility
of their being coerced to participate in the study. After each
interview, the researcher left her mobile telephone number
with the participant to call her should any need arise. No
participant withdrew from the study.

The data were analyzed using thematic analysis. AS and
WC read all transcriptions and checked them against the
recordings for accuracy. Data analysis was based on an
adapted procedure as described by Colaizzi'. Initially, all
transcripts were read to develop an overall understanding of
the experience. Then, statements which appeared significant
inthelight of the research questions were coded and subjected
to further, in-depth analysis. Field notes aided the analysis
process by providing a reminder of key statements made
by participants during the interviews. Finally, a description
of each theme and sub theme was generated. AS and WC
analyzed the transcripts separately then compared and revised
findings until consensus on themes and interpretation was
reached. This, together with the checking of the accuracy of
transcripts and translations based on the original recordings
will have enhanced the study’s dependability and credibility."

Findings
Characteristics of women

The 20 participants, ranged in age from 17 to 33 years (Mean
= 20.4 years) and had educational levels from standard 2
(primary) to form 3 (n=2). Most women were engaged in
petty trade like selling small scale farm produce such as
vegetables, tomatoes, and maize. 19 were married and one
was single. Six had unplanned pregnancies. Parity was from
one to nine (Mean = 3.5, Mode = 3).

Prior to the interview, 16 women had experienced perinatal
loss from one and a half weeks to four months with one
woman at 19 months as the longest period. Therefore the
participants had experienced perinatal loss relatively recently.
This will have facilitated recall but also meant that for some
respondents talking about their experience may have been
particulatly sensitive. However, as mentioned earlier, we
were able to ensure that ongoing professional support was
available from a community nurse interviewer also  trained
in providing psychosocial support.

Women’ accounts of care

The women described the experiences they went through
soon after stillbirth or the death of their newborn child while
being attended to by a nurse-midwife. Analysis focuses on
four themes: (1) women’s response to the loss, (2) women’s
experiences of care received, (3) women’s expectations of
nursing care, and (4) women’s coping strategies in dealing
with their loss.

Responding ro the Loss

Expectation for something positive

All the women, said that they were looking forward to
having a baby and expressed grief at the loss . Women used
words such as kusweka-mtima (broken-hearted) to describe
how they felt when they miscarried or their neonates died.

[ was filled with sorrow because I was expecting
something, [ was cagerly waiting, and [ was also happy
that [ would have a baby: [ was heart-broken. .. 1 become
depressed especially when 1 see other peoples’ children,

bur I try to encourage myself to think that it happens
(Interview 3)

Respondent three’s reaction suggests that perinatal loss is
a traumatic experience because it thwarts expectations; the
hoped for, planned for, and anticipated child.

A few women related their emotional distress to the work
involved in a pregnancy, and this work having been in vain:

[ was depressed because ndinapitapachabe (I wenr in
vain) (Interview 6)

‘Kupitapachabe’ which is literally translated as ‘to go in
vain’ has the connotation of doing work for nothing when a
woman miscarries.

1 felr very sorry for myself because it was as if I had
worked for nothing (Interview 18)

Womens’ explanations of the possible causes of perinatal
loss

A few interviewees attributed their (unborn) baby’s death
to external factors, including blaming other people for the
loss. Thus, two women suspected that their husbands were
promiscuous and that their behaviour had significantly
contributed to their perinatal loss.

[ think [ had a miscarriage because of the sexually
transmitted infection my husband passed on ro me
(Interview )

According to local interpretations, affairs can lead to
pregnancy problems including miscarriages or stillbirths.
One participant attributed the loss to a relative with evil
intensions who she suspected bewitched her:

Someone who is my mothers relation did notr want me
to give a normal birth; she wanted me to die during
deﬁfey (Interview 6)

More common was attribution of loss to medical procedures,
and blaming health practitioners for the death. Two women
mentioned a medical procedure of inserting tubes into their
babies’ noses during oxygen therapy as having contributed to
their neonates’ deaths. Three other women blamed it on the
nurses’ negligence, and in the words of one:

[ think it is the nurses negligence because if she had
artended ro me a way could have been found to save m
baby; either through an operation or widen the wa é;
the baby ro come out as it was done for my seconoéorn
(Interview 9)

However, five participants said that the death of their
(unborn) baby was God’s wish.

Women’s experience of care received

When asked to comment on the quality of care they received
from nurse-midwives, women referred to both positive and
negative episodes in terms of physical and psychological
aspects of care.

Physical aspects of care received

Women’s interpretation of the quality of care received
depended in part on the kind of physical or medical care
received. For instance, one woman was asked what the
reaction of the nurse-midwife was after the death of her
newborn:
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Accora’//% to me [ think she took good care of me as her
patient. During labour [ was well attended to up to the
time [ had a scillbirch, and after giving birth to a dead

baby; she cleaned me up, pushed me on the wheel chair
and laid me on the bed, and I felr thar the nurse had
really cared for me (Interview 18)

The respondent had a positive perception of care due to
a nurse-midwife performing basic (cleaning the patient)
nursing tasks. On the other hand, several women described
feelings of abandonment or not being supported by nurse-
midwives during labour and at the time of their loss.

Ifonly she was close to me at the time [ was calling for
her; [}:zm sure my child could have been alive now bur
she went away when the baby was abour to come our
(Interview 11)

Some women had noticed complications during labour or
birth and had felt that their newborns would not live for
long without medical intervention. They reported that they
verbalized their concerns to nurses on duty but felt that the
nurses did not take their complaints seriously and neglected
them and their babies.

Psychological aspects of care received
Lack of empathy and attention.

Some nurse-midwives said words of comfort which bereaved
women found encouraging:

She said I should nor worry too much because thar is
how God planned it, He gives and takes away so maybe
God will give me another gift at a later time (Interview
18)

However, substandard psychological aspects of care were

reported as well. Several women found that nurse-midwives

lacked warmth and sensitivity and they felt they were cared for
in a business- like manner. They reported that the nurses did
not show any empathy by saying words of encouragement or
counselling them following their stillbirth or neonatal death.

All participants wanted the nurse’s attention soon after
experiencing perinatal loss and they were disappointed when
they were not adequately attended to.

There is nothing thar they were do//;g, when the child
died, they were just walking about. (Interview 6)

Some women were themselves hospitalized at the time of
their infant’s death, and they wanted some nurse’s attention
and meaningful interaction with them at this crucial time

In the extract below, the respondent points to the absence
of a nurse

After delivery she did nor come to my bed to artend ro
me bur a different person in a green uniform is the one
who came (lnterview 19).

Staff wearing green uniform are cleaners who are often
called upon by nurse-midwives to assist them carry the baby
to the maternity unit after delivery..

Lack of explanations

Women viewed their nurse-midwives positively where they
explained to them the possible cause of stillbirth or the
child’s death. However, twelve women said that the nutses-
midwives did not offer any explanation as such these women
gave their own explanations as to what may have caused their
perinatal loss, such as suffocation, God’s will or witchcraft.

Nurse-midwives know better

A few participants expressed difficulty evaluating care; they
mentioned that the nurse-midwives knew better and it was
up to them to decide what was best for the client.

Discussion

Our findings highlight how problematic a stillbirth or
neonatal death can be for Malawian women; women
expressed profound grief regardless of the number of
earlier pregnancies, number of living children or whether
the pregnancy had been planned. The importance women
attach to bearing children in Malawi may have aggravated
their sense of loss*.

One of the most important tasks of nurses is to provide
client-centred care, which calls for reflective listening, use
of empathy and excellent communication skills'*"” Patient-
centred care is generally deemed important, but will be
especially important when dealing with women who have
gone through the traumatic expetience of a stillbirth or
neonatal death' Several women perceived that the care
received was of good quality, sometimes on the basis of
basic attendance to their physiological and medical needs.
On meeting their psychological needs, women who positively
described their nurses were pleased with the manner in
which nurses empathized with their loss, demonstrated by
the nurses talking to them to console them on their loss.
Providing explanations to women themselves and their
relatives was seen as a positive aspect of care as well. These
findings resonate with other studies which identified several
supportive nursing care behaviours: provision of social,
emotional and physical support, making time to be available,
showing compassion, , giving information, explaining the
cause of death, listening and respecting women’s opinions'”*’
However, a number of women point to substandard care
during or after birth in terms of physical or psychological
aspects. Eight respondents expressed dissatisfaction with
the nursing care provided while three commented on the
positive aspects of nursing despite their dissatisfaction.
Some reported neglect of their emotional needs; nurses
did not spend much time with them after the death of the
baby or offered no words of encouragement to the would-
be mothers. These findings are not specific to Malawi or
resource-poor settings; participants in a UK-based study
reported that staff were cold, impersonal and felt that they
left them alone for too long®" Although technical competence
is important, physically being with the bereaved woman
conveys emotional presence and connectedness and shows
that the client matters to the nurse’. Moreover, nurses must
acknowledge the meaning which women attach to their
pregnancies and the significance of the baby to them in a
society that highly values childbearing. If nurse-midwives
display understanding of women’s feelings about losing a
wished-for child, this may likely help women cope with their
loss’.

There is a risk that health professionals view perinatal death
from a medical perspective focusing on the physiological
factors only. This may lead them to trivialize it, for example,
regarding a stillbirth as a failed conception which contrasts
with women’s perspective of their loss as an emotional and
symbolical event” Instead of empathizing with women’s
unique grief experiences, nurses often act according to the
institutionalized norms of dealing with bereaved women**
This can lead to depersonalisation and ‘mechanical’
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interactions, and grieving women will therefore perceive
nurse-midwives as uncaring.

While some respondents expressed disappointment at the
nurses’ attitudes and professional negligence, some appeared
unwilling to comment on their conduct and suggested
that nurses were best qualified to know which type of care
was best. Other studies found as well that respondents
are reluctant to critique health professionals as they think
that this may be considered rude and ungrateful®' It is
argued that women are reluctant to discuss quality of care
partially due to institutionalized norms according to which
patients are expected to be passive and show subservience
to medical authorities and are considered (and consider
themselves) too uninformed about healthcare to comment.
These expectations and norms seem particularly relevant
when patients, like most of our respondents, are relatively
uneducated and poor.

Women may attribute their loss to God’s will, fate or
witcheraft in part because they receive insufficient medical
explanations. Medical explanations are desirable because
child loss gives rise to feelings of personal helplessness and
self-blame, which accurate information about the baby’s
death may ameliorate.” In addition, we discussed how some
women attributed death of their baby to nursing behaviours.
Women’s accounts may reflect actual negligence, but this is
not necessarily always the case. If alternative explanations
for the death of a baby are available, providing these may
prevent overly negative perceptions of care. This in turn may
well foster future use of maternity care, which is important
in order to prevent loss and improve maternal and neonatal
health.

Despite the study being small-scale and exploratory in
nature, the findings can form a starting point for developing
best practice guidelines for application in similar settings. In
addition, there is a need for more research into care provided
following perinatal deaths in resource-poor settings to
increase the evidence-base for informed and improved care
for women who have miscarriages, stillbirths or whose baby
dies soon after birth.
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