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ARTICLE INFO ABSTRACT

Keywords: Background: The death of a child is profoundly distressing for parents, often leading to acute grief and psycho-
Infant logical complications. Most bereavement research is from high-income countries, with limited generalisability to
Newborn low- and middle-income contexts where 98 % of newborn deaths occur. We explore the experiences of parents in
Neonatal care . .
Uganda following the death of their baby.

Bereavement P . . .. .

Grief Methods: Qualitative interviews were conducted with 11 bereaved parents whose newborn participated in the
Uganda OMWaNA trial and died while enrolled or shortly thereafter. In-depth interviews explored the experience of

Africa bereavement, the psychosocial impact, and economic consequences. Data were analysed using a deductive
thematic approach.
Results: The death of a baby was consistently associated with parental stress, information delays, and uncertainty
regarding the cause of death. While respondents reported a period of acute grief, many relied on their faith and
social support to cope. Expectations for bereavement care from health professionals were low and instead parents
focused on health professionals’ efforts to keep their baby alive and advice regarding future pregnancies. Despite
financial precarity, costs and loss of income, many parents appeared comforted that they had done all they could
to ensure the baby’s survival.
Conclusion: These findings illustrate the importance of understanding parental bereavement in different settings
and circumstances. Rather than health worker-led models of active bereavement care, respondents relied on
social support, their faith, and a focus on future pregnancies to ‘become strong.” Further research to understand
the longer-term impact of bereavement, men’s experiences and coping strategies could inform more contextually
appropriate bereavement care.

Statement of significance

Problem

There is limited evidence on parental bereavement following
newborn death in low- and middle- income countries (LMIC).

What is already known

Most studies are from high-income countries, with culturally specific
understanding of bereavement and more resources to deliver care.
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Studies from LMICs offer conflicting accounts of societal perceptions of
death and parental behaviour.

What this paper adds

This paper provides in-depth insights regarding bereavement expe-
riences of parents in Uganda, including psychosocial and economic ef-
fects. Respondents did not experience any overt social stigma. Our
findings emphasise that social networks are the main source of support
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and reiterate the importance of understanding parental bereavement
and delivering contextually appropriate bereavement care.

Introduction

The death of a child is a profoundly difficult experience, affecting the
families of 4.9 million children under 5 years of age [1] and 1.9 million
late trimester stillbirths [2] worldwide each year. In 2022, there were an
estimated 2.3 million deaths in the neonatal period (first 28 days of life),
comprising nearly half of under-5 deaths [1]. The burden is highest in
sub-Saharan Africa, which accounted for 57 % of under-5 deaths and
46 % of neonatal deaths [1]. In addition to increasing efforts to reduce
newborn deaths, there is a critical need to understand the experience of
bereavement to design and deliver contextually appropriate bereave-
ment care.

The Kubler-Ross model outlines five stages of grief as individuals
progress towards acceptance [3]. Bereavement care supports parents
and family members to move through the stages of grief and reduce
psychosocial stress and social isolation [4]. While traditional bereave-
ment care models supported parents to ‘let go’ of their loss, newer
models help parents to ‘hold on’ by touching the baby and creating
memories [5]. Active ‘grief work’ models encourage the bereaved to
revisit these memories to gradually accept their loss, with friends or
through formal counselling [6,7]. However, bereavement care and grief
studies are predominantly from high-income countries (HIC), with
culturally and temporally specific understanding of grief and bereave-
ment, including assumptions when a baby becomes a person [8,9] and
about the resources available to deliver care.

Although 98 % of newborn deaths and stillbirths are in low- and
middle-income countries (LMIC) [10], most evidence on parental
bereavement experiences following the death of a child is from
high-income settings. Whilst there are some published studies relating to
care following a stillbirth from LMICs [11], including psychosocial and
economic impacts [12], few consider deaths in the neonatal period.
Where available, studies often offer conflicting accounts of societal
perceptions of death and parents’ behaviour [13]. In addition to the
psychosocial impacts of bereavement, the potential economic impacts
are substantial and frequently overlooked. One UK study found stillbirth
to be associated with 10-70 % higher costs when compared to a liveborn
child [14], however there is little evidence from LMIC settings on the
economic impact of death of a newborn. Within Uganda, cultural and
personal beliefs regarding causes of stillbirths and neonatal deaths have
been found to vary between settings [8,15-18], with implications for the
provision of health and bereavement care.

The OMWaNA trial aimed to examine the impact of kangaroo mother
care (KMC) initiated before clinical stabilisation on neonatal mortality
and other important outcomes in Uganda [19,20]. KMC is an
evidence-based practice consisting of early, continuous, and prolonged
skin-to-skin contact, usually with the mother; promotion of exclusive
breastmilk feeding; early hospital discharge; and supportive follow-up at
home [21]. The OMWaNA trial recruited 2221 newborns weighing
700-2000 g across five Ugandan government hospitals between October
2019 and July 2022 [19].

Much of the evidence on bereavement is limited to deaths in health
facilities and excludes the experience of parents who spent time at home
with their infant prior to the death. While drawing on the perinatal
bereavement literature, which includes deaths in the first week of life
and stillbirths, we aimed to expand the evidence on bereavement related
to early infant death. Further, relatively little is known about parental
bereavement experiences in situations where the child was enrolled in a
clinical trial [14]. The aim of this paper is to explore the experience of
bereavement following early infant death among parents whose baby
participated in the OMWaNA trial. Specific objectives were to examine
a) the initial experience of bereavement; b) the psychosocial impact; and
¢) the economic consequences.
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Methods
Study setting

This study was conducted at one of the five hospital sites that
participated in the OMWaNA trial - a national referral hospital located in
Kampala, the largest city and political capital of Uganda. The hospital
has a 106-bed newborn special care unit (WHO level-2) [22], which
admits approximately 6800 neonates each year [23]. Mothers of neo-
nates receiving standard care stay in the postnatal ward and come to the
newborn unit every 2-3 h to feed their baby.

Study design and participants

This qualitative study recruited 11 parents whose newborn partici-
pated in the OMWaNA trial and who died while enrolled or shortly
thereafter [20]. Ethical approval to interview parents whose babies had
died was obtained as an amendment to the original study. During the
trial, KMC was initiated as soon as possible after randomisation among
newborns assigned to the intervention arm. To facilitate prolonged
skin-to-skin contact, mothers/caregivers of neonates in the intervention
arm stayed in the newborn unit with their baby. For newborns assigned
to the control arm (standard care), routine (intermittent) KMC was
initiated only after pre-defined clinical stability criteria were met.
Therefore, whilst some babies in the control arm received KMC, others
died before KMC was initiated.

Sampling and recruitment

A purposive sampling approach was used to recruit study partici-
pants. Parents were invited if at least one month had passed between the
death of their baby and the interview request. Both parents were invited
to join, although by the time the target sample size of 10 participants (5
from each trial arm) was reached, only mothers had attended interviews.
Following additional outreach, two fathers were invited to interview;
however, only one attended.

Data collection

In-depth interviews were conducted at the study hospital in April and
May 2022. Interviews took place within a year of the death. The inter-
view guide explored study objectives and sub-themes across parents’
experience of bereavement, the psychosocial impact, and the economic
consequences, which were identified a priori through a literature review
(Table 1). A Ugandan social science researcher, who had experience
leading in-depth interviews and focus group discussions, conducted the
interviews in Luganda or English, depending on participant preference.
Interview duration ranged from 30 to 60 min. Interviews were audio-
recorded. The audio-recordings were transcribed verbatim in the orig-
inal language by a Ugandan social science research assistant in coordi-
nation with the interviewer, and translated to English where necessary.

Table 1
Thematic analysis.
Theme Sub-theme
1. Experience of bereavement - Hope for survival

Discovery of death
Cause of death
Memory making
Care after the death
Impact on self
Relationship with partner and other children
Interactions with family and community
3. Economic consequences - Increased expenditure
- Reduced income
- Financial assistance

2. Psychosocial impact
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Participants were given monetary reimbursement [20,000 Ugandan
Shillings (~$5 USD)] for their time and travel costs. The study nurse
counsellor was available in the hospital, where the interviews took
place, to provide necessary psychosocial support whenever there was a
need. However, none of the participants in the study required referral to
the nurse counsellor.

Data analysis

This analysis primarily took a deductive thematic approach; three
themes of (a) experience of bereavement, (b) psychological impact, and
(c) economic consequences were identified based on existing studies of
perinatal bereavement from high-, middle-, and low-income countries.
Transcripts were anonymised to maintain confidentiality. Three inter-
view transcripts which had particularly rich descriptions were uploaded
to NVivo 12 to review the framework and add third level codes. The
framework was then applied to the remaining eight transcripts, using
this process for further refinement. The data were charted in a frame-
work matrix to organise data excerpts in a systematic way [24,25].

Role of the funding organisation

The funders had no role in study design; collection, analysis, or
interpretation of data; manuscript writing; or in the decision to submit
for publication.

Results
Participant characteristics

In total, 10 mothers, along with 1 father from the same couple, of 10
babies who died before 2 months of age were interviewed. Participant
age ranged from 20 to 34 years, with a mean age of 26 years (standard
deviation 4.7 years). Most respondents (8/11, 72 %) were married, and
the remaining three had a partner. Two respondents (male and female)
were married to each other but interviewed separately. Educational
level was mixed: eight had not completed secondary school, one
completed secondary school, and two graduated from university. Most
participants (6/11, 54 %) were employed and a further two were self-
employed. Three did not work and were reliant on their partner’s in-
come. For most participants, this baby was their first-born (7/11, 63 %).
One mother had five older children, and one mother had one older child.
For one mother and one couple, the baby who died was a twin, but the
other twin survived. Most babies died within the neonatal period, and all
died within the first two months of life. The characteristics of the babies
are provided in Table 2.

Themes

Three thematic areas were identified through a review of existing
studies of perinatal bereavement from high-, middle-, and low-income
countries to give insights on the experience of bereavement and its
impact. We started chronologically with the initial experience of
bereavement, with parents recounting what happened in the immediate
aftermath of their babies’ death: how they discovered the death and the
care that was provided at the health centre. Secondly, the interviews
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explored the subsequent impact of the death, on their emotional state
and their relationship with their partner, children, family, and com-
munities. Finally, the interviews explored the economic consequences of
the death, including the cost of treatment prior to the death and burial.
Sub-themes for each theme are shown in Table 1.

Theme 1: Experience of bereavement

Hope for survival. All babies with information on gestational age
available (9/10, 90 %) were born preterm. Many respondents initially
had “no hope that [s]he would survive” (R1, Mother, age 20). However,
many of the babies lived for several weeks which led to growing opti-
mism for survival. All parents, except two, named their baby despite
concerns about prematurity. In Uganda, naming is usually done after
birth, either immediately or after a few days.

Discovery of death. Three babies had been discharged from the
health facility and their deaths appeared sudden, in contrast to re-
spondents’ growing optimism for their survival.

“All that had stopped when we were at home. Our hope was restored;
the father and I were very happy and knew that our baby was going
to grow... On removing the child from the chest and breastfeed, I
realised the baby was no longer breathing. I did not believe it... I
shook and changed the child in different positions to confirm” (R1,
Mother, 20)

Eight babies were hospitalised at the time of death. Some re-
spondents found their baby dead or were present at their time of death,
but for some others, health workers delayed informing them of the
death.

“I reached and asked a nurse that I wasn’t seeing my baby and she
told me that she didn’t know and told me to ask the others, and I
asked another nurse who also told me that they didn’t know and told
me to check another ward. Ilooked for the baby in another ward and
the baby wasn’t there; that is when I thought about it that the baby
was dead.” (R11, Mother, 24)

The respondent knew her baby had died because health care workers
“hid it from me” and she knew that “whenever a baby had died, they would
take that baby away” (R11, Mother, 24).

Despite frequent communication delays, most parents had a positive
view of staff behaviour whose main role, parents believed, is to save
lives. Some parents reported empathetic treatment from staff, as “you
could really see that they put themselves in my shoes,” despite “beating
around the bush” (R5, Mother, 28) and avoiding informing them of the
death.

However, not all respondents felt they were treated with empathy.
One respondent wanted health workers “to know how you are doing when
you go back home but they don’t care about that, it ends when they tell you
the baby died” (R9, Mother, 21).

Cause of death. No respondents received a full explanation about
the cause of death. Some were unable to speak to health workers because
of their grief, while for others, it was discussed but they received only a
partial explanation from health workers.

“All I can say is that they told me it was an infection... they couldn’t
explain what sort of infection.” (R5, Mother, 28)

Without a full explanation, speculation about care was common.
Some parents had concerns about the level of care that their baby

Table 2
Characteristics of babies whose parent(s) participated in the study.
Baby 1 Baby 2 Baby 3 Baby 4 Baby 5 Baby 6 Baby 7 Baby 8 Baby 9 Baby 10

Gestational age at birth, weeks 26 30 26 Not known 34 36 30 34 35 32
Single or twin birth Single Single Single Single Single Single Single Single Twin Twin
Age at death, days 51 17 20 29 14 14 4 10 14 1
Location of death Home Home of relative Home Facility Facility Facility Facility Facility Facility Facility
Months between death and interview 3 Not known 4 9 Not known 5 Not known 7 Not known 4
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received and suggested that delays to care or equipment issues had led to
the deterioration of their baby’s condition:

“One time the power went off when we were here in the hospital and
the electricity shocked many of them especially those who were on
oxygen and that is when my baby changed and became weak.” (R7,
Mother, 20)

Some parents were taught how to provide care, such as feeding
through tubes, and often focused on the failure of these methods when
discussing the death. Several speculated that the baby had been released
from hospital too soon, although they tended to blame the lack of sup-
port from health workers rather than themselves:

“If only they had been calling us on the phone every four days; it
would have helped, and our child would still be alive.” (R4, Mother,
32)

Although some respondents mentioned thoughts of self-blame, most
blamed the care that had been provided by the health centre.

“Sometimes I ask myself, was I careless, was I lazy; did I contribute to
his death because they said the infection was caused maybe by hy-
giene, but I tried to be so clean. So, I keep thinking about that but
then I say, that probably it is God’s plan.” (R5, Mother, 28)

Religion was an important part of rationalisation, with many re-
spondents (7/11, 64 %) talking of “God’s plan”.

“I didn’t come with any child to this earth. If the One who gave has
taken, then I have no loss.” (R2, Father, 34)

While faith was typically a source of strength, one respondent
described her anger with God for “giving me a boy child and then God
taking him away” (R4, Mother, 32).

Parents did not focus on the cause of death “because it is now some-
thing of the past” (R3, Mother, 30), instead focusing on having healthy
pregnancies and healthy babies in the future.

Memory making. Most only held or touched the body after death for
practical reasons, such as verifying the identity or preparing the body for
burial. Some parents took photos or kept clothing, but felt the reminders
were distressing, at least in this acute phase:

“I took some photos on my phone but every time I look at them, I
become sad and cry.” (R6, Mother, 22)

Other respondents avoided reminders, although for different rea-
sons. Several wanted to avoid their emotions, while others didn’t see the
value of thinking about the dead:

“Because of the many thoughts I had, I deleted all the photos of the
child.” (R1, Mother, 20)

“I don’t think it is important... I can’t keep anything related to the
dead.” (R2, Father, 34)

Care after death. Respondents spoke of limited follow-up care after
the death of their baby, except for parents with a surviving twin.
Although respondents were interested in counselling from healthcare
professionals, their interpretation was ambiguous as many spoke of
medical information rather than bereavement support.

“The first support I needed was counselling, even to explain to the
parents the dos and don’ts for preterm babies.” (R6, Mother, 22)

The focus on medical information may have been influenced by the
interviews taking place at the hospital and a perception that the inter-
viewer was a healthcare professional, to which some respondents
alluded.

“If I got pregnant again, can you people be there for me and support
me?... Things like following up on me and calling up to check on my
progress and health.” (R3, Mother, 30)
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Theme 2: Psychosocial impact

Impact on self. Most respondents (9/11, 82 %) experienced the
death of their first-born and described the importance of the transition to
parenthood.

“They see it as a good thing because it makes one get respect.” (R11,
Mother, 24)

Conceiving and bearing a child offered purpose and social fulfilment.

“On the day I left hospital carrying a baby, I felt very alive, and I was
happy to be a mother.” (R3, Mother, 30)

Bereavement is a painful contrast to the initial fulfilment of parent-
hood. Respondents described their sadness, loss of appetite and physical
pain after the death.

“In that first month, February, I did not eat. Even when they told me
to eat, I failed. I always thought about my late child.” (R1, Mother,
20)

Becoming strong was an important narrative across all accounts,
using rationalisation and focusing on the future. Religion was an
important part of rationalisation, with many saying, “probably it is God’s
plan.” (R5, Mother, 28). Hope for future pregnancies was another coping
mechanism:

“I will no longer think about the past since I will be having another
baby.” (R1, Mother, 20)

Relationship with partner and other children. Most respondents
reported no change in their relationship with their partner: “we have
always been close” (R6, Mother, 20); although one respondent felt “the
bond became stronger” (R5, Mother, 28) through supporting and
confiding in each other. However, children and fertility were an
important theme in several interviews, particularly in relation to pre-
vious losses or relationship breakdowns. One respondent had experi-
enced nine neonatal deaths during a previous relationship(s) but said,
“my husband doesn’t know anything about it; he asked if I have children and I
said no and that I had never given birth” (R8, Mother, 25). Another
participant and her partner separated “when we spent five years without a
child” (R3, Mother, 30).

Many of the respondents had gendered expectations that “men act
strong” (R11, Mother, 24). Most women described how their male
partners were “the one functioning at the time” (R5, Mother, 28); leading
interactions with health workers, paying for medical treatment, and
arranging the burial. However, some men did express their emotions
freely:

“It was too much for him, he was crying.” (R6, Mother, 22)

Two respondents had older children and three respondents (one
couple and another mother) had a surviving twin. Most described
focusing their energy on caring for “the one that is still alive” (R2, Father,
34) and the fear that their other child might “also die at any time” (R10,
Mother, 27). However, for one mother, bereavement was initially a
barrier to caring for her surviving child:

“She didn’t want to enter the special unit the days that followed.
Even when the baby girl was still in the special unit, she feared to go
there.” (R2, Father, 34)

“T'had no energy to take care of Babi... I was also worried about Babi
but she gave me some hope. I spent two days without going to the
nursery to check on the baby because I was grieving.” (R11, Mother,
24)

Interactions with family and community. Grief was strongly
influenced by social norms whereby parents grieved openly during their
initial period of mourning, “because here we cry when we lose someone”
(R6, Mother, 22), before suppressing emotions publicly: “after some time
had passed, I would cry from the house” (R6, Mother, 22).
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However, some respondents who moved regularly for work or lived
away from their family grieved privately as, “in our community everyone
is on their own” (R8, Mother, 25). Another respondent avoided more
distant social contacts, such as people in the village, but valued her close
friends “with whom I shared my experience; my experience in the hospital
and the way the child died” (R1, Mother, 20).

Many spoke of the practical and emotional support offered by family,
friends and community members, including church groups. Some spoke
of the shared sadness that (particularly female) family members felt.

“They had prepared and bought so many things for the baby. But
when they heard about the child’s death everyone got depressed... I
noticed that it was my mother and sisters that were mostly hurt.”
(R3, Mother, 30)

Only one of the respondents reported experiencing any stigma
directly, although another said, “there will always be those that have ill
feelings against others; overall, most of the people care” (R1, Mother, 20).
Instead, the respondents spoke of the consolation they received from
others.

“According to my experience, I don’t think [stigma] is there because
people were there to comfort me.” (R5, Mother, 30)

“They used to encourage me while telling me that such things happen
and that [ have to be strong. They told me it was the will of God and
that I will make other babies.” (R5, Mother, 28)

“It was very comforting. When people are there for you, it eases the
pain.” (R7, Mother, 25)

Deaths were not associated with a sense of self-blame as many re-
spondents instead spoke of issues with the care provided by the health
centre. This may also reduce stigma experienced by parents.

Interviewer: “Do you think that it is shaming, or just like some dis-
eases, for example HIV, where people face stigma when one loses a
baby in our communities?”

Respondent: “I think that we grieve but others don’t feel pity for you
because you got it out of carelessness in the case of HIV.”

Interviewer: “What about when your newborn baby has died?”

Respondent: “They don’t stigmatise you because it’s normal people
die.” (R9, Mother, 21)

Not all respondents experienced positive support from family and the
community. Some responses were more forceful and repressive which
may be due to their own experience of bereavement of social expecta-
tions regarding grief:

“They told me that if I wanted to stay alive, then I shouldn’t cry...
When I failed to control the tears, the people at home started barking
at me... Then someone comes and mocks you that you think you are
the first to lose a child! Such a statement takes away all your
strength.” (R3, Mother, 30).

Theme 3: Economic consequences

Increased expenditure. To pay for medical treatment while their
baby was alive, many respondents and their partners needed to with-
draw savings or borrow money:

“He borrowed the money and sent it to me, 30,000 Shillings. I
withdrew the money and paid the nurse to give the baby treatment to
help in breathing... whenever we needed anything, he used to
withdraw the money and, at the end of it all, he ended up using
1500,000 Shillings of the savings.” (R8, Mother, 25)

Most participants reported that treatment was dependent on (often
recurring) payments, creating a double burden of uncertainty and
financial hardship. Some reported having to pay to buy drugs from
private pharmacies outside the hospital, which is common practice in
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Uganda due to frequent stock-outs within government health facilities.
“I had to buy the drugs continuously.” (R2, Father, 34)

Other respondents spoke of paying health care professionals them-
selves for the drugs, suggesting that staff may have been soliciting bribes
for treatment, which is a separate issue to medical stock-outs.

“The nurse got the medicine from where the baby was, she did not
get out of the hospital she got it from within. The nurse told me to
pay her/him 35,000 Shillings in order to treat the baby and that,
without the money, she was not going to work on the baby.” (RS,
Mother, 25)

Participants also had to pay to retrieve the body, transport the body,
and organise the funeral. While the proportion of the income or savings
that these expenditures represented could not be clearly established, one
respondent said that her partner spent 1.5 million Ugandan Shillings
(approximately USD 400), which is 100 times higher than the median
household out-of-pocket monthly expenditure on health [26].

Despite the financial hardship, respondents appeared satisfied that
they had done all that they could to save their baby’s life, often going
beyond their own means to do so.

“I wanted my baby to survive, even if a lot of money was to be used as
long as my baby survived. But unfortunately, the baby died after
spending money.” (R9, Mother, 21)

One respondent regretted that she hadn’t been asked to buy addi-
tional medicine as, “maybe the baby wouldn’t have died” (R10, Mother,
27).

Reduced income. Most participants reported a reduction in their
income due to time spent at the hospital, recovery from caesarean sec-
tion, or grief:

“I spent two months without working because I did not have the
energy to work.” (R8, Mother, 25)

“My husband was not working; he was home with me because he
couldn’t leave me by myself.” (R7, Mother, 20)

The reduction in income was temporary as many spoke of the
financial need to return to work:

“I was able to go back... I have to work because we need the money.”
(R1, Mother, 20)

However, decreased productivity or reduced income due to
bereavement once they returned to work was not mentioned by any
respondents, despite some being self-employed which means that
reduced productivity would impact their income directly.

Financial assistance. A recurring theme was financial support from
family and community members, which was absent from the existing
literature. Some financial assistance was targeted for specific costs, such
as medication or burial.

“They helped my husband with burial arrangements by giving him
money.” (R7, Mother, 20)

Some received general condolence money, which was an important
source of comfort.

Respondent: “Whenever people came and consoled me with money, I
became strong.”

Interviewer: “So, money somehow healed your wounds.”

Respondent: “Yes, it healed my wounds. I had consumed all the
business capital, but the condolence money assisted me with getting
back on my feet and I pushed on with life.” (R3, Mother, 30)

The financial support that friends and family provided, alongside
emotional support, appeared to play an important role in helping re-
spondents to cope and ‘grow strong’ following their bereavement.
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Discussion

This in-depth, qualitative study of parents’ experience of bereave-
ment following the death of their baby in Uganda and its psychosocial
and economic effects, adds to the limited evidence on bereavement care
in LMIC settings. Despite the stress and uncertainty at the time of their
baby’s death and acute grief, respondents spoke of the support offered
by family and community members and the strength they found in their
religious faith. In contexts with high rates of neonatal mortality, often
due to preterm birth complications [27], studies have found a sense of
fatalism among some parents of preterm babies. This fatalism can affect
uptake of healthcare, including the provision of KMC [28,29]. These
findings were not supported by this study, as parents spoke of their
growing optimism about their baby’s survival and hope for future
pregnancies.

Many of the respondents discussed stress and uncertainty at the time
of their baby’s death, which may reflect health workers’ lack of time or
skills to provide compassionate bereavement care. Providing parents
with clear and accurate information, including on the cause of death, is
central to the principles of family-centred and high-quality care [30].
Health workers in Uganda receive minimal formal training on
bereavement care, particularly regarding communication with parents
[18]. This leads to some staff avoiding parents in the hope that someone
else will inform them about the death, as reflected in some participants’
accounts. A study in Nigeria found similar avoidance or even deception
among health workers and family members, which several attributed to
the need for the mother to recover physically from labour [31]. Studies
in Malawi and Zambia also found that some women felt they had been
“deprioritised” as health workers focused care on women with live ba-
bies [32]. Distancing from bereaved parents may also be a strategy for
self-protection for staff to manage their own feelings [33].

A meta-summary of women’s experience of stillbirth in LMICs found
that poor communication, neglect, and insensitivity on the part of health
workers led to women feeling dissatisfied with their care [11]. Poor
communication can also exacerbate grief and may lead to long-term
emotional and psychological ill health [32]. Although some re-
spondents spoke of concerns about the care their baby received while
alive, others spoke of the compassion with which they were treated after
the death. While other studies have considered health workers’ per-
spectives [18], infrastructure requirements, and training methods [34],
further research with parents and health workers could identify ap-
proaches to bereavement care that recognise the needs and constraints
of both groups.

Although no respondents received a full explanation of the cause of
their baby’s death, many received partial explanations and speculated as
to other reasons. In contrast to previous studies which found that still-
births or early deaths at home were believed to stem from witchcraft or
bad omens [13,15,16], most participants’ reports focused on medical or
clinical factors associated with the care their baby received. This could
be due to several reasons. Being interviewed at the hospital where their
baby died may lead them to focus on the health care that was provided
rather than other factors. It could also reflect respondents’ engagement
with medical facilities through the birth and subsequent care or social
norms among relatively educated and urban populations compared to
some previous studies. A recent study from northern Uganda also found
perinatal deaths are commonly associated with biomedical explanation,
in contrast to the past when they were attributed to superstitious beliefs
and witchceraft, or as a consequence of unacceptable social behaviours
[35]. Despite an apparent lack of self-blame, participants may prefer to
focus on health care providers’ actions rather than their own out of fear
of being blamed for the death themselves. Being back in the hospital may
also trigger intense feelings and memories, some of which they may not
want to share with the interviewer. Despite the discussion of medical
causes of death, many participants spoke of the death being ‘God’s plan’
which was used to rationalise deaths and as a source of strength [8].

In contrast to much of the bereavement literature, often from high-
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income countries [6,7], memory-making practices did not resonate
with participants. Many preferred not to have reminders of their baby
and instead focused on the future. A study in Malawi, Tanzania, and
Zambia found that some women defied cultural norms to hold their
stillborn babies and discreetly keep some mementoes (such as medical
records) [32]. This study noted that these processes of memory-making
are less frequent in African settings, where rates of infant mortality are
high, and where focusing on “letting go” can be a coping strategy for the
bereaved [32,36]. However, the interviews took place during the first
year of bereavement and parents’ attitudes towards memory-making or
active grief work may change. For example, reminders may be painful
during acute phases of grief but may be valued more highly after some
time has passed. After a period of acute grief, respondents focused on
‘becoming strong,” echoing the stages model of grief which describes
progression of emotions from denial and isolation towards acceptance
[3]. Other studies have observed the life-long impact of bereavement,
particularly amongst parents who have experienced the death of a child
[37]. A study with a longer time horizon that enables follow-up of
participants at multiple points throughout their grief journey could
build a more complete picture of the bereavement experience and what
a high-quality bereavement care package would comprise in a
low-resource setting.

In contrast to the existing literature, which describes parents
avoiding public memorials after a perinatal death due to fear of social
stigmatisation [13,38], respondents did not report keeping their baby’s
death a secret or experiencing any overt stigma from family or com-
munity members. This may be due to varying social norms regarding
deaths at different points in the perinatal period (e.g., stillbirths versus
neonatal deaths), or differences in perceptions of perinatal deaths across
different contexts. Another study from northern Uganda found that
public mourning was encouraged at babies’ funerals to show sympathy
for the parents and create a sense of solidarity [17]. This was echoed in
our findings, with some respondents speaking of shared sadness,
particularly with female relatives. Between respondents, the extent to
which they shared their grief tended to reflect their social ties, and they
often preferred to confide in close family and friends rather than more
distant social contacts.

Our findings support existing evidence that social networks,
including faith communities, are the main source of follow-up support,
offering help with domestic work, childcare, and financial support [11,
12,39]. After sharing their grief, respondents valued distraction and
support to become strong. This may echo other studies which found that
grief is believed to cause infertility [40]. Focusing on future pregnancies
and rationalising through their faith were important coping mechanisms
[8,35]. Although no respondents received follow-up care from health
care professionals, they wanted advice for future pregnancies rather
than bereavement support. This may also have been influenced by the
interview setting, as many respondents closed the interview with med-
ical questions for the interviewer. Further research with family and
health workers could identify additional coping mechanisms that could
support bereaved parents — including during subsequent pregnancies.

Although most of our respondents did not have other living children,
those with children spoke about the impact on their relationship. Caring
for a surviving twin while grieving can result in complex and divergent
emotions [41]. One respondent spoke of her temporary inability to care
for her surviving twin due to her grief, while others appeared to put their
grief on hold while focusing on their surviving baby.

Little is published about the financial consequences of infant loss,
particularly in low-income settings. The evidence on the financial
impact in this study was limited to interview responses, which focused
on the cost of treatment while the baby was still alive and payments to
health care professionals. This may not present a full picture of all
financial expenses and opportunity costs to households. Although
routine maternity services are provided free of charge in government
health facilities in Uganda [42], stocks-outs of medical supplies and
drugs mean that out-of-pocket payments for childbirth are the norm
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[17]. The higher costs for treatment and burial were further exacerbated
by a reduction in income during the period of mourning, although re-
spondents did not report any longer-term effects on income due to lower
productivity after returning to work [43].

A recurring theme in this study regarding financial support from
family and community members was absent from the existing literature.
Participants spoke of relatives ‘filling the gap’ in their finances by
helping pay for medication and funeral costs. Some financial assistance
was targeted to specific expenses where the parents’ finances fell short;
however, some individuals also provided more general condolence
money when they came to comfort the bereaved. Parents appeared to
have more discretion to spend condolence money and spoke of it helping
to ‘heal my wounds’ and get back on their feet.

Despite a context of financial precarity, most respondents took
comfort from the fact they had done all they could financially to ensure
survival of their baby. Despite the suggestion that infant bereavement
led to higher costs for both treatment and burial, as well as reduced
income during the period of mourning, this cannot be concluded
definitively without further research. We found that male partners
typically took on traditionally gendered roles, including making pay-
ments for care. Further research with male partners could provide more
insights on the financial impact of losing an infant as well as men’s
experience of bereavement.

This study had several limitations. Grief is not linear, which creates
methodological challenges in deciding the right time to collect data as
well as a lack of consensus on appropriate measures [5]. The amount of
time which had elapsed between the death and the interview varied, and
the interviews reflect self-reported feelings at one point in time. There
may be some decisions they accepted at that time but later regret, such
as deleting photographs because the memories were too painful. Re-
spondents were recruited from the OMWaNA trial which may have
affected their experience of bereavement and their interview responses.
Respondents were recruited from one of the five trial hospitals. Partic-
ipants at other sites may have had different bereavement experiences.
The interview location may have also influenced responses, which were
more medicalised than much of the existing literature. Respondents
appeared to perceive the interviewer as a member of the clinical team,
which may have limited any critical responses regarding the care pro-
vided. Except for one father who participated in this study, male part-
ners, family and community members, and health workers were not
included; thus, our findings are limited to external perspectives of these
stakeholders’ experiences of death. Other studies have suggested that
fathers lack adequate support and attention following bereavement
[44]. Finally, this study intended to explore differences between par-
ticipants whose baby had been assigned to the intervention arm (KMC
initiated prior to stabilisation) and those whose infant had been assigned
to the control arm; however, it was not possible to ascertain any dif-
ferences between the two trial arms. Strengths of this study included a
local Ugandan social scientist conducting the interviews, a standardised
interview format, and a systematic approach to thematic analyses.

Conclusion

Parents in Uganda who experience the death of their baby described
stress and uncertainty at the time of the death followed by a period of
acute grief. Rather than health worker-led models of active bereavement
care, respondents relied on support offered by family and community
members, using their faith and a focus on future pregnancies to ‘become
strong.” These findings reiterate the importance of understanding the
experience of infant death in different settings and circumstances.
Further research is needed to understand the longer-term impact of
bereavement including on future pregnancies, experiences of male
partners and other family members, the effects of practicing KMC and
participating in clinical trials, and how coping mechanisms could inform
more contextually appropriate bereavement care.
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