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Abstract
Stillbirth rates in Australia have remained stable in the past 20 years, with some 2,000 families
affected each year. Despite this, research into the multi-dimensional impact of stillbirth remains
limited. Most research to date focusses on the immediate needs of bereaved mothers,
particularly grief and the response of health professionals in hospital settings. What is needed
from research is a deeper understanding of the impact of stillbirth on fathers, siblings,
grandparents, family systems, mental health, relationships, employment and workplace
productivity. The relationship between the experience of stillbirth and social constructs,
gender, parenting, stigma and attachment also requires closer attention. Surprisingly, the
economic impact of stillbirth is poorly described. The direct and indirect costs of stillbirth in
Australia from 2016-2020 is estimated to sum $681 million highlighting the need for action to
reduce stillbirth and its devastating and pervasive impacts on those bereaved, and Australian

society.
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Stillbirth affects approximately 2,000 Australian families each year (Australian
Institute of Health and Welfare, 2018). For many, the bereavement has life-changing impacts.
Over the past 20 years, and despite advances in medicine, the Australian stillbirth rate has
remained relatively unchanged (AIHW, 2018). Research into the psychological impact of
stillbirth is a growing yet mostly under-researched area. The majority of research to date has
focussed on the impact of stillbirth on women and the response of health professionals to
such pregnancy outcomes. The broad aim of these studies has been to improve the provision
of health care in hospital settings. Stillbirth research has less often considered the experience
of men and the cultural and social factors that impact the lived experience of stillbirth for
bereaved parents.

This literature review aims to explore what is known about stillbirth and the complex
impacts of this experience. It will commence by defining stillbirth, both in an international
and Australian context. From here, the multi-dimensional impact of stillbirth will be
considered, including not only the emotional and psychological consequences but also the
broader reaching financial and social implications of such loss. Important to this body of
research, models and theories of grief relevant to stillbirth will be explored and discussed.
The cultural experience of stillbirth will also be investigated along with experience by
gender. To conclude this review will present key limitations in the literature and recommend
areas for future research.

Defining Stillbirth

To appropriately review the literature, it is important to first define common terms in
the stillbirth field. In Australia, stillbirth is defined as a baby born without signs of life, whom
1s of 20 weeks gestational age or weighs 400 grams or more (Hilder, Li, Zeki, & Sullivan,

2014).
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Stillbirth is often discussed interchangeably with the term ‘fetal death’, but it is
important to understand the distinction between the two. Fetal death is a broader term which
encompasses stages of pregnancy prior to 20 weeks’ gestation and does not recognise birth
(Perinatal & Maternal Mortality Review Committee, 2013). Due to this distinction, stillbirth
is the preferred term used in Australia (Froen et al., 2011).

Neonatal death and perinatal death are also terms used in the stillbirth literature.
Neonatal death is defined as the death of a baby in the first 28 days following birth (Hilder et
al., 2014). Perinatal deaths are considered the combined sum of neonatal deaths and
stillbirths. This sum is commonly reported as a ‘perinatal mortality rate’ which is reported as
the number of perinatal deaths per 1000 births (Hilder et al., 2014). This is distinguished
from the World Health Organisation (WHO) who refer to a “stillbirth rate’ as the number of
fetal deaths per 1000 births (World Health Organisation, 2016). It should be noted for
international comparison that the WHO defines stillbirth as the death of a baby who is of 28
weeks or greater gestation, or weighs 1000 grams or more, or is at least 35 centimeters in
length (WHO, 2016). And yet another definition, the ICD-10 classification, describes
stillbirth as the death of a baby whom is of 22 weeks or greater gestation, or weighs 500
grams or more, or is at least 25 centimeters in length (WHO, 2016).

It is important to highlight the international differences that exist in defining stillbirth.
Similar to Australia, in New Zealand babies are considered stillborn from 20 weeks gestation
or from 400 grams birth weight. In Canada, stillbirth encompasses all fetal deaths from 20
weeks gestation or from 500 grams birth weight, while in the United States of America
stillbirth includes all fetal deaths from 20 weeks gestation but expressly excludes deaths
resulting from termination of pregnancy. The United Kingdom (UK)) defines stillbirth as all
fetal deaths from 24 weeks gestation, while across Europe, there is greater variation with

gestation ranges from 16-26 weeks (Hilder et al., 2014). The variation in stillbirth definitions
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creates difficulties in comparing data cross-culturally. The WHO’s definition may enable
global comparisons but also clearly contributes to under-representation of the prevalence of
stillbirth.

Prevalence of Stillbirth

It is estimated that worldwide 7000 women a day experience stillbirth with 2.6
million third trimester stillbirths reported in 2015 (Lawn et al., 2016). Ninety-eight percent of
stillbirths occur in low- and middle-income countries (Lawn et al., 2016). Causes of stillbirth
gleaned from countries with reliable data indicate that 7.4% of global stillbirths result from
congenital abnormality. A staggering 66.4% of disorders found to be associated with stillbirth
are modifiable; these include maternal infections, non-communicable disease, nutrition,
lifestyle factors, prolonged pregnancies and maternal age greater than 35 years. Causal
pathways are also reported to frequently involve placental dysfunction (Lawn et al., 2016).

In Australia, six babies are stillborn each day, accounting for one in every 135 births
(Stillbirth Foundation Australia, 2018). In 2012 there were 1,832 stillborn babies in Australia,
comprising two-thirds of all perinatal deaths. In their report, Hilder et al. (2014) summarise
the causes of stillbirths in Australia. From 2004-2008 the main categories for stillbirths in
Australia were antepartum death (21.7%), congenital abnormalities (21.2%) and maternal
conditions (12.7%), totalling more than half (55.6%) of all perinatal deaths in Australia over
that time. Spontaneous pre-term birth was also a common cause of stillbirth (10.9%) in
Australia.

The Australian perinatal mortality rate is reported to have declined steadily from the
1960’s to the early 1990’s. Although, since 2001, there has been little reported change in
perinatal deaths (Hilder et al., 2014). Fluctuations are noted since 2001 to include a fall in the
neonatal mortality rate matched by a slight rise in stillbirths. Despite considerable advances

in medical technology, the rate of stillbirth in Australia has not declined in two decades
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(Hilder et al., 2014). Given that 21.2% of stillbirths result from congenital abnormalities, this
plateau in annual stillbirth rates is of marked concern. While Australia has one of the lowest
stillbirth rates and is considered one of the safest countries in the world to give birth
(Stillbirth Foundation Australia, 2018) the continued loss of life to potentially modifiable and
preventable causes requires immediate attention. This has in part been recognised by the
Australian government who in March 2018 established a Senate Inquiry into Stillbirth
Research and Education in Australia. The inquiry resulted in a National Stillbirth Action Plan
and commitment to reducing the Australian stillbirth rate by 20% over the proceeding three
years (Commonwealth of Australia, 2018).

The Multi-dimensional Impacts of Stillbirth

The impact of stillbirth is far-reaching and multi-dimensional. Much of the stillbirth
literature explores the role health care professionals play in the provision of care to bereaved
parents (Watson, Simmonds, LaFontaine & Fockler, 2019; Peters, Lisy, Riitano, Jordan, &
Aromataris, 2016). Predominately this research focusses on the provision of maternity care
within hospital settings and is typically directed at responses to mothers and the stillborn
child (Lisy, Peters, Riitano, Joran, & Aromataris, 2016; Nuzum, Meaney, & O’Donoghue,
2018). Such studies have often focussed on health professional behaviours intending to
improve clinical care and in turn potentially improve outcomes related to grief, coping,
relationship satisfaction and mental illness for bereaved parents (Kingdon, O’Donnell,
Givens, & Turner 2015; Mills et al., 2014).

While the breadth and depth of stillbirth literature is generally agreed as lacking,
valuable information has been gleaned from studies to date. Practical recommendations from
the literature when responding to parents bereaved by stillbirth include: the importance of
acknowledging the baby as a child who has died, allowing parents to spend time with their

child, providing a private area away from the often distressing sounds of live, healthy
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newborns for parents and families to grieve, and the provision of information on normal
reactions to stillbirth, including grief, support services, rights to autopsy and funerals (Basile
& Thorsteinsson, 2015; Bond, Raynes-Greenow, & Gordon, 2018).

Health professionals, particularly midwives and obstetricians, have been found to
have a positive impact on parents’ emotional and psychological processing of this often
traumatic experience when they treat parents with empathy, humanity and respect (Bond et
al., 2018). Health professionals are also encouraged to refer to the stillborn baby by their
name if given, and appropriately acknowledge the distress of stillbirth (Aiyelaagbe, Scott,
Holmes, Lane, & Heazell, 2017). Conversely, parents report increased distress when their
deceased child is not acknowledged, when their emotions are not appropriately addressed and
when they are not informed of what to expect, emotionally, psychologically and practically
following stillbirth (Bond et al., 2018; Cacciatore, Erlandsson, & Radestad, 2013). Lived
experience accounts of those bereaved by stillbirth discuss the marked impact apathetic
responses from health professionals had on their psychological wellbeing in the immediate
and longer-term (Aiyelaagbe et al., 2017). Consistent with intense emotional experiences,
those bereaved by stillbirth are reported to easily recall their experience in detail, along with
the helpful or harmful responses of health professionals. Consistent with these lived
experience accounts research shows how health professionals respond to stillbirth in the
hospital setting can have a direct impact on longer-term psychological symptoms
(Bakhbakhi, Burden, Storey, & Siassakos, 2017; Basile & Thorsteinsson 2015).

Research exploring the impact of stillbirth on bereaved parents beyond hospital
admission has generally focussed on mental health outcomes, impact on relationships and
grief (Avelin, Radestad, Saflund, Wredling, & Erlandsson, 2013; Christiansen, OIff, & Elkilt,
2014; Hennegan, Henderson, & Redshaw 2015). This research is often focussed on the

experience of mothers. Review of such studies suggests differences exist in the lived
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experience of stillbirth between mothers and fathers, although this is rarely explicitly
explored.

Longer term impacts of stillbirth are reported to include parental and family grief,
including disenfranchised grief, relationship difficulties, parental mental illness including
depression, anxiety and post-traumatic stress disorder, substance use, chronic pain, financial
stress and employment difficulties (Cacciatore, 2013). Grief concerning to stillbirth will be
discussed in more detail later in this review. Burden et al. (2016) explored the psychosocial
impact of stillbirth on parents and their families via a systematic review seeking to improve
worldwide bereavement care. They identified themes shared by parents and families (anxiety
over other children, chronic pain and fatigue, avoidance of memories), themes present only in
mothers (altered body image and impact on quality of life) and themes specific to fathers
(grief suppression, avoidance, increased substance use and employment difficulties (Burden
et al., 2016).

Despite this, studies comparing the experiences of mothers and fathers in recent
literature are very limited. Smaller examples of literature have investigated the impact of
stillbirth on bereaved fathers (Obst & Due, 2019; Samuelsson, Radestad, & Segesten, 2001).
Hennegan et al. (2015) discussed fathers as the forgotten mourners of stillbirth. They found
that the quality of fathers’ relationship with their partner, being able to protect their partner
and to grieve in their own manner were important factors for fathers bereaved by stillbirth
(Hennegan et al., 2015). Bonnette and Broom (2011) discussed the cultural construct of the
male role within Australian society and how this interplay impacts on fathers bereaved by
stillbirth. They found that fathers face complex tensions between social roles of being a man,
father and husband and that this significantly impacted their expression of grief. Obst and
Due (2019) identified that bereaved Australian men need male-specific, flexible support

options and greater recognition throughout a pregnancy and early in their grief.
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Even fewer studies consider the impact of social constructs on the experience of
stillbirth. One such study considering the role stigma plays in stillbirth found that stigma
impacted on female social identities of “patient”, “mother” and “full citizen” (Brierley-Jones,
Crawley, Lomax, & Ayers, 2014).

The current body of literature on stillbirth provides valuable information and
recommendations to improve patient care. Evident in the literature is researcher frustration
with a lack of funding to explore the well-known long-term impacts of stillbirth. Also, the
literature focuses heavily on high-income countries, and the varying definitions of stillbirth
complicates cross-cultural comparisons. This suggests that understanding of stillbirth is
predominately based on western populations with quality obstetric care. As already
highlighted, stillbirth research has focussed heavily on the impact of stillbirth on mothers.
What is now required is further investigation of the impact stillbirth has on fathers,
grandparents, siblings and health professionals. Moreover, stillbirth researchers need to
quantify the social and economic costs of stillbirth as a means to incite attention and increase
funding. Economic quantification of stillbirth has commenced in some countries, including
Australia, which will be discussed next in this review. Available research confirms what is
known by those bereaved by stillbirth, the impacts are far-reaching and may last years or
decades warranting a broader focus, greater research funding and increased social attention.
The Economic Cost of Stillbirth

The economic cost of stillbirth is generally poorly conceptualised and described
(Heazell et al., 2016). Attempts have been made to quantify the impact of stillbirth in
economic terms, beyond the tangible. In a narrative review, higher rates of depression and
anxiety were found in couples who had experienced stillbirth compared to those who had not
(Ogwulu, Jackson, Heazell, & Roberts, 2015). Ogwulu et al. (2015) argue that the

psychological effects of stillbirth adversely impact on the daily functioning, relationships and
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employment of those bereaved and that these factors lead to significant economic
implications. This is supported by Heazell et al. (2016) whose systematic review found
stillbirth requires more resources than live birth both in the perinatal period and subsequent
pregnancies. They also identified that the indirect and intangible costs of stillbirth are often
met by families alone.

The Stillbirth Foundation Australia (2016) also investigated the economic impact of
stillbirth in Australia considering three types of costs, direct, such as hospital costs and
counselling, indirect, such as funeral costs, absenteeism and divorce, and intangible costs
such as the impact on mental wellbeing, relationships and families. They argue that the
intangible costs of stillbirth are particularly poorly documented, resulting in an
underestimation of the true impact of stillbirth (Stillbirth Foundation Australia, 2016). Based
on current stillbirth rates and estimated population growth, the number of stillbirths in
Australia is expected to increase to 2,700 in 2020 (Stillbirth Foundation Australia, 2016). The
direct and indirect costs of stillbirth from 2016-2020 were estimated to be $681.4 million.
Additionally, the health and wellbeing cost of the stillborn child for the same period was
estimated to be $7.5 billion (Stillbirth Foundation Australia, 2016). Awareness of the
economic consequences of stillbirth is vital to ensure appropriate allocation of financial and
human resources, consideration of the needs of health services, and to appropriately inform
policy and economic decisions.

Stillbirth and Grief: Theories and Frameworks

Several griefs concepts exist in the stillbirth literature. These include disenfranchised
grief, ambiguous loss and complicated grief, which may include delayed or suspended grief.
Amongst stillbirth researchers, grief is a well-accepted, normal and even expected, response
to this traumatic event (Christiansen, 2017; Clower, 2014) which is demonstrated by the

significant number of grief-related studies in the stillbirth literature (Avelin et al., 2013; Hutti
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et al., 2017). Regrettably, this attitude is not always shared by societies in which parents and
families experience stillbirth and their grief associated with such a significant loss.

Grief, in its simplest form, can be defined as an emotional response to loss. It is
understood to be a deeply personal process which is generally regarded to follow a fairly
predictable pattern. Grief is typically characterised by temporary impairment of day-to-day
functioning, emotional distress, social withdrawal, intrusive thoughts, and feelings of
numbness and yearning which can continue for varying amounts of time (Kersting &
Wagner, 2012). Grief is also now accepted as a natural, non-pathological phenomenon whose
expression is strongly influenced by social and cultural practices and values. Relevant to
awareness of grief following stillbirth is an understanding that attachment to an unborn baby
begins before birth (Christiansen et al., 2014). However, this may not be well understood by
those responding to, or supporting, those bereaved by stillbirth.

A common experience acknowledged in the literature in response to stillbirth is that
of disenfranchised grief (Lang et al., 2011). Disenfranchised grief is defined as grief that is
unable to be expressed freely, taking away the social right to mourn one’s loss; or rather grief
that is deeply felt but not socially recognised (Golan & Leichtentritt, 2016; Kelley &
Trinidad, 2012).

Along with disenfranchised grief, ambiguous loss is also a concept found in the
stillbirth literature. This notion considers the ambiguity of parents’ experience of grief and
loss and the perceptions of health professionals, family, friends and society to this loss.
Ambiguous loss can be considered the experience of grief for something that is perceived as
‘never was’ or ‘cannot be’, by either those bereaved, those supporting them or the society in
which they live (Lang et al., 2011; Golan & Leichtentritt, 2016). The stillbirth literature

clearly demonstrates that parents often experience grief with the same intensity and meaning
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of the loss of any child (Golan & Leichtentritt, 2016) and society’s inability to recognise this
leads to an experience of ambiguous loss.

Lang et al. (2011) examined sources of ambiguity and disenfranchised grief for
parents bereaved by perinatal loss. Numerous categories of ambiguity and disenfranchised
grief emerged relating to the viability of the pregnancy, the physical process of pregnancy
loss, making arrangements for their child’s remains, and sharing their loss with others. The
study highlighted multiple sources of ambiguity and disenfranchised grief faced by couples
during interactions with health professionals, family, friends and society (Lang et al., 2011).

Kersting and Wagner (2012) consider the experience of complicated grief following
stillbirth, miscarriage and neonatal death. Complicated grief symptoms are more disruptive,
pervasive and longer lasting than normal grief, with complicated grief more likely to occur in
response to sudden or traumatic loss (Kersting & Wagner, 2012). Stillbirth has long been
recognised as a traumatic life experience. Predictors of complicated grief related to stillbirth
have included lack of social support, pre-existing relationship difficulties, and absence of
surviving children (Kersting & Wagner, 2012). Complicated grief is also particularly high
after termination of a pregnancy due to fetal abnormality (Kersting & Wagner, 2012).
Finally, Kersting and Wagner (2012) also hypothesise that gender differences in patterns of
grief potentially exacerbate the decline in the relationship between bereaved parents.

Disenfranchised grief is also argued to play a role in the efficacy of stillbirth research.
It is hypothesised that disenfranchised grief, as a function of lack of social recognition, may
contribute to sampling difficulty of those bereaved by stillbirth, thus contributing to a limited
understanding of the true impact of stillbirth.

Gender Differences in the Experience of Stillbirth
Little research has deliberately considered the similarities and differences experienced

by men and women bereaved by stillbirth. Studies that set out to compare these experiences
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have overwhelmingly focussed on grief, where differences have been found (Cacciatore et
al., 2013; Christiansen et al., 2014). McCarthy (2002) found that in response to stillbirth
women grieve more openly than men and that at 12-month follow-up, the grieving process
remained active for both parents. Cacciatore et al. (2013) explored fathers’ experience of
bereavement care following stillbirth and highlighted the importance of person-centred
bereavement care tailored for fathers. In their 2017 study, Tseng et al. (2017) explored the
impact that perinatal loss, including stillbirth, had on couples perceptions of grief, marital
relationship and social support. Couples without living children, religious beliefs and an
infertility history before the loss felt more grief (Tseng et al., 2017). Furthermore, couples
reported more grief if marital satisfaction was low, socio-emotional support from the
husband's parents was low or if they had never participated in a ritual for their deceased baby.
Overall, mothers reported more grief than fathers (Tseng et al., 2017).

Campbell-Jackson, Bezance and Horsch (2014) explored mothers and fathers
experience of becoming a parent to a child born after a previous stillbirth. They found that
both experienced high levels of anxiety, guilt and difficulty bonding during the subsequent
pregancy and after the child was born. Similar to Tseng et al. (2017), differences regarding
grief were identified. Fathers in particular reported lack of opportunities to grieve. Through
phenomenological analysis, five themes, living with uncertainty, coping with uncertainty,
relationship with the next child, the continuing grief process and identity as a parent, were
identified as contributing to this experience. Unlike Tseng et al. (2017), Campbell-Jackson et
al. (2014) found that overall fathers’ experience of stillbirth was similar to mothers.

The majority of research on the experience and impact of stillbirth by gender focuses
on grief (Avelin et al., 2013) which is a significant limitation in the literature. Further

research is needed to compare and better understand the lived experience of women and men
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bereaved by stillbirth, including not only grief but also social, psychological and employment
needs and outcomes.
Stillbirth and Culture

A small body of literature focuses on the experience of stillbirth in a cultural context.
These studies explore stillbirth in regions and countries such as South-East Asia (Cheer,
2016), Pakistan (Hamid, Malik, & Richard, 2014), Nigeria (Kuti & Ilesanmi, 2011), sub-
Sahara Africa (Kiguli, Munabi, & Ssegujja, 2016) and India (Roberts et al., 2017). Even less
research has considered religious beliefs and their impact on stillbirth, such as Muslim and
Ultraorthodox Jewish women (Hamama-Raz, Hartman, & Buchbinder, 2014; Sutan &
Miskam, 2012).

In their review of South-East Asian women bereaved by stillbirth Cheer (2016)
identified a construct they refer to as the ‘interconnectedness’ between complex experiences
influenced by cultural and systemic factors. They state that South-East Asian women's
sociocultural experiences and their engagement with health care systems influenced how they
managed and reconciled their bereavement. Similarly, Gopichandran, Subramaniam and
Kalsingh (2018) argue that the social and cultural context strongly influences the
psychological impact of stillbirth. They explored the impact of stillbirth on Indian women
who reported experiencing grief and guilt which were amplified by an insensitive health
system, attitudes of health care providers, friends, and neighbours, as well as strained marital
relationship and financial burdens.

Hamid et al. (2014) considered the experience of stillbirth in Pakistan, the country
with the third highest stillbirth rate in the world, and found that stillbirth not being recognised
by tradition and religion as a loss comparable to that of a live baby has serious implications
for bereaved women. They suggested the need to understand community and health care

provider perspectives when developing prevention and management strategies for stillbirth
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and recommended that in order to be effective Pakistani government stillbirth policies must
be informed by culture and the beliefs and practices of the communities within which these
losses occur (Hamid et al., 2014).

In 2017, Roberts et al. (2017) revealed the impact of stillbirth on Indian men.
Qualitative themes included men's dual burden and right to medical and reproductive
decision-making power. They found that wives of Indian men were discouraged from
expressing their grief and pushed to conceive again. Quantitative data showed Indian men
with a history of stillbirth reported greater anxiety and depression and perceived less social
support. Interestingly, they also presented with more egalitarian views towards women than
men without stillbirth experience. Of concern, fathers of stillborn babies were more likely to
be emotionally or physically abusive (Roberts et al., 2017).

Considering a religious viewpoint, Sutan and Miskam (2012) explored the impact of
stillbirth on Muslim women. The majority of respondents identified their husbands and
families as decision makers with regards to their health care and practices following stillbirth,
rather than themselves. Of significance, Muslim women’s identification with their religion
during their time of grief had a positive impact on their sense of self-worth. Muslim women
bereaved by stillbirth also reported appreciation of religious reminders in their time of grief,
especially when it came from their husband, family or close friends. Sutan and Miskam
(2012) recommend ongoing support for Muslim woman following stillbirth should involve
their husbands and consider their religious values and beliefs.

Hamama-Raz et al. (2014) investigated how Israeli Ultraorthodox Jewish women
cope with stillbirth. They found that the loss of the baby was experienced as a test to the
women's belief in God, and was perceived as a way to experience God's love. As a result,
stillbirth saw Israeli Ultraorthodox Jewish women's faith strengthen, which was found to

provide relief, calm, and confidence. Interestingly, the meaning participants attributed to their
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loss enabled them to move on. Hamama-Raz et al. (2014) argue that awareness and
understanding of the ethnic meaning of stillbirth is an important step to implementing
culture-sensitive psychosocial interventions.

Review of this small body of literature has highlighted the importance of culturally
sensitive psychosocial training, education and responses to those bereaved by stillbirth. This
research also highlights the impact of stillbirth on fathers and the family system and the
importance of integrating these groups in education and health care responses. Research
findings highlight the potential protective and helpful role religion can play in response to
stillbirth, particularly concerning the experience of grief. Overall, the consideration of
cultural and religious factors when developing training, education and practices in response
to stillbirth can be argued as essential.

Limitations and Implications for Future Research

This review has identified numerous limitations within the stillbirth literature. These
limitations, along with recommendations for future research, are offered below.

Differing definitions of stillbirth is an important limitation that contributes to
difficulties in data collection and comparison. Notably, worldwide rates are reported
consistent with the WHO definition which is less inclusive than the definitions used in many
developed countries. This leads to significant under-representation of the true rate and impact
of stillbirth. Additionally, the stillbirth literature predominately focusses on samples from
high-income and developed countries which also generally have high-quality obstetric care.
Thus, understanding of the impact of stillbirth in low to middle-income and less developed
nations, and those with poorer quality obstetric care is significantly lacking. Given these
limitations, it is recommended that researchers should clearly articulate the definition of
stillbirth being employed and that ideally the most inclusive definition should be used

including quantifying the economic cost of stillbirth. Further research on stillbirth in low and
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middle-income countries, and in nations who do not have access to high-quality obstetric
care, is also recommended.

Other limitations in the field include the narrow focus of research and issues with
sampling. Lack of social recognition of stillbirth may be contributing to sampling difficulty
of those bereaved by stillbirth, and in turn, contributing to a limited understanding of the full
impact of stillbirth. Further research is needed on the relationship between social factors,
including stigma, on stillbirth and experiences of disenfranchised grief, and targeted social
education plans are needed to help destigmatise stillbirth. The narrow focus of research to
date has resulted in minimal knowledge about the impact responding to stillbirth has on
health care professionals. Therefore, additional research is needed to understand the impact
of stillbirth on this population. Such research is needed not only to learn more about how to
protect the wellbeing of these professionals but also to identify their training needs, so they
can better respond to those bereaved by stillbirth in an evidence-based manner.

At present, much of the stillbirth research has focussed on the impact on women;
significantly less is known about the impact on other family members. Knowledge of the
impact of stillbirth on fathers is markedly underdeveloped and impact on the family system,
including grandparents and siblings, is poorly understood. Further research is needed on the
multi-dimensional impact of stillbirth on bereaved fathers but also on the wider family
system including current or future siblings and grandparents. Partially due to the paucity of
research about the impact on fathers, the stillbirth literature also currently fails to explicitly
explore differences in the lived experience of mothers and fathers despite research identifying
differences in the experience of grief. Comparisons beyond the experience of grief are limited
at best and thus, more research is needed to understand similarities and differences between

men and women bereaved by stillbirth.

23



MEN AND WOMEN’S LIVED EXPERIENCE OF STILLBIRTH

More recently, questions have been raised about the economic costs of stillbirth. This
1s a new area of research which requires ongoing development. With improved ability to
quantify and demonstrate the social and economic costs of stillbirth, stronger arguments for
research funding, education and social movements to shift attitudes and stigma could be
realised.

In Australia, a multi-cultural society, the impact of complex cultural diversity on the
experience of stillbirth also needs to be considered. Stillbirth research in Australia needs to
include investigation of the cultural needs of parents and how information, education,
training and provision of health care can be culturally appropriate. This includes research on
the impact of stillbirth within Australia’s Indigenous population to ensure that information
and education for Indigenous Australians bereaved by stillbirth is culturally appropriate and
is provided by culturally competent health professionals.

Conclusion

This literature review set out to understand the complex impacts of stillbirth. It
commenced by defining stillbirth, highlighting international differences and the challenges
this creates for accurate data collection. A review of the impact of stillbirth revealed short-
term outcomes such as grief and bereavement and summarised current best practice
recommendations for hospital settings. Longer term implications revealed stillbirths’
potential to impact relationships, mental health, wellbeing, employment and workplace
productivity. A consideration of grief related to stillbirth found those bereaved experience
grief within the social constructs of stigma, parenting, attachment and gender roles leading to
experiences of disenfranchised grief and ambiguity. These factors also contributed to gender
differences in the experience of grief between parents reported in some research.
Consideration of the economic cost of stillbirth highlighted the extensive cost to those

bereaved, health systems, society and the economy as a whole. Available research
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highlighted that stillbirth costs more than live birth and bereaved parents are typically
meeting the indirect and intangible costs of stillbirth on their own. The cultural experience of
stillbirth was also examined, reinforcing the strong role social constructs have on the
experience of stillbirth. Lastly, this review presented important limitations in the literature
and proposed recommendations for future research. This review has highlighted that stillbirth
can no longer be viewed as a woman’s medical issue. Stillbirth must now be considered as a
social issue having marked impact on health, mental health, family systems, relationships,
workplace productivity and the economy, and must be given commensurate attention and

funding.
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Abstract

Background

This study aimed to investigate the lived experience of men and women bereaved by stillbirth
with consideration given to associated social and cultural factors. A secondary aim was to
present grief and support guidelines for those responding to men and women bereaved by
stillbirth.

Methods/Findings

Preferred Reporting Items for Systematic Reviews and Meta-analyses (PRISMA) methods
were drawn upon in the collection and analysis of existing data sets. A systematic review of
eight electronic databases was undertaken. Studies were included if they reported primary,
qualitative data regarding men and women'’s lived experience of stillbirth and were published
in English between 2009 and 2019. Studies were assessed for methodological quality using
the Joanna Briggs Institute Qualitative Assessment and Review Instrument (JBI-QARI). Data
was synthesised using a meta-aggregative approach.

Fifty-one studies from fifteen countries were included yielding 280 findings. The synthesis of
these findings resulted in six categories Shock and Grief, Support Needs; Gender, Culture,
Social Norms and Faith, Parenting a Child who has Died; Education and Information; and
Mementoes and Rituals. These findings represented 2,773 participants (2,462 women and 311
men) and 2,691 stillborn babies.

Conclusions

Profound grief was found to be a universal experience for men and women bereaved by
stillbirth regardless of ethnicity, culture, religion, faith or social role or status. Bereaved men
and women yearned for their baby to be recognised as a child who had died and to have their

role of parent legitimised by the healthcare system, family, friends and colleagues.
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Regardless of gender, culture or faith men and women bereaved by stillbirth found
compassionate, empathic, humanistic support promoted their coping and recovery.

Grief and support guidelines call for a multidisciplinary approach to responding to stillbirth
where bereaved parents are acknowledged to live within a broader social, cultural, ethnic,

familial and religious/spiritual structure.
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In Australia, stillbirth is defined as a baby born without signs of life, who is of 20
weeks’ gestational age or weighs 400 grams or more.' The Australian perinatal mortality rate,
which includes stillbirth (also referred to as fetal death) and neonatal death (death of a live
born baby within 28 days of birth) saw a steady decline from the 1960s to the early 1990s”.
Since 1995 there has been a small decline in neonatal deaths, but relatively no change to the
rate of stillbirth." This is despite considerable advances in medical technology, and Australia
being one of the safest countries in the world to give birth.” Practically these rates represent
some 2,000 Australian families who are affected by stillbirth each year, amounting to the loss
of approximately six babies per day. While stillbirth remains an under-researched area, it is
widely agreed that such a loss is a significant, and often traumatic, life event with far-
reaching and long-term personal and system impacts.’

It was not until 2018 that the Australian government began to recognise the needs of
those affected by stillbirth and undertook a Senate Inquiry. This inquiry has resulted in a
National Stillbirth Action Plan and a commitment to reduce the rate of stillbirths in Australia
by 20% over the next three years. Promisingly, sixteen recommendations encompassing
prevention, investigation and improving support to families and clinicians were presented.”

The stillbirth literature typically focusses on the investigation of short-term impacts
such as grief, bereavement and best practice recommendations for health professionals in
hospital settings.”'® As such, several grief concepts, including disenfranchised grief,
ambiguous loss and complicated grief, which may include delayed or suspended grief, are

reported in the stillbirth literature.'' "

Research into stillbirth-related grief has found that the
bereaved experience grief within the social constructs of stigma, parenting, attachment and

gender roles.'”!” These factors are also reported to contribute to identified gender differences

in the experience of grief between parents.®” One such difference found is that women grieve
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more openly than men, with the grieving process remaining active for both parents at 12-
month follow-up.'®

Research which investigates the longer-term impacts of stillbirth identifies
consequences for relationships, mental health, wellbeing, employment and workplace

L 19,20,21,9,22
productivity.

Typically, this research focusses on the experience of women. Review
of such studies suggests differences exist in the lived experience of stillbirth between men
and women, although this is rarely explicitly explored.

Markedly smaller examples of literature have investigated the impact of stillbirth on
bereaved fathers.”****° Hennegan et al.” described fathers as the forgotten mourners of
stillbirth and found that the quality of the fathers’ relationship with their partner, being able
to protect their partner and grieve in their own way were important factors for fathers
bereaved by stillbirth. In Australia, Bonnette and Broom™ discussed the cultural construct of
the male role within Australian society and how this interplay impacts on fathers bereaved by
stillbirth. They found that fathers face complex tensions between social roles of being a man,
father and husband and that this significantly impacted on their expression of grief. To date,
understanding the impact stillbirth has on bereaved fathers is markedly underdeveloped,
while even less is known about the broader impact on the family system, including siblings
and grandparents.

Partially due to the paucity of research about the impact on fathers, the stillbirth
literature also currently fails to explicitly compare the lived experience of mothers and fathers
despite there being identified differences in the experience of grief. Comparisons beyond the
experience of grief are limited at best, and thus, more research is needed to understand
similarities and differences between men and women bereaved by stillbirth. Such research

has the potential to inform the development of support and intervention services which are

better tailored to the specific needs of mothers and fathers.
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This study focussed explicitly on stillbirth, excluding the lived experience of men and
woman bereaved by perinatal loss before twenty weeks’ gestation. It is acknowledged that
differing arguments exist in the literature regarding the impact of loss in relation to
gestational age. One line of argument has been that the impact of loss for parents is marked
regardless of the type, time or reason for the loss.”® Others argue that the impact of loss is less
associated with gestational age and more related to factors such as social support and parental
attachment.””” Building on this, but somewhat in contrast, it has been argued that parental
attachment intensifies with increased gestational age, resulting in greater impact on the
bereaved for later losses.”® For the current study, to address a significant gap in the literature,
it was decided to focus on the lived experience of stillbirth according to the Australian
definition.

This paper presents a meta-synthesis of qualitative studies with a primary research
aim of investigating the lived experience of men and woman bereaved by stillbirth. In doing
so, consideration is given to cultural expectations and social factors related to gender, birth,
parenting, attachment and relationship roles and how these impact parents’ lived experience
of stillbirth. The work of Lisy et al.'” aimed to investigate parents’ experience of care
received during and after stillbirth. Similarly, Peters et al.*® explored the meaningfulness of
non-pharmacological care for parents experiencing stillbirth. These meta-syntheses focused
on the experience of care and recommended strategies and implications for health
professionals from diagnosis through to post-birth. The current paper acknowledges and

1."° and Peters et al.”’ by exploring the lived experience of

builds on the work of Lisy et a
stillbirth beyond the care provided by health professionals with an emphasis on men and
women’s grief and support needs. This includes consideration of men and women’s needs

before diagnosis, beyond the hospital encounter and implications for other care providers,

such as family members and chaplaincy, in addition to health professionals. As a result, a
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secondary aim of this paper is to present grief and support guidelines for those responding to

men and women bereaved by stillbirth. These guidelines are presented with a systems focus

and include consideration of training and governance implications. In response to the current
literature and in the context of these research aims, four hypotheses are proposed. It is
predicted that:

1. Social and cultural factors will impact men and women’s lived experience of stillbirth.
More specifically, it is hypothesised that cultural norms associated with gender, parenting
and relationship roles will result in differences in the lived experience of stillbirth
between men and women.

2. There will be differences in the experience of grief between men and women in response
to stillbirth as a result of cultural and social factors.

3. Social norms associated with male gender, fatherhood, and what it means to be a spouse
will lead to a delayed or suppressed expression of grief for men when compared to
women.

4. The grief and support needs of men and women bereaved by stillbirth will extend beyond
the hospital encounter and outside the clinical care team. Specifically, family, allied
health professionals and pastoral care will play important roles in meeting the grief and
support needs of men and women bereaved by stillbirth.

Method

Search Strategy

Preferred Reporting Items for Systematic Reviews and Meta-analyses (PRISMA)*
methods were drawn upon in the collection and analysis of existing data sets. A systematic
review of eight electronic databases (PubMed, PsychINFO, CINAHL, Embase, Scopus,
Sociological Abstracts, Web of Science and ProQuest: Global Dissertations and Theses) for

the period from database commencement up to October 2018, was undertaken to identify
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eligible studies that examined men and women’s lived experience of stillbirth. Search terms
were developed according to the indexing processes of each database and included terms
such as stillbirth, fetal death; perinatal death;, men, women, parent; father; mother;
qualitative and appropriate variants (Appendix A). Search terms were reviewed by an expert
research librarian to ensure accuracy. Additionally, reference lists of eligible articles were
manually reviewed to identify any relevant articles not captured by the initial search.

Eligibility Criteria and Study Selection

For inclusion, studies were required to meet a set of pre-determined eligibility criteria.
Studies were included if they reported qualitative data regarding men and women’s lived
experience of stillbirth, consisted of primary data from the perspective of those bereaved
from stillbirth and were published in English between 2009 and 2019. Included studies were
limited to the past ten years to encompass the most current and subsequently broadest
definitions of stillbirth around the world to capture a representative sample of recent lived
experience. Qualitative data were defined as data obtained by qualitative data collection
methods (e.g., interviews or focus groups) or analysed using qualitative methods (e.g.,
thematic analysis, content analysis). Studies were excluded if they were quantitative, not
primary data (e.g., letters to the editor, opinion pieces) or were not full articles (e.g.,
conference abstracts, brief reports). Studies reporting the lived experience of bereavement
due to termination or miscarriage were excluded as were those where it was not possible to
separate data for those bereaved by stillbirth from those bereaved by miscarriage or others
forms of pregnancy loss.

The initial searches yielded 12,092 potential studies for inclusion (See Figure 1).
After removal of duplicates, the pool of potential studies was narrowed to 6,864.
Subsequently, the titles and abstracts of these articles were screened against the inclusion and

exclusion criteria, leaving 479 articles. A randomly selected subset of 345 potentially eligible
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studies were co-screened by the author (NR) and a second researcher (MO) to minimise
selection bias. Inter-rater agreement was high (99%, K = .94, p < .05)’!, with any
discrepancies discussed and resolved by consensus. The full-text versions of the 479 articles
were reviewed, and their eligibility was re-assessed against the inclusion/exclusion criteria,
resulting in 56 eligible studies. These 56 studies were then assessed for methodological
quality. After appraisal, 51 qualitative studies were included in the comprehensive review

and meta-synthesis.
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e Data
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Studies included in
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Full-text articles excluded, with

reasons (n = 423)
Not English n=41

Not Stillbirth (other loss)
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Health Profess. Perspective
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Not Primary Study n=50
Not First Person Account
n=54

Subsequent Pregnancy
After Loss n=46
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Full-text articles unable to
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Figure 1. Search and article selection process for the comprehensive systematic review

and meta-synthesis. (Adapted PRISMA Flow Chart).*°
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Assessment of Methodological Quality

All studies that satisfied the inclusion criteria were assessed for methodological
quality using a standardised critical appraisal instrument, the Joanna Briggs Institute

Qualitative Assessment and Review Instrument (JBI-QARI).**

Quality assessment was
undertaken by the primary researcher (NR), with twenty-five percent also assessed by a
second researcher (MO). Any discrepancies were discussed and resolved by consensus.
Studies were assessed as high quality if they met seven to ten of the JBI-QARI appraisal
criteria. Studies scoring between four and six were assessed as moderate quality and studies
scoring three or lower were considered low in methodological quality and excluded from
analyses. It is acknowledged that while a quality assessment of methodology is an important
aspect of a comprehensive systematic review, it is limited by the information published. This
proxy measure of quality, therefore, informs an assessment of what was reported rather than
the full methodological protocol undertaken by researchers. Such quality tools also currently
lack the sophistication to account for trends in research, including reporting quality

requirements at the time of publication.

Data Extraction

PRISMA®® methods were drawn upon for this review. Key information for each study
was gathered using a purposely designed data extraction form. Data extracted included
specific information about participant demographics (e.g., age, gender, culture, relationship
status), details of stillbirth experience (e.g., number of children who have died, gestational
age, time since loss), study methodology (e.g., recruitment method, method of analysis) and
findings aligned with the research questions (e.g., grief, support needs). Where available,
themes identified by the authors of each of the studies were extracted verbatim with

illustrations to support each finding. Where themes were not reported, findings were
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extracted from the narrative in the form of statements made by the authors. These findings
were agreed by the primary researcher (NR) and a second researcher (MO).

Qualitative Data Synthesis

Data were synthesised using a meta-aggregative approach. Findings were grouped
into categories based on similar or shared meaning until a synthesis of findings was reached.
Categories were then aggregated, according to similarity of meaning, to produce a set of
synthesised findings used to inform evidence-based practice. Consistent with the meta-
aggregative approach of qualitative synthesis, each finding was assigned one of three levels
of credibility.** These included, unequivocal, evidence beyond reasonable doubt, directly
reported or observed findings not open to challenge; credible, findings that were plausible
interpretations given the theoretical framework and data presented; and unsupported, findings
that were not supported by the presented data. Only unequivocal and credible findings were
included in the meta-synthesis.*

Results

Quality Appraisal

Of the fifty-six studies assessed for methodological quality, fifty-one were of high or
moderate quality scoring four or more on the JBI-QARI. Two studies were excluded for
being low quality, one was removed as a duplicate study (i.e., for publishing the same data
twice) and two were excluded for having insufficient narrative of the stillbirth experience to
support the findings. A summary of quality appraisal for all included studies can be found in
Table 1. Of the fifty-one included studies forty-eight were assessed as high quality and three
were assessed as moderate. The criteria most frequently not, or partially, met were Question 7
(influence of the researcher on the research) no=41, unclear=2; Question 6 (statement

locating the researcher culturally or theoretically) no=37, unclear=6; and Question 1
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(congruity between philosophical perspective and the research methodology) no=7,

unclear=20.
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Table 1

Quality Appraisal of Included Qualitative Studies
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Table 1
Quality Appraisal of Included Qualitative Studies

Bonnette & Broom 20117 ° . °
Brierly 2018% ° . °
Brierley-Jones et al. 2014 a ° °
Cacciatore 2010* ° ° °
Cacciatore et al. 2013® a ° °
Downe et al. 2013* ) ° °
Due et al. 2018% ) ° °
Golan & Leichtentritt 2016' ° ° °
Gopichandran et al. 2018* o ° °
Hamama-Rez et al. 2014% ° ° °
Horey et al. 2012 a ° .
Huberty et al. 2014* o ° °
Human 2017* ° ° °
Human 2014% o . °
Jones 2010 ° ° °
Kelley & Trinidad 2012° a ° °
Kiguli 2015 a o .
King 2017 ° . °
Lee 2012* o o o

Lindgren 2013 ° . °




MEN AND WOMEN’S LIVED EXPERIENCE OF STILLBIRTH

Table 1

Quality Appraisal of Included Qualitative Studies

Malm 2011

Malm 2010

Meaney 2014

Murphy 2012>

Murphy 2012%°
Murphy & Thomas 2013°'
Norlund 2012%

Nuzum 2018%
Nuzum 2017%
Nuzum 2017%

Osman 2017%

Pena 2009°%

Percentage (%)*

49

98

98

100

100

15

15

94

94

98

Note. Key: Yes = o; Unclear = & ; No = o. *Percentage indicates the proportion of questions answered Yes (®).*>
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Study Characteristics

The characteristics of the fifty-one studies included in the meta-synthesis can be
found in Table 2. Studies originated from diverse countries with most studies being
conducted in Sweden (Nsyqies = 10), the United States of America (Nsuagies = 8), the United
Kingdom (Nsugies = 8), Australia (Nguqies = 5) and Ireland (Nyuaies = 4). Other countries where
research was conducted included Taiwan (Nyuadies = 3), India (Nsudies = 2), Iran (Nyudies = 2),
Israel (Nsuaies = 2) and South Africa (Nsuaies = 2). Single studies were conducted in Japan,
Malaysia, New Zealand, Somaliland and Uganda. Twenty-nine studies included only women
(mothers), eighteen included men and women (parents), and four included only men (fathers).
Qualitative data were collected via interviews (Nyuaies = 35), questionnaire/online survey
(Nsuaies = 11) and focus groups (Nudies = 5). Qualitative methods of analyses included
Content Analysis (thematic analysis; Nyuqies =19), Interpretive Phenomenological Analysis
(Nswdies = 7), Phenomenology (Nsuaies = 6) and Grounded Theory (Nyuaies =60). Less frequently
used qualitative methods included Exploratory Descriptive (Nyuaies =3), Inductive Content
Analysis (Nsuaies =3), Narrative Analysis (Nyugies =2), Qualitative Descriptive (Nyudies =2),
Framework Analysis (Nsuaies =1), Auto-ethnography (Nyuagies =1), and Discourse Analysis

(Nstudies =1 )
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Table 2

Characteristics of Included Studies

Study Country Methodology Methods Participants Phenomena of Interest

Allahdadian et al. 2016  Iran Qualitative Content  Participants recruited by 20 married women who had Strategies suggested by mothers
Analysis (thematic  purposive sampling. Individual experienced a stillbirth. Age of stillborn babies regarding
analysis) face to face interviews. range 18-35. Time since loss provision of maternal mental

unspecified. Number of losses  health in the experience of
unspecified. stillbirth.

Allahdadian et al. 2015 Tran Qualitative Content  Participants recruited by 15 married women who Social supports needed to improve
Analysis (thematic  purposive sampling. Individual experienced a stillbirth the health of Iranian mothers after
analysis) face to face interviews. preferably in the last 3 months  experiencing stillbirth.

(time since loss not specified).

Age less than 30 n=10; 30-40

n=5. Gestational age: 22-28

weeks n=7, 28-37 weeks n=5,

Greater than 37 weeks n=3.

Number of losses unspecified.

Arango 2014%7 United Narrative Analysis  Qualitative analysis based on in 10 mothers. 7 mothers were Identifying beneficial and

States of depth interviews using narrative told their baby died before detrimental interactions with
America methodology. Recruitment from a  delivery (stillborn). 3 mothers healthcare staff from the time a

bereaved parents’ support group
in Northeast United States using
purposive and snowball sampling.
Participants were mothers who
lost an infant through stillbirth or
perinatal loss (gestation of 20
weeks or greater), over 18 years
of age and not currently pregnant.

had babies that were born alive
but dies shortly after birth
(perinatal death).

mother learned her baby has died
to hospital discharge. How did
mothers’ interactions with
healthcare staff during the first
days following their loss affect a
mother’s memory of her overall
experience? What interactions
with staff and services offered
were helpful or not helpful with
the grieving process?
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Table 2

Characteristics of Included Studies

Avelin 2013

Avelin et al. 2012

Avelin et al. 2011%*°

Stockholm  Descriptive

Sweden

Stockholm

Sweden

Sweden

statistics of
demographic
information.
Qualitative content
analysis (thematic
analysis)

Qualitative Content
Analysis (thematic
analysis)

Qualitative Content
Analysis (thematic
analysis)

Postal questionnaire at three
months, one year and two years
after stillbirth. Participant
recruitment ran continuously for
12 months across five hospitals in
Stockholm Sweden.

Web based questionnaire. Parents
recruited through the Swedish
National Infant Foundation
website. Inclusion criteria:
mothers and fathers who had
experienced stillbirth, have older
children and answered open
ended questions about support to
siblings who had a stillborn
brother or sister.

Six focus groups. Inclusion
criteria were mothers and fathers
who have experienced a stillbirth
and had other children before the
loss, that is, siblings to the
stillborn baby. Stillbirth defined
as death before or during birth
from 22 weeks gestation.

55 participants (22 men; 33
women) who had experienced a
stillbirth in the past 12 months.
Mothers aged 22-42. Fathers
aged 27-44. Gestational age
range 24-43 weeks (mean=34
weeks; median 38 weeks).
Number of losses unspecified.

411 participants (350 women,
61 men). Mothers born
between 1938 and 1988
(median 1971). Fathers born
between 1949 and 1981
(median 1969). Gestational age
Before 28 weeks n=46; At/after
28 weeks n=365. Number of
losses unspecified.

27 (representing 22 families
with 39 siblings). Two
excluded from the analysis
(final analysis 25 participants).

Describing mothers and fathers’
grief and its influence on their
relationships after the loss of a
stillborn baby.

Advice parents’ would share with
other parents based on their own
experiences of siblings taking
leave of a stillborn sister or
brother. A specific aim was to
study whether advice differs
between parents who lost their
child early or late in pregnancy.

Describing parenthood and the
needs of siblings after stillbirth
from the parents’ perspective
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Table 2

Characteristics of Included Studies

Bond et al. 2018

Bonnette and Broom
2011%

Brierly 2018%

Australia

Australia

United
States of
America

Mixed methods
cross sectional
survey.
Quantitative data
presented with
descriptive
statistics. Thematic
analysis of
qualitative data.

Interpretive
qualitative.
Thematic analysis
drawing on
Charmaz 2009.

Interpretive
Phenomenological
Analysis

Mixed methods questionnaires
were sent to bereaved parents of
the Sydney Stillbirth Study.
Quantitative data presented with
descriptive statistics. Thematic
analysis of qualitative data.

Interpretive exploratory design.
Qualitative interviews, purposive
and snowball sampling

Qualitative study using semi-
structured interviews of bereaved
couples. Inclusion criteria: must
be a couple where both are
willing to participate in the study,
all participants must reside in the
USA and be 18 years or older,
have experienced stillbirth in the
last 3-12 months, one of the
partners must have carried the
pregnancy lost, all participants
must have active Facebook
accounts and must have used it to
post information related to their
loss.

36 women bereaved by
stillbirth

12 men bereaved by stillbirth

9 couples comprising 18
individual participants

Identifying strategies most valued
by parents concerning care
following stillbirth in order to
improve support and management
of grieving families. Describing
care received by bereaved parents
after stillbirth in Sydney hospitals
during their hospital stay, after
discharge and through to their
follow-up visit, from January
2006 to December 2011.

Exploring how fathers of stillborn
children engage with their unborn
and stillborn child as fathers and
the perceived legitimacy of male
grief.

Examining couples’ experiences
grieving pregnancy loss on
Facebook. Specifically, exploring
if digital sharing altered the
bereavement process and how
participants used Facebook for
grieving.
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Table 2

Characteristics of Included Studies

Brierley-Jones et al.
2014'6

Cacciatore 2010*

Cacciatore et al. 2013%

United
Kingdom

United
States of
America

Sweden

Qualitative Content
Analysis (thematic
analysis)

Phenomenology

Qualitative Content
Analysis (inductive
manifest)

Recruitment via stillbirth support
websites (e.g. SANDS). Self-
selecting convenience sample.
Questionnaire available online for
six months from February to July
2010. Women were excluded if
pregnant or if their stillborn baby
was born at the same time as a
live-born twin. Thematic analysis
of five open ended questions.

Self-identifying participants were
recruited through the newsletters
and email lists of two non-profit
organisations that provide
services to families after stillbirth.
Participants responded to three
open qualitative questions and an
open-ended narrative.

Online questionnaire available on
the Swedish National Infant
Foundation website. Inclusion
criteria were fathers who had
experienced the death of a baby
from stillbirth after the 22° week
of gestation between 2000 and
April 2010.

162 women who had
experienced stillbirth (20
weeks gestation or greater) in
the UK in the previous 10
years.

47 women bereaved by
stillbirth

131 fathers

Investigating mothers’
experiences of stillbirth in the
United Kingdom, their
opportunities for memory making
and sharing, and the effect of such
opportunities.

Discovering how the the woman’s
experience of a baby’s death
affects her as an individual and
within the family system. More
specifically, do these loss
experiences seem to have long-
lasting effects and what factors
influence effects for grieving
mothers?

Exploring the experiences of
grieving fathers regarding
interactions with their healthcare
providers and the birth and death
of their babies.
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Table 2
Characteristics of Included Studies

Downe et al. 2013% United Grounded Theory
Kingdom (Constant
Comparative
Analysis)

Due et al. 2018% Australia Qualitative Content
Analysis (thematic
analysis)

Golan & Leichtentritt Israel Phenomenology

2016

22 families comprising 25
participants

Qualitative in-depth interview
study conducted face-to-face or
via telephone. Respondent
recruited from an earlier
quantitative survey. Purposive
maximum variation sampling
utilised. Participants lived in the
UK and had experienced an
intrauterine death or stillbirth of a
baby at 24-42 weeks’ gestation
between 2000 and 2010.

Individual, semi-structured 15 heterosexual women
interviews comprised of six core
questions were undertaken.
Respondents were recruited via
advertising on two online forums
and in the July 2013 SANDS
South Australia newsletter.
Eligibility criteria included 18
years of age or older, fluent in
English, resident in South
Australia at the time of loss and
experienced at least one
pregnancy loss at any time
between conception to birth.
Women who experienced
multiple losses were also eligible.

In-depth interviews with Israeli 10 women
women who experienced stillbirth

after 23 weeks’ gestation.

Recruitment through snowball

sampling.

To obtain bereaved parents’
perspectives about their
interactions with healthcare staff
when their baby dies just before
or during labour.

Exploring women’s engagement
with healthcare professionals
following pregnancy loss.

Exploring stillbirth in Israel to
address unexamined issues and to
gain a more in-depth
understanding of this phenomena.
Also, examining the meaning that
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Table 2

Characteristics of Included Studies

Gopichandran et al.
2018*

Hamama-Raz et al. 2014%

Horey et al. 2012%

Huberty et al. 2014*

India

Israel

Australia

United
States of
America

Qualitative Content
Analysis (thematic
analysis)

Qualitative content
analysis (thematic
analysis)
influenced by
phenomenological-
hermeneutic
tradition

Qualitative Content
Analysis (thematic
analysis)

Qualitative
Exploratory

Qualitative in-depth interviews.
Participants identified through
community health workers in the
area. Participants were eligible if
they had experienced a stillbirth
in the last 12 months.

Semi-structured interviews.
Purposive sampling. Eligibility
criteria included having
experienced stillbirth for the first
time, aged 20 years or older,
belonging to an Ultraorthodox
Jewish community with no
psychiatric history.

Secondary analysis of three focus
group transcripts using qualitative
content analysis. Participants
were recruited via newsletters and
email networks.

Exploratory qualitative research
design. English speaking women
between 19-44 years of age who
experienced stillbirth in the
previous year. Interviews
conducted over the telephone or
in person. Purposive and snowball
sampling.

8 women who experienced
stillbirth in the past year and 2
health care providers to
triangulate data.

10 women

17 parents (14 women, 3 men)
of 14 stillborn babies

24 women

women experienced stillbirth
attribute to their loss and the lost
baby.

The psycho-social impact,
aggravating factors, coping styles
and health system response to
stillbirth (in an Indian context). A
family member was present
during interviews consistent with
Tamil Nadu culture.

Describing and analysing the
meaning given to coping with
stillbirth among Ultraorthodox
Jewish women.

Bereaved parents’ deliberations
about autopsy after stillbirth

Exploring women’s beliefs about
physical activity following
stillbirth.
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Table 2

Characteristics of Included Studies

Human et al. 2017*® South
Africa

Human et al. 2014% South
Africa

Jones 2010°° United
Kingdom

Qualitative
Descriptive

Mixed methods;
exploratory and
descriptive

Reflexive study
which emanates
from narrative,
heuristic and
auto/biographical
methodologies.
Narrative Inquiry
(Heuristic)

Qualitative mixed-methods using
exploratory and descriptive
research design. Purposive
sampling. Inclusion criteria were
bereaved women over 16 years of
age with a stillbirth between 6-18
months previously.
Questionnaires used to obtain
demographic data and semi-
structured one-on-one interviews
were conducted.

Quantitative and qualitative
research methods were used in an
exploratory and descriptive
design to obtain a detailed
description of the psychosocial
experiences and implications of
stillbirth. Purposive sampling, as
part of a probability sampling
method. Qualitative data captured
through semi-structured
interviews.

Purposive and snowball sampling
of participants through SANDS
support group facilitators and the
Birth Trauma Association
website.

25 women

25 women

27 bereaved parents (21
women, 6 men)

Exploring bereaved mothers’
attitudes towards autopsy on their
stillborn baby, and the future
implications of consenting or non-
consenting to autopsy in
retrospect.

Improving understanding of the
psychosocial implications of
stillbirth for the mother and her
family. Establishing the
effectiveness of crisis intervention
and whether it could be
recommended when working with
bereaved mothers.

Providing a more complex
understanding of mothers’ and
fathers’ narratives of grief and
loss following the death of a
child. Exploring how parents give
meaning to their experiences in
light of existing discourses
regarding parenthood, grief, loss,
gender and medicine. Exploring
some of the ways parents continue
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Table 2

Characteristics of Included Studies

Kelley & Trinidad 2012°"  United
States of

America

Kiguli et al. 2015 Uganda

King 2017 United
States of

America

Qualitative
iterative discourse
analysis

Qualitative Content
Analysis (thematic
analysis)

Phenomenology

Secondary qualitative analysis of
transcript data from three semi-
structured focus groups conducted
with parents, and two focus
groups with OBGYNs.
Participants recruited via parent
hospital guild groups and then
snowball sampling through
friends and guild members.
Detailed demographic data were
not collected.

In-depth interviews. Participants
purposively recruited from
hospital maternity wards

registers. Further, recruitment was
undertaken through community
leaders and other participants.

Phenomenological exploration via
individual interview. Purposive
sampling. Inclusion criteria
included: an intact couple: both
partners needing aged 18 years or
older at time of stillbirth; couples
married for at least 6 months at
the time of stillbirth; participants
are the biological parents of the
stillborn; couples spoke English;

22 (12 mothers, 2 fathers, 8
OBGYNSs) *query error in
totals, 6 mothers from focus
group 5 not included in total.

29 including 22 women, 7 men
of which 14 women had a
stillbirth, 6 men fathered a

stillborn child, 4 grandmothers,

1 grandfather and 4 traditional
birth attendants.

16 (8 men, 8 women)

or sever the relationship with the
child who had died. Exploring
possible gender differences in
grief expression following the
death of a baby.

In-depth accounts of parents’
experiences of stillbirth within the
context of the clinical encounter,
focusing on parents’ emotional
and personal accounts, their
perceptions of in hospital and
post-hospital communication and
support, and their bereavement
process and attempts to give
meaning to their child’s death.

Exploring local definitions and
perceived causes of stillbirths and
coping mechanisms employed by
families affected by stillbirth in
rural eastern Uganda.

Developing a deep understanding
about the clinical encounter for
couples. The focus was on the
hospital experience for couples
following notification of stillbirth.
Similarities and differences in
how mothers and fathers
described the clinical encounter
were examined.
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Table 2
Characteristics of Included Studies

the stillbirth took place in the past
10 years; the couple was able to
participate in the interview
together.

Lee 2012%* Australia Qualitative Content  Online survey of women who 14 women
Analysis (thematic  experienced stillbirth in
analysis) Queensland Australia between
February and May 2010. Study
embedded in the 2010 Having a
Baby in Queensland survey.
Purposive sampling via letter 3
months’ post loss.

Lindgren et al. 2013 Stockholm  Qualitative Content  Qualitative descriptive study 23 women
Sweden Analysis (thematic  including semi-structured
analysis) interviews. Recruited via the

website hosted by the Swedish
National Infant Foundation.

Malm et al. 2011°° Stockholm  Qualitative Content Semi-constructed questions 26 women
Sweden Analysis (thematic  during face-to-face interviews
analysis) with mothers bereaved by
stillbirth. Purposive sampling
within a small Swedish hospital.
Participants also recruited via
information posted on the
Swedish National Infant Fund
website.
Malm et al. 2011”7 Stockholm Inductive In depth interviews with 21 21 women
Sweden Qualitative Content mothers whose babies had died
Analysis before to birth. Participants

recruited through the Swedish

Describing Australian women’s
experience of late pregnancy loss,
with an emphasis on their
experiences with the health care
system.

Investigating mothers’
experiences of saying goodbye to
their baby when discharged from
the hospital.

Mothers’ experiences during the
time before to receiving news that
their baby had died.

Investigating mothers’
experiences of the time from the
diagnosis of their unborn baby’s
death until induction of labor.
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Table 2

Characteristics of Included Studies

Meaney et al. 2014% Ireland

Murphy 2012% United
Kingdom

Murphy 2012%° United
Kingdom

Interpretive
Phenomenological
Analysis

Exploratory,
grounded theory

Grounded Theory

National Infant Foundation
website.

Semi-structured interviews.
Purposive sampling of 10 parents
who either consented or declined
autopsy from a large tertiary
maternity hospital in Cork
Treland.

In-depth interviews with parents

who experienced a stillborn child.

Recruited via Birth Trauma
Association and SANDS
websites. Inclusion criteria:
stillbirth since 1993 and no less
than 6 months prior to the
interview.

Interviews with couples and
mothers who experienced
stillbirth from 1992 to no less
than six months before the
interview took place. Recruited
through support groups,
pregnancy loss websites and
personal contacts.

10 parents (6 mothers, 4
fathers)

32 parents (22 mothers, 10
fathers)

32 parents (22 mothers, 10
fathers)

Exploring decision-making
process about perinatal autopsy
among parents who experienced
antepartum and intrapartum
stillbirth.

The effect of expectant
motherhood discourses on parents
who suffer a stillbirth

Exploring empowerment as a
means of overcoming the stigma
of stillbirth.
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Table 2
Characteristics of Included Studies

Murphy & Thomas 2013®"  United Grounded Theory
Kingdom

Norlund et al. 2012 Sweden Qualitative Content
Analysis (thematic
analysis)

Nuzum et al. 2018% Ireland Interpretive
Phenomenological
Analysis

Thirty-one in-depth interviews
with parents of 22 stillborn
babies. Joint interviews were held
with 10 couples, of which five
women and four men participated
in individual interviews. An
additional 12 women were
interviewed individually, as their
partners declined involvement..
Parents recruited through SANDS
groups, national support groups
and personal contacts.

31 interviews

Web survey questionnaire 84 women
available on the Swedish National

Infant Foundation’s website.

Survey available between 27

March 2008 and 1 April 2010.

Eight-four of the 213 respondent

completed the qualitative

questions.

Semi-structured qualitative 17 (12 mothers and 5 fathers)
interviews with bereaved parents.
Purposive sampling of bereaved
parents from Cork University
Maternity Hospital. Inclusion
criteria: participants had to be
cared for in the study hospital, not
currently pregnant, over 18 years
of age and had not previously
indicated that they did not wish to
be contacted by the hospital for
research purposes.

22 women, 10 men, comprising

Exploring how parents respond to
memories of their stillborn child
over the years following their
loss.

Exploring mothers’ lived
experiences following the death of
a baby and the quality of their
interactions with health
professionals.

Exploring the personal impact of
stillbirth on bereaved parents
including researching the lived
experience of parents who were
told that their baby had died or
would die before birth.
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Table 2
Characteristics of Included Studies

Nuzum et al. 2017% Ireland Interpretive
Phenomenological

Analysis

Nuzum et al. 2017% Ireland Interpretive
Phenomenological

Analysis

Osman et al. 2017% Somaliland Phenomenology

Semi-structured qualitative
interviews with bereaved parents.
Purposive sampling of bereaved
parents from Cork University
Maternity Hospital. Inclusion
criteria: participants had to be
cared for in the study hospital, not
currently pregnant, over 18 years
of age and had not previously
indicated that they did not wish to
be contacted by the hospital for
research purposes.

17 (12 mothers and 5 fathers)

Semi-structured qualitative
interviews with bereaved parents.
Purposive sampling of bereaved
parents from Cork University
Maternity Hospital. Inclusion
criteria: participants had to be
cared for in the study hospital. not
currently pregnant, over 18 years
of age and had not previously
indicated that they did not wish to
be contacted by the hospital for
research purposes.

17 (12 mothers and 5 fathers)

Qualitative interviews with 10 10 women
Somali women one to six months

after stillbirth. Recruitment via

Traditional Birth Attendants

(TBAs) in eight villages of a

Somaliland district. Inclusion

criteria were married; non-

pregnant women who had given

Exploring bereaved parents’
spiritual and theological struggle
following stillbirth.

Exploring the impact of how bad
news was provided to parents
following diagnosis of stillbirth.

Describing the experience of
Muslim Somali mothers whose
babies died at birth.
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Table 2
Characteristics of Included Studies

Analysis (thematic
analysis)

Pena 2009% United Phenomenology
States of
America
Radestad et al. 2014% Sweden Qualitative Content
Radestad et al. 2011% Sweden Qualitative

inductive manifest
content analysis

birth in a health facility to a baby
with no signs of life at or after 28
weeks of gestation within the six
months prior to study.

A convenience sample of six 6 men (1 who experienced

fathers who experienced perinatal  stillbirth)
loss (one stillbirth). Inclusion

criteria: men whose partners have
experienced a perinatal loss; that

they are psychologically aware

and possess the sufficient insight

to clearly articulate their

experience; may benefit from

study participation.

Semi-constructed questions 26 women
during face-to-face interviews
with mothers bereaved by
stillbirth. Self-recruited
participants recruited via
information posted on the
Swedish National Infant
Foundation website. Inclusion
criteria were that the mothers
should have given birth to a dead
child after 28 gestational weeks.

Retrospective cross-sectional 799 women
study via questionnaire posted on

the Swedish National Infant

Foundation website between 27

March 2008 and and 1st April

2010. Participants self-selected.

Inclusion criteria was

Investigating men’s experience of
perinatal loss.

Exploring mothers’ experiences

of the confirmation of ultrasound
examination results and how they
were told that their baby had died

in-utero.

Describing mothers’ gratitude for
the actions of health professionals
involved in the birth of their baby.
Also examining whether the
aspects of care for which women
were grateful differed between
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Table 2

Characteristics of Included Studies

Roberts et al. 2012 India
(Central
Rural)

Ryninks et al. 2014™ United
Kingdom

Grounded Theory

Interpretive
Phenomenological
Analysis

experiencing a stillbirth after the
22" weeks of gestation, as well as
stating the year the baby was born
and answered an open question
about gratitude.

Key informant interviews with 17
women who experienced stillbirth
and two validation focus groups
with health care providers and
family members. Snowball

sampling.

In depth interviews were
conducted with mothers three
months after stillbirth.
Participants were recruited from
nine National Health Service
(NHS) hospitals in the UK.
Inclusion criteria: women over 18
who had experienced a stillbirth
at 24 weeks gestational aged or
later and who were not pregnant
again three months after stillbirth.

33 (17 women who
experienced stillbirth; focus
group 1 n= 6 women of
reproductive age no stillbirth;
focus group 2 n=10 older
women, grandmothers, mother-
in-law’s and Dais of which 3
had experienced stillbirth

21 mothers

mothers whose children died
before and after 1990.

Exploring how poor, rural women
in central India experience grief
from stillbirth and how their
social environment reacts to and
influences their grief.

Investigatung how mothers
describe their experience of
spending time with their stillborn
baby and how they felt
retrospectively about the decision
they made to see and hold their
baby.
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Table 2

Characteristics of Included Studies

Schirmann et al. 20187 Australia
and New
Zealand

Sun et al. 20147 Taiwan

Sutan & Miskam 2012 Malaysia

Framework
Analysis using the
Decision Drivers
Model

Phenomenology

Exploratory
Descriptive

Analysis of open-ended questions
from a multi-country online
survey of parents’ experience of
stillbirth. Inclusion criteria:
mothers residing in Australia or
New Zealand who reported a
stillbirth after 20 weeks’
gestation.

In-depth interviews with 12
couples who experienced stillbirth
in maternity units in Taoyuan,
Taiwan. Purposive sampling.
Inclusion criteria: 20 years or
older, the married, pregnant
woman and her spouse accepted
labor induction for stillbirth, able
to communicate in Mandarin or
Taiwanese, agreed to audio
recordings of interviews.

Data collected via focus groups
and in-depth unstructured
interviews. Purposive sampling
among Muslim women who
attendee Universiti Kebangsaan
Malaysia Medical Centre

(UKMMC).

460 mothers (416 Australian,
44 New Zealand)

24 (12 couples comprising 12
women, 12 men)

16 women

Understanding the influences on
parents’ decisions about autopsy
after stillbirth and to identify
aspects of effective decision
support that align with parents’
needs. Male respondents (n=15)
were excluded due to low
response rates.

Understanding the essence and
structure of parents’ decision
making and seeing phenomena
during stillbirth of their child.

Exploring and describing the
psychosocial impact of social
support among Muslim women
following perinatal loss.
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Table 2
Characteristics of Included Studies

Thomadaki 20127 United Interpretative
Kingdom Phenomenological

Analysis

Tseng et al. 20187° Taiwan Qualitative
Descriptive

Tseng et al. 2014”7 Taiwan Qualitative
inductive content
analysis

Eight semi-structured interviews 8 women
with women who lost their

firstborn baby perinatally. Only

women that experienced a

perinatal loss (death from 24®

week of gestation until 28® day of

life) were included. Sampling via

SANDS website and a specialist

midwife from the Kings College

Hospital.

A qualitative descriptive study of 16 women
in-depth interviews with 16
Taiwanese women who
experienced stillbirth. Purposive
sampling from two teaching
hospitals on southern Taiwan.
Inclusion criteria: experienced
stillbirth during 20-40 weeks’
pregnancy; had participated in
rituals after diagnosed with a
stillbirth; and consented to
participate. Exclusion criteria:
unmarried mothers and pregnant
adolescent.

A qualitative descriptive study of 21 women
in-depth interviews with 21

Taiwanese women who

experienced stillbirth. Purposive

sampling from two teaching

hospitals on southern Taiwan.

Inclusion criteria: experienced

stillbirth during 20-40 weeks’

Exploring “how mothers
experience personal growth after a
perinatal loss™.

Exploring the meaning of rituals
that women and their families
perform after stillbirth.

Portraying Taiwanese women’s’
recovery processes after stillbirth.
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Table 2
Characteristics of Included Studies

Weaver-Hightower 2012”®  United Auto-ethnography

States of
America
Yamazaki 20107 Japan Grounded theory
(constant
comparative
analysis)

pregnancy in 2006-2008;
pregnant married women were
included: pregnant adolescents
and pregnant unmarried women
were excluded.

Autoethnographic essay of a 1 man
father’s experience of his stillborn

daughter.

Interviews with 17 Japanese 17 women

women. Non-probability
convenience sampling from self-
report groups for perinatal loss in
three areas of Japan. Inclusion
criteria: native Japanese speaker,
sudden IUFD after 28 weeks’
gestation, and at least one year
after IUFD.

Exploring stillbirth, grief, tactile
contact with death and how these
demonstrate the strictures and
ruptures of masculinity in
Western cultures. Counter-poses
these realities against the political,
economic and medical discourses
of stillbirth to explore how social
structures mediate and complicate
parents experiences of their
baby’s death.

Describing the meaning of fetal
death for Japanese women in a
local community.
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Participant Characteristics

After the removal of 154 duplicate participants, the total sample consisted of 2,773
participants (Nyuaies = 51); 2,462 women and 311 men. Female participants were aged
between 16 and 47 years (M = 30.83 years; SD = 9.48), based on 1,031 female participants
(Nsudies = 5). The mean age of male participants could not be determined due to insufficient
information. Overall, 2,691 stillborn babies were represented in this synthesis with a
gestational age range of 20 to 44 weeks (M = 35.37 weeks; SD = 5.99), based on 183 stillborn
babies (Nyudies = 2).

Synthesised Findings

The included studies presented 280 findings. Through a meta-aggregative approach,
the synthesis of these findings resulted in six categories Shock and Grief, Support Needs;
Gender, Culture, Social Norms and Faith, Parenting a Child who has Died; Education and
Information, and Mementoes and Rituals, shown in Table 3. These categories are discussed

below.
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Table 3

Synthesised Findings and Categories of Men and Women’s Lived Experience of Stillbirth

Shock and Grief: Profound grief is experienced by men and women in response to stillbirth despite, but within the context of gender, culture, religion and social
norms.

Parents are shocked by stillbirth. Parents from developed countries do not expect their pregnancy to result in stillbirth due to perceived advances in medicine and
obstetrics.

Women and men grieve with the same intensity for the loss of their stillborn child.

Men and women experience and display their grief within the context of social norms, gender roles, parental roles and religious beliefs.

Men and women grieve for a stillborn child like that of a child that lived; their grief continues for many years.

Women and men express their grief in different ways and have different needs.

Support Needs: Support needs commence on notification that the baby has died and continue through labour and delivery, post-natal care and beyond.

Compassionate support has a positive impact on recovery for bereaved parents.

Men and women bereaved by stillbirth feel that health professionals alone cannot meet their support needs.

Women and men want health professionals who are trained in responding to stillbirth.

Bereaved parents respond positively to health professionals who display emotions; feeling this legitimises their loss. They are distressed by health professionals who
are cold and distant, medicalise their loss and reassure them that they can have another child.

Parents want to be contacted by health professionals for follow-up care; they want access to skilled mental health professionals, grief counselling, pastoral care and
community support.

Bereaved parents want their family, friends and colleagues to provide support with empathy and compassion.

Bereaved men and women benefit from support groups where they feel that their loss of a child and ongoing role as a parent is recognised and acknowledged.
Support groups offer bereaved parents the benefit of meeting people with a shared experience. They are able to witness that recovery from their loss is possible.
Women engage in support groups more than men.

Gender, Culture, Social Norms and Faith: Men and women experience stillbirth as a profound loss. The expression, coping style and communication of that loss

is influenced by gender roles, social roles and norms, culture and faith.

Men and women display differences in how they express their grief. Women grieve more openly, within groups, sharing their emotions with their partner and family.
Men prefer to grieve internally, privately, or with a trusted friend.

Men want to be recognised as grieving fathers, not as supportive partners.

Men are expected to return to their normal lives soon after stillbirth without consideration of their emotional, psychological or functional needs (e.g., return to work).
How men and women express, display and cope with their loss occurs in the context of social roles and expectations.

68



MEN AND WOMEN'’S LIVED EXPERIENCE OF STILLBIRTH

Culture and faith influence whether and how a stillborn baby is recognised.

In some cultures, fertility and motherhood are strongly associated with social status, value, worth and acceptance. In these cultures, parents grieve in silence to avoid
stigmatisation. Women in these cultures risk loss of their social status and security as a result of stillbirth.

Social taboo, stigma and silence are experienced as significant sources of distress for bereaved parents. In these cultures, bereaved parents feel unable to openly grieve
or celebrate their child’s birth and death.

In some cultures, stillbirth is seen as a failure of the role of mother, wife and daughter-in-law. This loss is not discussed, and grieving mothers cope by suppressing
their emotions. The birth of a subsequent live baby is important to reinstate the mother’s identity and value within the family and society.

In other cultures, bereaved parents were unable to. or feared to, see or hold their baby due to religious beliefs and practices. They feared violating the taboo to see or
hold their child would affect the deceased, survivors and future pregnancies.

Bereaved parents experience the death of their child as challenging their beliefs and faith. Some parents were able to draw strength and find meaning in their loss
through their faith and connection to God/Allah.

Parenting a Child Who Has Died: Men and women want their stillborn baby to be treated by health professionals, family, friends and colleagues as a child who
has died.

Bereaved parents want their stillborn baby to be treated like a live baby who had died. They want to be treated as parents who have lost a child.

Men and women form attachments to their child during pregnancy. Fathers connect to their child from the beginning of pregnancy.

Women bereaved by stillbirth want the same acknowledgment of the challenges of labour and birth as women who deliver live babies. They want the emotional and
psychological complexity of delivering a stillborn child acknowledged.

Men and women are distressed when health professionals refer to their child in medical terms (e.g., foetus). Bereaved parents want their child to be referred to by their
name.

Legitimising the existence of a stillborn baby assists parents to process their loss.

Men and women want their child to be acknowledged by their family and friends.

Men and women want to be encouraged to see, hold and parent their stillborn child.

Parents feel they have limited time to make memories with their stillborn child.

Women report distress on leaving their stillborn child.

Men and women continue to engage in behaviour that represents parenting their child for many years. Often this is done in the privacy of the home.

Education and Information: Bereaved men and women want information from the time of notification that their baby has died through to follow-up care and
beyond.

Parents need more education on what to expect, how to make memories and the support available to them.
Information provided to bereaved parents should commence from the point of notification that their baby has died.
Health professionals should use clear, empathic and unambiguous language in all encounters with bereaved parents.
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Bereaved parents find it difficult to retain information during acute distress, shock and grief. Therefore they want information repeated, clarified and provided in
multiple formats.

Bereaved parents want information on all options to see, hold, parent, ritualise, commemorate and remember their baby. They want to make their own choices based
on unbiased information. They do not want to feel pressured to make decisions about their baby, nor feel they have limited time (while acknowledging that they do).
Bereaved parents want information on what to expect and how to cope with their loss in the medium to long-term. They often feel alone in navigating their loss and
unsure of where to access support.

Mementoes and Rituals: Bereaved parents cherish the mementoes of their stillborn child. Men and women engage in rituals to legitimise their baby, their loss,
their role as parents and as a primary form of coping

Parents are often not aware of the many options to memorialise their baby and create mementoes; they want health professionals to provide information and coordinate
these practices.

Parents of stillborn babies cherish mementoes. Loss of items is highly distressing, even years later. Rituals, memories and meaning-making are important factors for
positive coping.

Men and women participate in rituals to acknowledge the existence of their stillborn child, protect their baby and connect to their role as parents.

Men and women practice rituals even when not socially or culturally acceptable or encouraged, in which case they are conducted in private.

Men and women use rituals to recover from distress and process their grief. They want to include siblings and family in rituals to acknowledge the birth and death of
their child.

Religious practices and rituals assist bereaved parents to understand and accept their loss.
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Shock and Grief

Men and women experience a profound sense of grief in response to stillbirth which
persists for many years. Overwhelmingly, parents are shocked by stillbirth. Due to perceived
advances in medicine and obstetrics, parents from western, developed countries do not expect
their pregnancy to result in stillbirth. As one woman described: “I had no clue. I had a
textbook pregnancy and everything was perfect all the way to the end. You think that as long
as you are getting medical care, they can take care of anything that is going to come up, or
that there might be a warning.”'® This synthesis identified that men experience grief with
the same intensity as women. Both men and women grieve for their stillborn child like that of
a child who had lived. Their grief is experienced and expressed within the complex constructs
of gender, culture, social norms, parental roles and religious beliefs and values. It is these
constructs and their complex interplay which result in differences seen in how men and
women express and cope with their loss. One man explained: “You can’t say it was worse for
Melissa because it was in her stomach, it is not. Obviously the baby was in there but the bond
and therefore the loss is just as much”. *>®*3)
Support Needs

Bereaved parents support needs commence immediately on notification that their
child has died. This need continues through preparation for labour, delivery, post-partum care
and well beyond the hospital encounter. One woman emphasised the need for immediate
support on notification: “the doctor did an ultrasound...he then leaned over and said ‘I'm
sorry, your baby is gone’, and he walked out! He just walked out! I was alone in the room
with my dead baby inside me”>"®® Men and women bereaved by stillbirth report that health
professionals alone cannot meet their support needs. They express the need for family,
community and pastoral support. Additionally, they discuss motivation to engage in skilled

mental health support and grief counselling, although note they are often unsure of how or
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where to access this. Men and women want health professionals to engage in proactive
follow-up care rather than relying on bereaved parents to initiate such services.

Compassionate support from health professionals and family and friends have a
positive impact on recovery for bereaved parents. Men and women want their treating health
professionals to be trained in how to respond to stillbirth and have the emotional capacity and
professional experience to do so. Bereaved parents appreciate health professionals who
display emotions in response to the loss, noting this validates and acknowledges their
experience. In addition, they expect health professionals to be compassionate, empathic and
self-aware, noting that health professionals who are distant, unsympathetic,
uncommunicative, medicalise their loss or inadvertently undermine their loss through
assurances they can have another child exacerbate their distress. One woman highlighted the
powerful words of an empathic midwife who recognised the birth of her daughter: “Even
though she wasn’t breathing and she didn’t open her eyes, she [the midwife] still said you 've
got a beautiful baby girl. It just meant the world”.*®” Conversely, one woman emphasised
the distress caused by a midwife who trivialised her loss: “A midwife called my baby ‘the
miscarriage’, despite the fact that the baby was born in week 25. She also said ‘there are
worse things’. It was horrible to hear her say that”.*®*? Both men and women have
reported benefit from support groups. In these settings, they feel recognised as parents who
have lost a child and can connect with others through shared experience. They also discuss
that seeing others coping with such a profound loss has a positive impact on their own
recovery. Despite the benefits, overwhelmingly, women engage in support groups more than
men.
Gender, Culture, Social Norms and Faith

Women and men display differences in how they express their grief. Women are

noted to grieve more openly, within groups and benefit from sharing their emotions with their
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partner and family. In the context of male gender roles and social expectations of male
emotion processing, men describe a preference to grieve internally, privately or with a trusted
friend. As one man described: “I think it was because she (wife) wasn’t there and I could lose
it for a minute and not feel that I'm going to cause her to lose it even more. I felt like if  was
with her and I lost it we would never recover”.>®>% Another woman reflected with insight
on the impact the loss of their son had on her husband: “We don’t normally talk about the son
we lost. But when my sister-in-law had a baby and we celebrated the occasion, my husband
said, ‘let me hold the baby’ and he cried. While watching him, I was struck for the first time
by the thought, ‘it must have been hard for him too’”.””®*®

Both men and women note that how they cope and express their loss is impacted by
social expectations and gender roles of wife/husband, mother/father, woman/man.
Interestingly it was found that men want to be recognised as grieving fathers, not just as
supportive partners to a grieving mother. Men also note the existence of social and cultural
expectations to quickly resume their pre-loss lives often without consideration of their
emotional, psychological or functional needs. One woman highlighted the impact of gender
roles and social expectations when commenting on her husband’s experience of stillbirth:
“Men are expected not to show emotions and also to support women. Besides, they need to
go back to work immediately (while women are not necessarily expected to do the
same) .92

An individual’s culture also has multiple influences on their lived experience of
stillbirth. Firstly, culture was found to influence whether a stillborn baby is recognised and to
what extent. In some cultures, social taboo, stigma and silence were common consequences
of the stillbirth experience and resulted in marked distress for bereaved parents. As a result,

these parents felt unable to openly grieve and celebrate the birth and death of their child

despite their continued distress. In other cultures, fertility and motherhood were strongly
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associated with social status, value, worth and acceptance. Parents in these cultures grieve in
silence to avoid stigmatisation. As a result of stillbirth women in these cultures risk the loss
of their social status and security with stillbirth seen as a failure of the role of mother, wife
and daughter-in-law. The experience is of a loss ignored, and grieving women learn to cope
by suppressing their emotions. For these women, the birth of a subsequent live baby is an
important step in reinstating her identity and value within the family and society. A
Taiwanese woman describes this complex interplay: My mother-in-law made it very clear
that my husband could not go into the delivery room, and could not see the baby. I really
wanted to look but I couldn’t, because they had already covered it up. She forbade me from
mentioning anything related to the lost baby. But my thoughts just kept turning in my mind,
making me cry. She did not want to hear about it; she rejected the baby in the same way she
rejects disease and death. Because the baby died without even being born, she rejected him
even more strongly; so the only thing I could not was suppress my feelings.” ®**

In some cultures, bereaved parents were unable to, or feared to, see or hold their baby
due to religious beliefs and practices. They feared that by violating the taboo concerning
seeing or holding their child, they would affect the deceased (prevent reincarnation, stuck in
the spirit world), survivors and future pregnancies (result in future pregnancy loss). For some
parents, the shocking loss of a child to stillbirth led them to question their faith and beliefs.
For others, their faith provided a means of drawing strength to cope with their distress and
find meaning in their loss. An Israeli Ultraorthodox Jewish woman emphasised the ability to
draw strength from one’s faith: I caught myself and said, ‘Wait a minute. This was a test from
God’. God gave me strength, and there were worse things. I suddenly realized that we had an
opportunity to sanctify God’s name, and I turned to God and said ‘Help me sanctify your

name and get through this test with strength’. I then told my mother that this was from the
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Blessed Lord, and that there was a reason for the stillbirth. Once I realized that, I felt much
better, and much Stronger.45(p926)
Parenting a Child Who Has Died

Men and women form attachments with their child during pregnancy. Men noted
connecting to their child from the beginning of pregnancy, with some highlighting advances
in ultrasound technology intensified this connection. It was overwhelmingly apparent that
bereaved parents want their stillborn baby to recognised, acknowledged and treated like a
baby who has died. A woman emphasised the positive impact being recognised as a parent
had on her experience of stillbirth: “They told us that she was beautiful, and congratulated us
that, in spite of everything, we had become parents to this wonderful little girl”.*®**)
Another woman acknowledged the benefit of health professionals responding to the stillbirth
of her baby the same as the death of a child who had lived: “The staff on the delivery ward
were wonderful. They cried and showed respect”.**®*) As such, men and women want to be
treated as parents who have lost a child. They want this recognition not only from health
professionals but also from family, friends and colleagues. Legitimising the existence of a
stillborn baby assists parents to process their loss.

Women discussed the need to be treated the same as women who deliver live babies,
with the same acknowledgment of the challenges of labour and birth. They also expressed a
need for the psychological and emotional complexity of delivering and then later leaving a
stillborn child to be recognised. One man demonstrated the importance of being treated the
same as other parents who recently welcomed a baby: “They really were there to help and
always available to do so. I was just as pampered as my wife was. The staff made us feel as
though we were exactly like all other couples having a baby”.*®*°? In order to facilitate this

recognition, bereaved parents want their child to be referred to by their name. Parents also

have a strong desire to engage in parenting behaviours with their stillborn child. Where
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siblings exist, they want to integrate them into these practices as a family. Parents feel they
have limited time to make memories with their stillborn and want to be encouraged to see,
hold, and parent their baby. It should be noted that parenting practices continue well beyond
the hospital experience and when conducted, the funeral. Men and women continue to engage
in behaviour that represents parenting their child for many years. Often this is done in the
privacy of the home. One man described how he and his family continue to recognise their
stillborn son: “We usually as a family celebrate his birthday and have a birthday cake and
we did this year. Yeah, we celebrate his birthday and go down to the grave at least a couple
of times a year and if I'm ever walking around that way I usually go over”.>®*" Another
woman highlighted how their stillborn son continues to be recognised as a member of the
family: “He (the stillborn baby) is truly alive in our family. Elizabeth (the sibling) talks to
him in the evening, so I feel that the siblings experience that they have a little brother, in a
sort of way. I experience the farewell as a process”.>*®"
Education and Information

It was very evident that parents need more education on what to expect, how to make
memories and support services. Parents want information from the time they are notified that
their baby has died. They also note that due to their shock, distress and grief, they need
information to be repeated, clarified and provided in multiple formats (e.g., verbal and
written). Parents discussed the need for health professionals to use clear, empathic and
unambiguous language in all their interactions. One woman articulated the importance of
language as follows: “I’m really sorry, your baby has died. She [the Doctor] was very clear
and precise with her words, as in I was able to understand her...I understood everything
clearly and I felt there was no stone unturned”.**®*

Information of particular importance to bereaved parents included all available

options to see, hold, parent, ritualise, commemorate and remember their baby. Parents
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expressed a desire to make their own choices based on comprehensive and unbiased
information. They do not want to feel pressured to make decisions about their baby, nor feel
they have limited time (while acknowledging that they do). Parents also discussed the
importance of having information about what to expect and how to cope beyond the hospital
experience. They reported often feeling alone in navigating their loss and being unsure of
where to access support. One woman emphasised: “/ was feeling so bad and I was so upset
that I forgot everything the doctor taught me. I even lost the information brochures. I think it
was the duty of the prenatal care provider to follow-up and ask why I had not referred for
healthcare” >*™*®® Another woman highlighted the lack of support beyond the hospital
encounter: “/ was allowed to stay for three days...any assistance after that was pretty thin on
the ground. There was no follow-up”.*®**>
Mementoes and Rituals

In their state of shock and grief, men and women are often unaware of the options
they have to create memories and memorialise their child. Overwhelmingly, they want health
professionals to provide information and assist in coordinating these practices. The
importance of extra guidance was emphasised by one woman: “I now realise that extra
guidance about what I could do with my baby would’ve been appreciated, for example,
bathe/dress her, walk with her in the garden, take more photos, have hand/foot casts taken,
open her eyes etc! These are the little things chronically grieving parents do not think to do —
they need guidance”.” ™'

Parents discussed the high value placed on mementoes of their child, noting the loss
of an item was highly distressing. Regardless of culture, men and women participate in rituals
as a means of acknowledging the existence of their stillborn child, connecting to their role as

parents and protecting their baby. They also express the desire to engage siblings and family

in these practices. When bereaved parents’ culture or religion did not support rituals, any
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rituals were often conducted in private or isolation. Bereaved men and women found that
religious practices and rituals assisted them to make sense of and accept their loss. One
woman described the key roles chaplaincy played in memorialising her stillborn son:
“Chaplaincy staff were absolutely brilliant and held a baptism for our son, which was one of
the most important things that we did, officially recognising and naming him”.'*®*¥ Overall,
rituals, mementoes and memory making practices were found to be an important part of
positive coping for parents bereaved by stillbirth.

Discussion

This study aimed to explore the lived experience of men and women bereaved by
stillbirth and to utilise these findings to inform grief and support guidelines. The meta-
synthesis of fifty-one studies resulted in 280 findings which were aggregated into six
categories. These categories encompassed men and women’s lived experience of grief,
support, parenting, gender, social norms, culture and faith in response to stillbirth. Insights
were also gained into the role of rituals and mementoes and the importance of education and
information.

The findings of this study were consistent with, and build upon, previous meta-
syntheses in the stillbirth literature.**'*** Profound grief was found to be a universal
experience for men and women bereaved by stillbirth regardless of ethnicity, culture,
religion, faith or social role or status. This study supports previous research which identifies
stillbirth-related grief occurs in the context of stigma, gender, parenting roles and
attachment.'®'” Bereaved men and women yearned for their baby to be recognised as a child
who had died and to have their role of parent legitimised by the healthcare system, family,
friends and colleagues. Regardless of gender, culture or faith men and women bereaved by
stillbirth found compassionate, empathic, humanistic support promoted their coping and

recovery.
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A new finding identified from this study is that men and woman were aware of
discrepancies between their feelings of grief and distress and the gender, cultural and social
expectations of emotional expression and coping. Building on what is known in the literature,

this study also found that for many a stillborn child was a silent loss.'"""*'*

This study found
that the volume of silence was mediated by the society and culture within which bereaved
parents live. Bereaved men and woman craved information about their loss, how to recognise
and remember their child, and how to learn to cope over time. The provision of this
information was inconsistent. Mementoes and rituals played a crucial role in recognising the
birth and death of a stillborn baby, continuing to integrate the baby into the family construct,
and fulfilling the needs of bereaved men and women to parent their child and to process their
grief.

This study presented four hypotheses. The findings of the meta-synthesis support the
first hypothesis that social and cultural factors impact men and women’s lived experience of
stillbirth. It also supports the proposal that cultural norms associated with gender, parenting
and relationship roles result in differences in the lived experience of stillbirth between men
and women. This study also identified support for the second hypothesis that differences will
be found in the experience of grief between men and women in response to stillbirth as a
result of cultural and social factors. Building on the work of Hennegan et al.** and
McCarthy'® this study found men and women express, and cope with, their grief differently,
with men preferring to grieve in private and internally and women preferring sharing their
emotions and grieving within groups.

This meta-synthesis in part supported the third hypothesis that social norms associated
with male gender, fatherhood and what it means to be a spouse lead to suppressed or delayed
expression of grief for men when compared to women. While grief suppression was prevalent

for some men in this study, it was not found to be a universal experience of men bereaved by
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stillbirth. Interestingly, this study found that grief suppression was influenced by culture and
faith and as such, was also reported by some bereaved women. Overwhelmingly this meta-
synthesis identified that men bereaved by stillbirth experience grief with the same intensity as
women; often without any personal sense of suppression.

Grief suppression can then be argued to occur as a consequence of assumptions by the
support network of bereaved men that their loss experience is not as painful, intense or
challenging as bereaved women and therefore is somehow suppressed. Interestingly, the
notion of grief suppression feeds into Western social and cultural expectations of how men
are expected to cope and express their emotions. Delayed grief amongst men was also not
found to be a universal experience. While found in this study to be used as a coping strategy
by some men, often to facilitate supporting their distraught spouse, other men reported no
delay in their experience or processing of grief, facing the same emotional challenges as
women. This finding challenges previous assumptions made about the male experience of
stillbirth and broadens understanding of the lived experience of men. It also highlights that
much remains to be learnt about the role culture, gender and social norms play in the lived
experience of stillbirth.

The findings of this study support the final hypothesis that the grief and support needs
of men and women bereaved by stillbirth will extend beyond the hospital encounter and
outside the clinical care team. Overwhelmingly bereaved parents wanted the support of a
multidisciplinary team, their family and community, both in recognising the birth and death
of their child and in processing their loss in the short- and long-term. This study identified
that bereaved men and women seek support for many years after their loss and find meaning

in sharing their lived experience with those who can relate.
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In response to the results of this study, grief and support guidelines that extend
beyond the hospital setting for men and women bereaved by stillbirth have been developed

(Table 4). These guidelines also propose research informed training and governance needs.
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Table 4
Grief and Support Guidelines for Men and Women Bereaved by Stillbirth

Grief

» Parents should be provided with basic information during the ante-natal period on what to expect in the tragic event that their child is stillborn. This advice
should be tailored to the hospital in which they plan to deliver their child.

» Treating health professionals should determine the cultural, spiritual and religious needs of bereaved parents and integrate this into their care plan.

» Psycho-social and grief interventions should be culturally sensitive and consider the ethnic and spiritual meaning of the loss for bereaved parents.

» Parental shock and grief should be acknowledged and normalised by treating health professionals.

» Parents should be provided with information on common grief reactions to stillbirth.

*  On the notification of stillbirth, health professionals should acknowledge the commencement of grief.

» Health professionals should address the emotional needs during labour and delivery of parents experiencing antepartum stillbirth.

» Parents should be given information and referrals for grief counselling (if desired).

Support

» All expectant parents should receive education about stillbirth during the antenatal period. Information should include evidence-based risk reduction
practices.

*  Mothers should be encouraged to monitor fetal movements and trust their instincts.

*  Mothers should be educated on when to seek medical review and be aware of their rights to be examined.

» Stillbirth should be managed by a multidisciplinary team comprising medical practitioner, midwife, social worker, psychologist and chaplain (or
equivalent).

*  Multidisciplinary teams should determine what family, social, community or religious support bereaved parents need and facilitate engagement.

» Parents should not be left alone following notification of the death of their child unless they specifically request for this to occur.
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From time of notification through to hospital discharge, parents should be consulted regularly to clarify information and provide opportunities for

questions.

* Multidisciplinary teams should consider the differing information and support needs of antepartum and intrapartum stillbirth.

» Parents should be offered the opportunity to involve the stillborn baby’s siblings, grandparents and other family members in rituals and memory making
practices.

» Follow-up must include at a minimum both parents. This should include an assessment of each parent’s psycho-social needs. Where relevant the family
system may require follow-up (e.g., siblings, grandparents). Follow-up should be initiated by the healthcare system and referrals facilitated where the need
is identified.

» Information on the referral pathways for mental health support, grief counselling, social work, chaplaincy and support groups should be provided and
referrals arranged.

» Parents should be provided with information on what to expect on returning home without their baby.

» Parents should be provided with information on adaptive means of coping and self-care practices.
Training and Governance

* All midwives and obstetricians should be trained in how to sensitively and respectfully respond to stillbirth.

* Hospital settings should have multidisciplinary teams trained in best practice responses to stillbirth.

* Hospitals should have established referral pathways for psychologists, social workers and chaplains experienced in supporting those bereaved by stillbirth.

» Hospitals should have facilities purposely designed to meet the needs of parents bereaved by stillbirth. These facilities should be designed to support
health professionals in providing evidence-based care.

» Employers should have policies and practices in place to meet the psycho-social needs of their employees responding to and experiencing stillbirth.

» Health professionals not trained in how to respond to stillbirth should seek the professional supervision of skilled peers.
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These grief and support guidelines emphasise the importance of a multidisciplinary
approach to responding to stillbirth where bereaved parents are acknowledged to live within a
broader social, cultural, ethnic, familial and religious/spiritual structure. Grief response
should focus on attending to the basic needs of bereaved men and women, normalising their
grief, and providing empathic care focussed on reinstating a sense of control and agency in
their time of crisis. Grief should be attended to by a multidisciplinary team with a priority to
integrate the family and community to assist with immediate and longer-term support. These
guidelines also reinforce that stillbirth needs to be viewed as a crisis of loss, not simplified to
a medical problem that requires resolution during the hospital encounter.

Increased education and awareness concerning stillbirth needs to be provided in the
antenatal period. This education should include the communication of evidence-based
strategies to reduce the risk of stillbirth. Follow-up of men and women bereaved by stillbirth
needs to improve. Follow-up should be routine and should encompass the wider family
system. Noting that bereaved men experience stillbirth with the same intensity as women,
considerably more needs to be done to ensure their needs are addressed.

Limitations and Future Research

The findings of this study must be considered in light of possible limitations. First,
despite a rigorous search strategy, it is possible that not all relevant studies have been
included in this study. Also, studies not published in English were excluded. Second, the
stillbirth literature is known to markedly underrepresent the experience of bereaved men,
therefore impacting on the representation of men in the findings of this study. The stillbirth
literature has even fewer studies which examine the impact of culture, gender and social roles
on the lived experience of bereaved men and women. Another limitation was the majority of
studies (n = 37) in this synthesis were from Western, developed countries, therefore making it

difficult to generalise results beyond these settings. Where other cultures were represented,
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these were small in number. These limitations were in part balanced by the methodological
strengths of this study which include the use of a predetermined, standardised search strategy,
quality assessment tool and systematic synthesis of findings.

This study identified the need for further research investigating the grief and support
needs of men bereaved by stillbirth. Studies which investigate the impact of gender, social
expectations and parenting roles on men’s experience of stillbirth would also be valuable.
Specific studies which consider the cultural and spiritual needs of men and women bereaved
by stillbirth are also significantly lacking. Valuable information could also be gleaned from
studies which explore the role of family, community, chaplaincy and allied health
professionals in meeting the medium- to long-term grief and support needs of bereaved men
and women. Examining the needs of men and women bereaved by stillbirth beyond the
hospital encounter is an area of research that requires additional attention.

The findings of this study make an important contribution to improving our
understanding of the lived experience of men and women bereaved by stillbirth. This study
presents important grief and support guidelines for those responding to bereaved men and
women. It is hoped that with the application of these guidelines and continued research, men
and women bereaved stillbirth can be better supported with the life-long consequences of this
tragic loss.

Reflexive Paragraph

During this study, the primary researcher (NR) experienced a planned second
pregnancy and consequent missed-miscarriage at ten weeks. This occurred after quality
appraisal and before data extraction. This was the primary researcher’s first experience of
pregnancy loss. It is acknowledged that this experience has potentially influenced the
interpretation of findings and research as a whole. This risk was moderated by regular

consultation during all stages of extraction, interpretation and presentation of findings with
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the secondary researcher (MO) who was aware of the primary researcher’s pregnancy and
subsequent loss. Important to limiting the impact on the interpretation of findings, and
ensuring her own wellbeing, the primary researcher took a break until she felt emotionally
and psychologically ready to continue with the study. In the spirit of this study, the primary
researcher offers a narrative of her experience of pregnancy loss (Appendix B).
Conclusion

Stillbirth is a tragic loss which has far-reaching implications for those bereaved and
the family, community, health and social systems within which they live. Support and grief
interventions should be culturally sensitive and consider the ethnic and spiritual meaning of
the loss for bereaved men and women. Responding to stillbirth needs to encompass the
family system ensuring the grief and support needs of both men and women are addressed.
More needs to be done to reduce the silence around stillbirth and improve understanding of

the experience in the context of social norms, parenting roles and gender.
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mortalit*” OR “neo natal
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“baby’s death*” OR “baby
death*”)

NOFT(parent* OR women*
OR mother* OR woman* OR
female* OR maternal* OR
wife* OR wives* OR men
OR male OR father* OR man
OR paternal* OR husband*)

NOFT(“qualitative
research” OR
qualitative®* OR “focus
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Appendix B: Primary Researcher Pregnancy Loss Narrative

With no history of fertility or pregnancy complications, my pregnancy loss came as a
shock. My husband, son and I were excited to grow our family. We were living away from
family for work and had told a few family and friends of our pregnancy, earlier than most
would. I felt very pregnant and we were excited for our first appointment with our
obstetrician.

On viewing the ultrasound screen I could clearly make out our baby. Small, but
clearly our baby. Our obstetrician stated, “I’'m sorry, this is not a good pregnancy”. I briefly
thought she was joking whilst acutely aware that obstetrician’s do not joke about such things.
She followed up, “Your baby had stopped growing, there is no heartbeat”. I cried.
Unbeknownst to me, my husband did not hear what she had said. He connected the dots. We
both cried.

In my state of shock our obstetrician asked, “What would you like to do”. I found the
capacity to ask logical questions about options and risks, ultimately seeking her specialist
advice on the best way forward. I agreed to think about undergoing a D&C. We left the
obstetrician’s office and found a partially private area to sob, as a family. I said “sorry” to
my husband. He cried and reassured me I had nothing to be sorry for. The afternoon was a
blur of tears. My husband returned to work, he cried. I rang the obstetrician and scheduled
the D&C. I noticed how pregnant I still felt. I cried for my dead baby, for our loss and what
could have been.

The following day my grief was raw but primarily as a means to cope I started noting
a few things. people knew about our baby and were sorry for our loss; we didn’t have to
experience our grief in silence; our family of friends created a community of support around
us; male colleagues of my husband shared their pregnancy loss experiences with him,

legitimising his loss; his boss told him he didn’t need to be at work.
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With time I reflected on what I was grateful for: having our son; the positive impact
my research has had on my loss experience; having a marriage that strengthens in times of
loss; having an empathic healthcare team; having my grief acknowledged, having the loss of
our baby recognised by family, friends and colleagues, the steadfast support of my supervisor
during this research; the opportunity to try for another baby; the capacity to continue this
meaningful research.

Two months on I profoundly feel that we lost a baby. A baby I now wish I had some
proof of its existence beyond a health record entry (like the print out of the ultrasound
screen). A baby that was loved. A baby that had a list of names waiting to pick just the right
one. A baby whose four-year-old brother misses what might have been. A baby I continue to
grieve for. A baby I had said goodbye to before I got to say hello. But this experience also
has me feeling overwhelmingly grateful for what I do have and knowing I am not alone in my

loss.
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Appendix C: PlosONE Instructions to Authors

Submission Guidelines

Available from: https://journals.plos.org/plosone/s/submission-guidelines

Style and Format
File Format
Manuscript files can be in the following formats: DOC, DOCX, or RTF. Microsoft Word

documents should not be locked or protected. LaTeX manuscripts must be submitted as
PDFs. Read the LaTeX guidelines.

Length

Manuscripts can be any length. There are no restrictions on word count, number of figures, or
amount of supporting information. We encourage you to present and discuss your findings
concisely.

Font

Use a standard font size and any standard font, except for the font named “Symbol”. To add
symbols to the manuscript, use the Insert — Symbol function in your word processor or paste
in the appropriate Unicode character.

Headings

Limit manuscript sections and sub-sections to 3 heading levels. Make sure heading levels are
clearly indicated in the manuscript text.

Layout and Spacing
Manuscript text should be double-spaced. Do not format text in multiple columns.
Page and Line Numbers

Include page numbers and line numbers in the manuscript file. Use continuous line numbers
(do not restart the numbering on each page).

Footnotes
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Footnotes are not permitted. If your manuscript contains footnotes, move the information into
the main text or the reference list, depending on the content.

Language

Manuscripts must be submitted in English. You may submit translations of the manuscript or
abstract as supporting information. Read the supporting information guidelines.

Abbreviations

Define abbreviations upon first appearance in the text. Do not use non-standard abbreviations
unless they appear at least three times in the text. Keep abbreviations to a minimum.

Reference Style

PLOS uses “Vancouver” style, as outlined in the ICMJE sample references. See reference
formatting examples and additional instructions below.

Systematic reviews and meta-analyses

A systematic review paper, as defined by The Cochrane Collaboration, is a review of a clearly
formulated question that uses explicit, systematic methods to identify, select, and critically
appraise relevant research, and to collect and analyze data from the studies that are included
in the review. These reviews differ substantially from narrative-based reviews or synthesis
articles. Statistical methods (meta-analysis) may or may not be used to analyze and
summarize the results of the included studies.

Reports of systematic reviews and meta-analyses must include a completed PRISMA
(Preferred Reporting Items for Systematic Reviews and Meta-Analyses) checklist and flow
diagram to accompany the main text. Blank templates are available here:

e Checklist: PDF or Word document
» Flow diagram: PDF or Word document

Authors must also state in their “Methods” section whether a protocol exists for their
systematic review, and if so, provide a copy of the protocol as supporting information and
provide the registry number in the abstract.

If your article is a systematic review or a meta-analysis you should:
« State this in your cover letter
* Select “Research Article” as your article type when submitting
* Include the PRISMA flow diagram as Fig 1 (required where applicable)
* Include the PRISMA checklist as supporting information

Manuscript Organisation
Title

Include a full title and a short title for the manuscript.
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Title Length  Guidelines Examples

Full 250 Specific, descriptive, concise, Impact of cigarette smoke exposure on

title  characters and comprehensible to innate immunity: A Caenorhabditis
readers outside the field elegans model

Solar drinking water disinfection (SODIS)
to reduce childhood diarrhoea in rural
Bolivia: A cluster-randomized, controlled

trial
Short 100 State the topic of the study  Cigarette smoke exposure and innate
title  characters immunity

SODIS and childhood diarrhoea

Titles should be written in sentence case (only the first word of the text, proper nouns, and
genus names are capitalized). Avoid specialist abbreviations if possible. For clinical trials,
systematic reviews, or meta-analyses, the subtitle should include the study design.

Author list
Authorship requirements

All authors must meet the criteria for authorship as outlined in the authorship policy. Those
who contributed to the work but do not meet the criteria for authorship can be mentioned in
the Acknowledgments. Read more about Acknowledgments.

The corresponding author must provide an ORCID 1D at the time of submission by entering it
in the user profile in the submission system. Read more about ORCID.

Author names and affiliations
Enter author names on the title page of the manuscript and in the online submission system.
On the title page, write author names in the following order:

+ First name (or initials, if used)
» Middle name (or initials, if used)
+ Last name (surname, family name)

Each author on the list must have an affiliation. The affiliation includes department,
university, or organizational affiliation and its location, including city, state/province (if
applicable), and country. Authors have the option to include a current address in addition to
the address of their affiliation at the time of the study. The current address should be listed in
the byline and clearly labeled “current address.” At a minimum, the address must include the
author’s current institution, city, and country.

If an author has multiple affiliations, enter all affiliations on the title page only. In the

submission system, enter only the preferred or primary affiliation. Author affiliations will be
listed in the typeset PDF article in the same order that authors are listed in the submission.
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Author names will be published exactly as they appear in the manuscript file. Please double-
check the information carefully to make sure it is correct.

Corresponding author

The submitting author is automatically designated as the corresponding author in the
submission system. The corresponding author is the primary contact for the journal office and
the only author able to view or change the manuscript while it is under editorial consideration.

The corresponding author role may be transferred to another coauthor. However, note that
transferring the corresponding author role also transfers access to the manuscript. (To
designate a new corresponding author while the manuscript is still under consideration, watch
the video tutorial below.)

Only one corresponding author can be designated in the submission system, but this does not
restrict the number of corresponding authors that may be listed on the article in the event of
publication. Whoever is designated as a corresponding author on the title page of the
manuscript file will be listed as such upon publication. Include an email address for each
corresponding author listed on the title page of the manuscript.

Consortia and group authorship
If a manuscript is submitted on behalf of a consortium or group, include its name in the
manuscript byline. Do not add it to the author list in the submission system. You may include

the full list of members in the Acknowledgments or in a supporting information file.

PubMed only indexes individual consortium or group author members listed in the article
byline. If included, these individuals must qualify for authorship according to our criteria.

Read the group authorship policy.
Author contributions

Provide at minimum one contribution for each author in the submission system. Use the
CRediT taxonomy to describe each contribution. Read the policy and the full list of roles.

Contributions will be published with the final article, and they should accurately reflect
contributions to the work. The submitting author is responsible for completing this
information at submission, and we expect that all authors will have reviewed, discussed, and
agreed to their individual contributions ahead of this time.

PLOS ONE will contact all authors by email at submission to ensure that they are aware of the
submission.

Cover letter
Upload a cover letter as a separate file in the online system. The length limit is 1 page.
The cover letter should include the following information:

*  Summarize the study’s contribution to the scientific literature

« Relate the study to previously published work
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* Specify the type of article (for example, research article, systematic review, meta-
analysis, clinical trial)

» Describe any prior interactions with PLOS regarding the submitted manuscript

» Suggest appropriate Academic Editors to handle your manuscript (see the full list of
Academic Editors)

« List any opposed reviewers

IMPORTANT: Do not include requests to reduce or waive publication fees in the cover
letter. This information will be entered separately in the online submission system.

Title page

The title, authors, and aftiliations should all be included on a title page as the first page of the
manuscript file.

Abstract

The Abstract comes after the title page in the manuscript file. The abstract text is also entered
in a separate field in the submission system.

The Abstract should:

» Describe the main objective(s) of the study

« Explain how the study was done, including any model organisms used, without
methodological detail

» Summarize the most important results and their significance

» Not exceed 300 words

Abstracts should not include:

« Citations
» Abbreviations, if possible

Introduction
The introduction should:

» Provide background that puts the manuscript into context and allows readers outside
the field to understand the purpose and significance of the study

* Define the problem addressed and why it is important

* Include a brief review of the key literature

« Note any relevant controversies or disagreements in the field

* Conclude with a brief statement of the overall aim of the work and a comment about
whether that aim was achieved

Materials and Methods

The Materials and Methods section should provide enough detail to allow suitably skilled
investigators to fully replicate your study. Specific information and/or protocols for new
methods should be included in detail. If materials, methods, and protocols are well
established, authors may cite articles where those protocols are described in detail, but the
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submission should include sufficient information to be understood independent of these
references.

Protocol documents for clinical trials, observational studies, and other non-laboratory
investigations may be uploaded as supporting information. We recommend depositing
laboratory protocols at protocols.io. Read detailed instructions for depositing and sharing
your laboratory protocols.

Human or animal subjects and/or tissue or field sampling

Methods sections describing research using human or animal subjects and/or tissue or field
sampling must include required ethics statements. For details, consult the reporting guidelines
for specific study types.

Data

PLOS journals require authors to make all data underlying the findings described in their
manuscript fully available without restriction, with rare exception.

Large data sets, including raw data, may be deposited in an appropriate public repository. See
our list of recommended repositories.

For smaller data sets and certain data types, authors may provide their data within supporting
information files accompanying the manuscript. Authors should take care to maximize the
accessibility and reusability of the data by selecting a file format from which data can be
efficiently extracted (for example, spreadsheets or flat files should be provided rather than
PDFs when providing tabulated data).

For more information on how best to provide data, read our policy on data availability. PLOS
does not accept references to “data not shown.”

Results, Discussion, Conclusions

These sections may all be separate, or may be combined to create a mixed Results/Discussion
section (commonly labeled “Results and Discussion”) or a mixed Discussion/Conclusions
section (commonly labeled “Discussion”). These sections may be further divided into
subsections, each with a concise subheading, as appropriate. These sections have no word
limit, but the language should be clear and concise.

Together, these sections should describe the results of the experiments, the interpretation of
these results, and the conclusions that can be drawn.

Authors should explain how the results relate to the hypothesis presented as the basis of the
study and provide a succinct explanation of the implications of the findings, particularly in
relation to previous related studies and potential future directions for research.

PLOS ONE editorial decisions do not rely on perceived significance or impact, so authors
should avoid overstating their conclusions. See the PLOS ONE Criteria for Publication for
more information.
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Acknowledgments

Those who contributed to the work but do not meet our authorship criteria should be listed in
the Acknowledgments with a description of the contribution.

Authors are responsible for ensuring that anyone named in the Acknowledgments agrees to be
named.

PLOS journals publicly acknowledge the indispensible efforts of our editors and reviewers on
an annual basis. To ensure equitable recognition and avoid any appearance of partiality, do
not include editors or peer reviewers—named or unnamed—in the Acknowledgments.

Do not include funding sources in the Acknowledgments or anywhere else in the manuscript
file. Funding information should only be entered in the financial disclosure section of the
submission system.

References

Any and all available works can be cited in the reference list. Acceptable sources include:

» Published or accepted manuscripts
*  Manuscripts on preprint servers, providing the manuscript has a citable DOI or arXiv
URL.

Do not cite the following sources in the reference list:

« Unavailable and unpublished work, including manuscripts that have been submitted
but not yet accepted (e.g., “unpublished work,” “data not shown”). Instead, include
those data as supplementary material or deposit the data in a publicly available
database.

* Personal communications (these should be supported by a letter from the relevant
authors but not included in the reference list)

References are listed at the end of the manuscript and numbered in the order that they appear
in the text. In the text, cite the reference number in square brackets (e.g., “We used the
techniques developed by our colleagues [19] to analyze the data’). PLOS uses the numbered
citation (citation-sequence) method and first six authors, et al.

Do not include citations in abstracts.

Make sure the parts of the manuscript are in the correct order before ordering the citations.

Formatting references

Because all references will be linked electronically as much as possible to the papers they
cite, proper formatting of the references is crucial.

PLOS uses the reference style outlined by the International Committee of Medical Journal
Editors (ICMJE), also referred to as the “Vancouver” style. Example formats are listed below.
Additional examples are in the ICMJE sample references.
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Source Format

Published Hou WR, Hou YL, Wu GF, Song Y, Su XL, Sun B, et al. cDNA, genomic

articles sequence cloning and overexpression of ribosomal protein gene L9 (rpL9) of
the giant panda (4iluropoda melanoleuca). Genet Mol Res. 2011;10: 1576-
1588.

Devaraju P, Gulati R, Antony PT, Mithun CB, Negi VS. Susceptibility to
SLE in South Indian Tamils may be influenced by genetic selection pressure
on TLR2 and TLRY genes. Mol Immunol. 2014 Nov 22. pii: S0161-
5890(14)00313-7. doi: 10.1016/j.molimm.2014.11.005.

Note: A DOI number for the full-text article is acceptable as an alternative
to or in addition to traditional volume and page numbers. When providing a
DOI, adhere to the format in the example above with both the label and full
DOl included at the end of the reference (doi:
10.1016/j.molimm.2014.11.005). Do not provide a shortened DOI or the

URL.
Accepted, Same as published articles, but substitute “Forthcoming” for page numbers
unpublished or DOL.

articles
Online articles Huynen MMTE, Martens P, Hilderlink HBM. The health impacts of

globalisation: a conceptual framework. Global Health. 2005;1: 14. Available
from: http://www.globalizationandhealth.com/content/1/1/14

Masters' Wells A. Exploring the development of the independent, electronic,
theses or scholarly journal. M.Sc. Thesis, The University of Sheffield. 1999.
doctoral Available from: http://cumincad.scix.net/cgi-bin/works/Show?2e09
dissertations

Supporting Information

Authors can submit essential supporting files and multimedia files along with their
manuscripts. All supporting information will be subject to peer review. All file types can be
submitted, but files must be smaller than 10 MB in size.

Authors may use almost any description as the item name for a supporting information file as
long as it contains an “S” and number. For example, “S1 Appendix” and “S2 Appendix,” “S1
Table” and “S2 Table,” and so forth.

Supporting information files are published exactly as provided, and are not copyedited.

Supporting information captions

List supporting information captions at the end of the manuscript file. Do not submit captions
in a separate file.

The file number and name are required in a caption, and we highly recommend including a
one-line title as well. You may also include a legend in your caption, but it is not required.
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Example caption

S1 Text. Title is strongly recommended. Legend is optional.
In-text citations

We recommend that you cite supporting information in the manuscript text, but this is not a
requirement. If you cite supporting information in the text, citations do not need to be in
numerical order.

Read the supporting information guidelines for more details about submitting supporting
information and multimedia files.
Figures and Tables

Figures

Do not include figures in the main manuscript file. Each figure must be prepared and
submitted as an individual file.

Cite figures in ascending numeric order at first appearance in the manuscript file.

Read the guidelines for figures.

Figure captions

Figure captions must be inserted in the text of the manuscript, immediately following the
paragraph in which the figure is first cited (read order). Do not include captions as part of the
figure files themselves or submit them in a separate document.

At a minimum, include the following in your figure captions:

» A figure label with Arabic numerals, and “Figure” abbreviated to “Fig” (e.g. Fig 1,
Fig 2, Fig 3, etc). Match the label of your figure with the name of the file uploaded at
submission (e.g. a figure citation of “Fig 1” must refer to a figure file named
“Figl.tif”).

» A concise, descriptive title

The caption may also include a legend as needed.

Read more about figure captions.
Tables

Cite tables in ascending numeric order upon first appearance in the manuscript file.

Place each table in your manuscript file directly after the paragraph in which it is first cited
(read order). Do not submit your tables in separate files.

Tables require a label (e.g., “Table 1) and brief descriptive title to be placed above the table.
Place legends, footnotes, and other text below the table.

Read the guidelines for tables.
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Data reporting
All data and related metadata underlying the findings reported in a submitted manuscript
should be deposited in an appropriate public repository, unless already provided as part of the

submitted article.

Read our policy on data availability.

Repositories may be either subject-specific (where these exist) and accept specific types of
structured data, or generalist repositories that accept multiple data types. We recommend that
authors select repositories appropriate to their field. Repositories may be subject-specific
(e.g., GenBank for sequences and PDB for structures), general, or institutional, as long as
DOIs or accession numbers are provided and the data are at least as open as CC BY. Authors
are encouraged to select repositories that meet accepted criteria as trustworthy digital
repositories, such as criteria of the Centre for Research Libraries or Data Seal of Approval.
Large, international databases are more likely to persist than small, local ones.

See our list of recommended repositories.

To support data sharing and author compliance of the PLOS data policy, we have integrated
our submission process with a select set of data repositories. The list is neither representative
nor exhaustive of the suitable repositories available to authors. Current repository integration
partners include Dryad and FlowRepository. Please contact data@plos.org to make
recommendations for further partnerships.

Instructions for PLOS submissions with data deposited in an integration partner repository:

» Deposit data in the integrated repository of choice.

» Once deposition is final and complete, the repository will provide you with a dataset
DOI (provisional) and private URL for reviewers to gain access to the data.

« Enter the given data DOI into the full Data Availability Statement, which is requested
in the Additional Information section of the PLOS submission form. Then provide the
URL passcode in the Attach Files section.

If you have any questions, please email us.
Accession numbers

All appropriate data sets, images, and information should be deposited in an appropriate
public repository. See our list of recommended repositories.

Accession numbers (and version numbers, if appropriate) should be provided in the Data
Availability Statement. Accession numbers or a citation to the DOI should also be provided
when the data set is mentioned within the manuscript.

In some cases authors may not be able to obtain accession numbers of DOIs until the

manuscript is accepted; in these cases, the authors must provide these numbers at acceptance.
In all other cases, these numbers must be provided at submission.
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Identifiers

As much as possible, please provide accession numbers or identifiers for all entities such as
genes, proteins, mutants, diseases, etc., for which there is an entry in a public database, for
example:

 Ensembl
 Entrez Gene

» FlyBase
e InterPro

*  Mouse Genome Database (MGD)
¢ Online Mendelian Inheritance in Man (OMIM)
¢ PubChem

Identifiers should be provided in parentheses after the entity on first use.
Striking image

You can choose to upload a “Striking Image” that we may use to represent your article online
in places like the journal homepage or in search results.

The striking image must be derived from a figure or supporting information file from the
submission, i.e., a cropped portion of an image or the entire image. Striking images should
ideally be high resolution, eye-catching, single panel images, and should ideally avoid
containing added details such as text, scale bars, and arrows.

If no striking image is uploaded, we will designate a figure from the submission as the
striking image.

Striking images should not contain potentially identifying images of people. Read our policy
on identifying information.

The PLOS licenses and copyright policy also applies to striking images.

Additional Information Requested at Submission
Financial Disclosure Statement

This information should describe sources of funding that have supported the work. It is
important to gather these details prior to submission because your financial disclosure
statement cannot be changed after initial submission without journal approval. If your
manuscript is published, your statement will appear in the Funding section of the article.

Enter this statement in the Financial Disclosure section of the submission form. Do not
include it in your manuscript file.

The statement should include:
» Specific grant numbers
« Initials of authors who received each award

« Full names of commercial companies that funded the study or authors
+ Initials of authors who received salary or other funding from commercial companies
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« URLs to sponsors’ websites
Also state whether any sponsors or funders (other than the named authors) played any role in:

+ Study design

» Data collection and analysis

* Decision to publish

» Preparation of the manuscript

If they had no role in the research, include this sentence: “The funders had no role in study
design, data collection and analysis, decision to publish, or preparation of the manuscript.”

If the study was unfunded, include this sentence as the Financial Disclosure statement: “The
author(s) received no specific funding for this work."

Read our policy on disclosure of funding sources.
Competing Interests

This information should not be in your manuscript file; you will provide it via our submission
system.

All potential competing interests must be declared in full. If the submission is related to
any patents, patent applications, or products in development or for market, these details,
including patent numbers and titles, must be disclosed in full.

Read our policy on competing interests.
Manuscripts disputing published work

For manuscripts disputing previously published work, it is PLOS ONE policy to invite a
signed review by the disputed author during the peer review process. This procedure is aimed
at ensuring a thorough, transparent, and productive review process.

If the disputed author chooses to submit a review, it must be returned in a timely fashion and
contain a full declaration of all competing interests. The Academic Editor will consider any
such reviews in light of the competing interest.

Authors submitting manuscripts disputing previous work should explain the relationship
between the manuscripts in their cover letter, and will be required to confirm that they accept
the conditions of this review policy before the manuscript is considered further.

Related manuscripts

Upon submission, authors must confirm that the manuscript, or any related manuscript, is not
currently under consideration or accepted elsewhere. If related work has been submitted

to PLOS ONE or elsewhere, authors must include a copy with the submitted article.
Reviewers will be asked to comment on the overlap between related submissions.

We strongly discourage the unnecessary division of related work into separate manuscripts,

and we will not consider manuscripts that are divided into “parts.” Each submission to PLOS
ONE must be written as an independent unit and should not rely on any work that has not

112



MEN AND WOMEN’S LIVED EXPERIENCE OF STILLBIRTH

already been accepted for publication. If related manuscripts are submitted to PLOS ONE, the
authors may be advised to combine them into a single manuscript at the editor's discretion.

Read our policies on related manuscripts.
Preprints

PLOS encourages authors to post preprints as a way to accelerate the dissemination of
research and supports authors who wish to share their work early and receive feedback before
formal peer review. Deposition of manuscripts with preprint servers does not impact
consideration of the manuscript at any PLOS journal.

Authors posting on bioRxiv may concurrently submit directly to PLOS journals through
bioRxiv’s direct transfer to journal service.

Authors submitting manuscripts in the life sciences to PLOS ONE may opt-in to post their
work on bioRxiv during the PLOS ONFE initial submission process.

Read more about preprints.

Learn how to post a preprint to bioRxiv during PLOS ONE initial submission.

Systematic reviews and meta-analyses

A systematic review paper, as defined by The Cochrane Collaboration, is a review of a clearly
formulated question that uses explicit, systematic methods to identify, select, and critically
appraise relevant research, and to collect and analyze data from the studies that are included
in the review. These reviews differ substantially from narrative-based reviews or synthesis
articles. Statistical methods (meta-analysis) may or may not be used to analyze and
summarize the results of the included studies.

Reports of systematic reviews and meta-analyses must include a completed PRISMA
(Preferred Reporting Items for Systematic Reviews and Meta-Analyses) checklist and flow
diagram to accompany the main text. Blank templates are available here:

e Checklist: PDF or Word document
» Flow diagram: PDF or Word document

Authors must also state in their “Methods” section whether a protocol exists for their
systematic review, and if so, provide a copy of the protocol as supporting information and
provide the registry number in the abstract.

If your article is a systematic review or a meta-analysis you should:
+ State this in your cover letter
» Select “Research Article” as your article type when submitting

* Include the PRISMA flow diagram as Fig 1 (required where applicable)
* Include the PRISMA checklist as supporting information
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