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Abstract: Perinatal loss, the loss of a fetus or neonate between conception and 28 days after birth, is a
worldwide phenomenon impacting millions of individuals annually. Whether due to miscarriage,
stillbirth, life-limiting fetal diagnoses, or neonatal death, up to 60% of bereaved parents exhibit
symptoms of depression, anxiety, and posttraumatic stress disorder. Despite the high prevalence of
posttraumatic stress symptoms, perinatal loss is not framed using a trauma lens. The purpose of this
scoping review is to gain insight into the trauma within the perinatal loss experience.
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1. Introduction

Perinatal loss is a worldwide phenomenon impacting millions of lives every year [1].
In the United States alone, 2.4 million fetal and neonatal deaths occur in the perinatal period,
which is 4 times greater than the annual number of deaths from cancer [2]. Perinatal loss,
the death of a fetus or neonate between conception and 28 days after birth, is categorized
as miscarriage (fetal death prior to 20 weeks gestation), stillbirth (fetal death after 20 weeks
gestation), and neonatal death (death between birth and 28 days after birth). The grief
associated with perinatal loss is unique, paradoxical in nature [3], and often goes unrecog-
nized by society [3-5]. Long-standing stigmas and misconceptions regarding perinatal loss
contribute to the shroud of silence which often obscures parents” grief from others [3,6].
In fact, perinatal loss was not recognized by many health care professionals as an emotional
experience prior to 1970 [3]. Following medical recognition of perinatal grief as a psychoso-
cial construct, studies have since uncovered multiple associated adverse biopsychosocial
outcomes, including obesity, hypertension, diabetes, cancer, depression, anxiety, suicidal
ideation, sleep disturbance, eating disorders, substance misuse, and posttraumatic stress
disorder (PTSD) [7-9].

The prevalence of adverse outcomes, such as complicated grief, depression, anxiety,
and PTSD, are unknown as such constructs are inconsistently measured in research and
clinical practice. For example, reports of complicated grief following perinatal loss range
from 25 to 75% [4,9]. These statistics are alarming considering that only 4% of the gen-
eral population (those experiencing a loss other than perinatal loss) experience adverse
outcomes associated with complicated grief [10].

Posttraumatic stress is an adverse outcome which has been increasingly identified in
the wake of perinatal loss. Posttraumatic stress disorder (PTSD), a syndrome arising from
exposure to a traumatic event, is characterized by adverse biopsychosocial outcomes which
are disruptive to daily life [11]. Symptoms associated with PTSD are often debilitating and
linked to multiple chronic physical and mental health conditions such as cardiovascular
disease, diabetes, depression, eating disorders, substance misuse, and suicidal ideation [12].
In response to the qualitative studies exploring perinatal loss which have recorded parents’
accounts of trauma, researchers have begun to further explore the nature of trauma fol-
lowing perinatal loss. Researchers in Australia, Europe, and the United States measuring
symptoms of trauma in men and women following miscarriage, stillbirth, and neonatal
death have reported that between 30 and 60% of the participants meet the clinical criteria
for PTSD [7,13,14].
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Millions of parents worldwide experience perinatal loss each year. Considering that
up to 60% of parents experience PTSD following perinatal loss, it is critical to understand
the traumatic nature of miscarriage, stillbirth, and neonatal death to effectively address
parents’ complex biopsychosocial needs following perinatal loss. Therefore, the purpose of
this scoping review is to gain insight into the trauma within the perinatal loss experience.

2. Materials and Methods
2.1. Scoping Review Process

Scoping reviews are helpful to examine the extent, nature, and range of research
activity; to clarify complex concepts; and to refine future research trajectories [13]. Thus,
it is the ideal method for exploring trauma within the perinatal loss experience. This review
follows the five-stage methodological framework outlined by Levac et al. (2012) [14]:
(1) identifying the research question; (2) searching for relevant studies; (3) selecting studies;
(4) charting the data; and (5) collating, summarizing, and reporting the results.

2.2. Literature Search

This scoping review was guided by the following question: what is known about
trauma within the perinatal loss experience? A literature search was conducted using the
Preferred Reporting Items for Systematic Reviews and Meta-Analysis extension for Scoping
Reviews (PRISMA-ScR) [14] in PubMed, PsycINFO, and CINAHL Complete. Search terms
included combinations of “perinatal loss”, “trauma”, “parents experience”, “stillbirth”,
and “miscarriage” (Table 1). Inclusion criteria consisted of peer-reviewed articles published
in English in the past 10 years reporting trauma within the perinatal loss experience from

the parents’ perspective.

2.3. Article Selection Process

Article titles were screened for eligibility using the inclusion criteria of “perinatal loss”
and “parent”. Abstracts of articles discussing perinatal loss from the parents’ perspective in
the form of miscarriage, stillbirth, life-limiting fetal conditions (LLFCs), and neonatal death
occurring within the first 28 days of life were reviewed. Articles exploring the emotional
aspect of perinatal loss were reviewed in full. All articles mentioning trauma within the
parental perinatal loss experience were included in this review.

2.4. Data Extraction and Synthesis

Articles meeting the eligibility criteria were reviewed in full using the hermeneutic
process. Hermeneutic interpretation is a century-old process of interpreting text by looking
at the parts in respect to the whole [15]. By exploring the parts within the whole and with
respect to the sum, subtle nuances within context come to light. This is especially important
with topics about which little is known.

References to trauma within the articles were extracted and categorized according to
the nature with which trauma was referenced. For example, studies measuring the extent
of PTSD following perinatal loss were categorized as “prevalence of trauma”. A summary
of each article with supporting verbatim quotes is outlined in Table 1.
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3. Results

Search results produced a total of 210 articles. Of those, 34 articles were duplicates.
Twenty-five abstracts and 19 full articles were reviewed. Fifteen articles met the inclusion
criteria (Figure 1).

PubMed, CINAHL, and PscyINFO
databases searched using PRISMA
selection framework

Identification

Key Terms Searched:

e Perinatal loss

9_:“ e Trauma
% e Parents experience
mﬁ o Stillbirth
e Miscarriage
(n=210)

v

= Inclusion Criteria: Exclusion Criteria:
;-?: e Written in English Language e Surrogate pregnancy
=2 e Full Text Published e Grandparents
= e Peer Reviewed e Siblings
e Published in past 10 years e Health care professionals
(n=176)

l

Article titles and abstracts
reviewed for applicability -

(n=19)

v

Final articles selected for full
review

Included

(n=15)

Figure 1. PRISMA-ScR flow diagram [15].
3.1. Study Characteristics

Methodological approaches were described as quantitative (n = 3), qualitative (n = 6),
mixed-methods (n = 2), reviews (n = 2), and discussion (n = 1). Sample sizes ranged from
11 to 455 participants and included both men (n = 235) and women (n = 869). Data were
collected via survey (n = 2), psychometric questionnaire (n = 4), and interview (n = 8).
Reported etiologies of perinatal loss were reported as miscarriage (n = 3), stillbirth (n = 4),
death of a co-twin (n = 1), life-limiting fetal anomalies (n = 1), termination for fetal anomaly
(n=1), “perinatal loss” (n = 4), and “gestationalloss” (n = 2). The timeframe for the perinatal
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loss experience extended to 12 years following the loss. While all studies reported took place
in Westernized societies such as the United States, United Kingdom, Australia, and Canada,
the geographic location of data collection were not consistently reported. Demographic
characteristics beyond participant gender were also not consistently reported.

3.2. Content Categories

Three content categories emerged during the literature analysis: the prevalence of
trauma, the characteristics of trauma, and key milestones which potentiate the traumatic
nature of the perinatal loss experience. A key milestone is a significant event in an in-
dividual’s life which triggers change. Milestones often influence development and are
important when considering an individual’s response to a traumatic event. Key milestones
were further categorized into subcategories. Subcategories included the trauma of (1) the
diagnosis, (2) the birth experience, (3) communicating with others, and (4) following the
loss experience. Each category will be examined in depth.

3.2.1. Prevalence of Trauma

Emotional trauma was reported across the etiology of perinatal loss, gestational age
at the time of loss, and participant gender. Jones et al. (2019) reported PTSD in 39% of
women and 15% of men, finding that the symptoms of PTSD were similar in prevalence
and intensity across loss experiences (i.e., miscarriage vs. stillbirth) and gestational age at
the time of loss. Ordodiiez et al. (2020) also report that the etiology of perinatal loss is not
a statistically significant predictor of PTSD, with 22% of participants meeting the criteria
for PTSD. When further broken down by etiology of loss, clinically significant levels of
PTSD were identified following spontaneous abortion (19%), voluntary termination (17%),
termination for fetal anomaly (38%), and neonatal death (67%) [7].

Martin et al. (2021) measured both PTSD and Complex PTSD (CPTSD), a new classifi-
cation of PTSD issued by the World Health Organization. In the study, 10% and 30% of the
participants met the criteria for PTSD and CPTSD, respectively. Chavez et al. (2019) report
that 42% of men describe emotional trauma both during and following their partner’s
miscarriage. In the Krosh et al. (2017) study of 328 women, PTSD was reported in 44%
of women up to four years following the perinatal loss experience. The authors reported
concern over the high levels of PTSD so far out from the loss experience, stating “by this
time, posttraumatic stress symptoms would typically be expected to have decreased con-
siderably” (p. 429). In a systematic review, Westby et al. (2021) found that up to 60% of
research participants met the criteria for PTSD.

The trauma of perinatal loss was found to impact parents for up to 12 years following
the loss experience [4,23,24]. At one year post-loss, the diagnosis of PSTD was 2 times
higher than a diagnosis of depression or anxiety [28]. Symptoms of trauma remained
clinically significant up to seven years following the loss experience, and 4% of participants
develop chronic PTSD [7,18]. Authors hypothesized that measures used to assess PTSD
were inadequate to fully capture the extent and burden of grief the parents experienced [24].

3.2.2. Characteristics of Trauma

Participants described being debilitated by trauma [5] and being in a disassociated
state with little memory of the year following the loss [4,24]. The trauma was often
embodied and women described being “stuck”, unable to move forward following their loss
experience [19]. Murphy et al. (2021), exploring trauma-related symptoms rarely discussed
in perinatal loss literature, found that anger, hostility, and interpersonal sensitivity were
prevalent characteristics of PTSD among parents following perinatal loss. A lack of social
support was associated with adverse outcomes common with interpersonal sensitivity,
such as loneliness, isolation, and difficulty interacting with others [18]. Somatic symptoms,
such as sleep disturbance, eating disorders, dizziness, and headache, were also found to be
common characteristics associated with the trauma of perinatal loss [18].
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3.2.3. Key Milestones

Parents within the identified studies spoke to key milestones which potentiated the
emotional trauma of perinatal loss. Key milestones included the communication of the
diagnosis of actual or imminent perinatal loss, the delivery and birth experience, sharing
the news of loss with others, and attempting to return to daily life following the loss.

Trauma of the Diagnosis

The first key milestone contributing to emotional trauma within the perinatal loss
experience was learning of the non-viable nature of the pregnancy. Whether due to miscar-
riage, stillbirth, or a diagnosis of a life-limiting fetal condition (LLFC), parents recounted
feeling intense emotions, being in a state of shock, and feeling as if the world had collapsed
around them [4,5,17,29]. Both mothers and fathers spoke of the trauma of miscarriage and
stated being horrified, angry, and confused [21]. Despite both men and women experi-
encing emotional trauma at the diagnosis of miscarriage or an LLFC, men rarely received
emotional support from health care professionals or members of their social circle [4,17].
According to Chaves et al. (2019) one man stated, “It was the third or fourth miscarriage
before someone at the hospital even thought to ask if I was okay” (p. 670).

Receiving a diagnosis of a life-limiting fetal condition was also emotionally traumatic
for parents [4,18]. Parents described being in a state of shock, being blind-sided by the
news, and being pushed to make life-altering decisions immediately upon diagnosis.
Parents desired to make a decision they could live with [4,5] and felt especially emotionally
traumatized when pressured to decide to continue or terminate the pregnancy at the
diagnostic appointment [4]. Interactions with health care professionals heavily influenced
the intensity of parents” emotional trauma [4,27]. The terminology used throughout the
diagnosis was important to parents. Health care professionals whose interactions were
described as cold and clinically detached negatively impacted parents” emotional state [4].
Health care professionals who were supportive, guided parents through the decision-
making process, and discussed the potential consequences of each decision positively
influences parents” overall experience [5,22].

Trauma of the Delivery and Birth

Both men and women described labor and birth as an acute phase of trauma within the
perinatal loss experience [4,5,17]. Parents who described a traumatic birth experience also
described persistent PTSD in the years following their loss [4]. Health care professionals
played an important role in mitigating the emotional trauma of the birth experience [4,5,27].
Parents expressed wishes for a dedicated bereavement team, which they felt would have
decreased the emotional trauma of their experience [5]. Health care professionals who
facilitated memory making, showed kindness towards the deceased fetus or neonate,
allowed unlimited visitors, and roomed parents away from expectant women and healthy
neonates were described as extremely helpful [4,5,17].

Trauma of Interacting with Others

Fathers were expected to convey the news of perinatal loss to family, friends, and
coworkers and described the task as a traumatic experience [4,5,17]. Reactions of those
receiving the news also contributed to the emotional trauma. Fathers described receiving
judgment or insensitive and hurtful comments from others [4,22]. Fathers also discussed
the difficulty in being strong and comforting others as they shared the news as a time when
they needed to be supported [4,5,17]. Many parents described relationships with friends
and family as ending following insensitive or judgmental comments [4].

The trauma of interacting with others was further exacerbated by the expectations of
society for parents to operate as if perinatal loss had not occurred [4,5]. Parents, particularly
fathers, were expected to hide their grief and refrain from talking about their loss with
others [4]. Parents’ social circles also expected parents’ grief to resolve with the completion
of the pregnancy . Legal acknowledgment of the fetus or neonate via a birth certificate is
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issued based on gestational age at the time of loss. Miscarriages are often not legally recog-
nized as the death of a “person”, which furthers the lack of social recognition of the loss [17].
The lack of social support which resulted in stigmatization, silence, and disenfranchised
grief was found to be a predictor of PTSD [28].

Trauma following the Loss Experience

Symptoms of trauma persisted for years following the perinatal loss experience [4,5,18,25,26].
Hypersensitivity, hyperreactivity, triggering events, and nightmares were disruptive to
many parents’ lives [4]. The grief and trauma of the loss were embodied by participants,
who felt chronically “stuck” in emptiness [19]. Parents described feeling alone and aban-
doned by both social and professional support systems following the “end” (i.e., delivery
or birth of the fetus or neonate) of the perinatal loss experience [4,5]. The absence of social
support and follow-up care required parents to actively seek help following their loss,
which contributed to feelings of being alone and abandoned and often prevented parents
from receiving the psychological support they needed [13,18,23].

Social support was a protective factor in the development of PTSD [28]. Within the
realm of social support were ritual and ceremonial acknowledgments of the fetal or neona-
tal death. Parents’ grief was negatively impacted when they were not “allowed” or offered
the opportunity to engage in cultural rituals surrounding their loss [19]. Subsequent preg-
nancies and twin pregnancies complicated parents’ preexisting grief and trauma following
perinatal loss. Women who experienced a pregnancy subsequent to perinatal loss were
especially vulnerable to developing PTSD [29]. Pregnancies after loss were wrought with
depression, anxiety, and PTSD [5]. Societal expectations of a subsequent pregnancy to “fix”
the grief of prior loss often prevented parents from receiving psychosocial support [4,5,18].
Similarly, the loss of a co-twin was described as a traumatic event with multiple unique and
complex emotional stressors [4,26]. The coexistence of joy and heartbreak amidst caring
for the surviving twin took a substantial biopsychosocial toll on both mothers and fathers.
Parents reported needing to put their emotions on the back burner to care for the surviving
twin, which consequently prolonged the emotional trauma of the loss experience [4,26].
Figure 2 illustrates the identified themes in the form of a timeline.

Disruption of core beliefs was a positive predictor for PTSD [26]. Parents described
needing to relearn how to live in a world without their child, stating that the way the world
worked no longer made sense [4,5,20]. Parents expressed their desire for professional help
in learning how to reconstruct meaning in the years after their loss, stating they struggled
to understand their new identity [4,5]. As parents relearned how to live in a new reality
and find their new identity, they stated that maintaining relationships with their spouse or
partner, living children, and social network was also challenging [4]. Parents’ perception of
value evolved with the disruption of their core beliefs, lending to value conflicts within
their social circle. Value conflicts, relationship strain, and lack of support exacerbated the
emotional trauma parents were experiencing [4,13,21].

Positive outcomes amidst the trauma were reported in the literature. Some parents
found solace in volunteering, and “altruism born of suffering” was found to foster posttrau-
matic growth [25]. When exploring the effects of therapeutic approaches to support women
following perinatal loss, non-trauma-focused counseling was ineffective in providing the
support women needed [20].
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Trauma Timeline
Critical Stressors

Diagnosis

+ Terminology

* Communicative stance

* Interactions w/health care
professionals

Birth

+ Birthing environment

+ Terminology

* Interactions w/health care
professionals

Interacting with Others

* Stigma

« Judgement

* Expectations

+ Lack of support

1-2 Years Post Loss

* No follow-up care
+ Societal expectations
* Subsequent pregnancy

Figure 2. Trauma timeline and key milestones.

4. Discussion

Emotional trauma is prevalent throughout the perinatal loss experience, with up
to 60% of parents meeting the criteria for PTSD. Many parents continued to experience
PTSD for years following their loss experience. This paper provides important insight into
the prevalence of emotional trauma and PTSD within the perinatal loss experience. The
findings speak to the critical importance of addressing the emotional trauma immediately,
during, and in the years following perinatal loss. Social support, both professional and
personal, was found to be a protective factor in the development of PTSD [28]. Interactions
with health care professionals were also found to impact the severity of PTSD [17].

Key milestones affecting the degree of emotional trauma were identified in this review
and included trauma of the diagnosis; of the birth; of sharing the news with others; and
in the days, weeks, and months following the loss. Such findings are significant in that
they align with critical milestones which influence an individual’s propensity to achieve
wellness or become susceptible to illness. According to Meleis’s Transitions Theory [30],
change is a life process (transition) during which health care professionals can facilitate well-
being and healthy coping. Common properties of a transition include critical milestones
(i.e., birth, parenthood), disruption in the status quo in daily life, and/or loss. Outcomes
following transitions are influenced by the individual’s understanding and attributed
meaning of the transition, the associated stigmas attached to the transition, interactions
with others throughout the transition process, and “environmental conditions that expose
individuals to potential damage, problematic or extended recovery, or delayed or unhealthy
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coping” [16]. Each milestone identified in this paper (diagnosis, birth, communicating
with others, and the post-loss timeframe) align with critical transition milestones which
influence an individual’s well-being or susceptibility to illness. These findings suggest
the prevalence and degree of PTSD associated with perinatal loss may be mitigated by
strategic interventions by the health care team. Considering that up to 60% of parents
experience PTSD following perinatal loss, the need to address adverse biopsychosocial
outcomes associated with perinatal loss is of the utmost importance.

Health care systems have recently adopted a framework to guide health care profes-
sionals in providing care to patients who have experienced trauma, known as trauma-
informed care (TIC). The TIC framework has successfully equipped health care profes-
sionals with tools to avoid the retraumatization of patients with a history of trauma [12].
Adoption of TIC practices has addressed issues of underutilization of health care resources
and mistrust of health care providers which subsequently lead to adverse health outcomes
in survivors of trauma [11]. Based on the findings in this review, the adoption of a TIC
framework specifically adapted to meet the needs of bereaved parents may improve patient
outcomes following perinatal loss.

4.1. Implications for Practice

Health care professionals have the responsibility of facilitating a healthy transition
from “healthy pregnancy” to “non-viable pregnancy”. Such a responsibility is admittedly a
herculean task. It is necessary to recognize perinatal loss as a traumatic event. In recog-
nizing the trauma of perinatal loss, health care professionals can begin to address parents’
unique biopsychosocial needs throughout the perinatal loss experience. Utilization of a TIC
framework equips health care professionals with the specialized tools necessary to mitigate
the risk of further traumatizing grieving parents. Within the TIC framework, health care
professionals may improve parents’ experiences by acknowledging the loss of both parents;
normalizing both parents” emotional responses; facilitating memory making, rituals, and
ceremonies; and providing follow-up care for at least one year following the loss.

Pregnancies subsequent to perinatal loss are often wrought with anxiety and PTSD.
Identifying pregnant persons with a history of gestational loss is necessary to recognize
those who require additional psychological and emotional support throughout the preg-
nancy. Developing automated flagging systems in electronic health records may facilitate
early identification and resource allocation to those with prior gestational loss. Provid-
ing early interventions and emotional support may decrease the anxiety and trauma of
pregnancy subsequent to gestational loss.

4.2. Future Research

Considering the unique nature of perinatal loss, it is necessary to adapt current TIC
models to meet the needs of grieving parents. Several non-profit organizations (String of
Pearls, Be Not Afraid) utilize TIC when attending to the needs of families experiencing
perinatal loss. Examination of an adapted TIC model and exploration of biopsychosocial
outcomes of parents who have had TIC are important next steps for future research.

Follow-up care in the wake of perinatal loss is not yet a standard of care. In the 2019
position statement of perinatal palliative care issued by the American College of Obste-
tricians and Gynecologists (ACOG), the provision of follow-up care was not mentioned.
Considering the longevity of adverse biopsychosocial outcomes, providing follow-up care
after perinatal loss is mandatory. Research is needed to develop follow-up care protocols
and recommendations.

4.3. Limitations

This scoping review was conducted by a single author. While the utilization of a team
approach when conducting a scoping review is recommended, it is not a requirement to
maintain rigor within the process of study selection. Due to the scant literature discussing
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trauma in perinatal loss, the study elimination contained few to no nuances. Therefore, the
rigor of this scoping review was not compromised by the work of a single author.

An additional limitation to this review is the homogeneous sample within the litera-
ture. While more men have been included in perinatal loss literature as of late, inclusion of
minority populations, homosexual and transgender parents, and parents of lower socioeco-
nomic status is severely lacking. Thus, the findings of this review cannot be generalized to
all populations experiencing perinatal loss.

5. Conclusions

Perinatal loss is a long-term, emotionally traumatic experience for many parents. With
up to 60% of parents meeting the criteria for PTSD, it is critical to approach perinatal loss
through a lens of trauma. Health care professionals are influential in mitigating the trau-
matic nature of the loss experience and in addressing the subsequent posttraumatic stress
parent experience. Adopting a trauma-informed framework in the event of perinatal loss is
critical. While more research is necessary, health care professionals may positively influence
grieving parents’ experiences by adopting a trauma-informed approach, acknowledging
the loss, normalizing the emotional response, facilitating memory making, and providing
follow-up care for at least one year after the perinatal loss experience.
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