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Supporting the stillbirth
journey at BC Women’s
Hospital and Health Centre

The hospital setting, designed primarily for the delivery of live infants,
can profoundly shape the experience and memory of those who have

a stillbirth in pregnancy.

ABSTRACT

Background: Nearly all stillbirths in Canada
occur in hospitals—a setting that can either
support or exacerbate what is often a traumatic
experience. People with lived experience of
stillbirth face psychological challenges, barri-
ers to seeking support, and stigma; therefore,
patient engagement is critical to optimizing
stillbirth care.

Methods: We conducted a quality improve-
ment project through a human-centred
design approach to understand the hospital
stillbirth experience and co-design a vision for
improved stillbirth care at BC Women's Hospital
and Health Centre. We engaged 30 bereaved

parents in two workshops and used design
methods to promote reflection and gather
insights about their experiences.

Results: Four key themes emerged via reflexive
thematic analysis, which highlighted bereaved
parents’ desire for stillbirth-specific care, care
that honors the baby and recognizes the par-
ents, provision of accommodating spaces, and
sharing of information with care.

Conclusions: The hospital setting, designed
primarily for live deliveries, can contrib-
ute to the suffering of bereaved parents of
stillborn babies.

Background
In Canada, stillbirth is defined as the birth
of a fetus or baby with no signs of life at
20 weeks or more gestational age or birth
weight of 500 grams or more.! In 2022,
3169 people experienced a stillbirth in
Canada, of which 567 took place in BC.>*
Nearly all stillbirths occur in a hospital
setting,” where the stillbirth journey from
diagnosis to discharge has been described
as erratic, confusing, and heartbreaking.®
Stillbirth is a significant public health
concern that can have profound and lasting
impacts on those who experience the loss
and their loved ones.” People can experience
awide range of intense emotions, including
shock, anger, shame, and profound grief
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FIGURE 1. Visual identity (left: Mountain View Cemetery infant graves area in Vancouver, BC, that inspired the visual identity; right: sample workshop
materials featuring earthy tones and nods to silhouettes of the sweet pea, which attracts hummingbirds, another symbol in the stillbirth community).

following stillbirth.”® Individuals’ emotional
responses vary considerably and may be
influenced by factors such as social sup-
port, previous experiences with pregnancy
and childbirth, and the specific circum-
stances in which the pregnancy or loss took
place.”™ People who experience such a loss
have, on average, higher rates of anxiety,
depression, substance use, and posttraumatic
stress disorder than those who have a live
birth.""3¢These psychological challenges
may persist into subsequent pregnancies and
affect overall well-being and quality of life.””
Following a stillbirth, close family mem-
bers, including partners and grandparents,
may also experience significant grief and
increased mental health concerns.”!0:181
Stigma affects the social identities of those
who view themselves as bereaved parents;
thus, identity repair is crucial to stillbirth
recovery.”’ In this article, we use the term
“bereaved parents” to reflect the preferred
language of our study participants, all of
whom regarded the stillbirth as the loss of
a baby and identified themselves as parents.
We acknowledge that this term does not
reflect the realities of all people who expe-
rience stillbirth. Due to stigma, bereaved
parents and loved ones experience guilt,
isolation, and alienation.?"?? Partners often
face the erasure of their status as grieving
parents and may find it more challenging to
seek support than birth parents.”!%?
Given that hospital care is a com-
mon component of the stillbirth journey,

quality improvement in this setting is an
institutional responsibility. Implement-
ing empathy-driven practices within the
hospital can modulate the psychological
distress and stigma experienced by people
and cultivate a supportive stillbirth jour-

612202425 Given the multiple ways in

ney.
which people experience their stillbirth,
it is essential to engage people with lived
experience in quality improvement—based
initiatives.?** Amplifying individuals’ per-
spectives promotes equity, mutual respect,
and shared decision making, all of which
are integral to high-quality care.?®

As a provincial referral center, BC
Women'’s Hospital and Health Centre has
the highest volume of stillbirths in BC. Of
the 561 stillbirths recorded in BC in 2022,
333 occurred at BC Women’s; 9% were
spontaneous.** Because patient and health
care provider feedback indicated that care
could be improved, we conducted a study to
understand the hospital stillbirth journey of
people with lived experience and to co-create
options for improving the experience.

Methods

Our quality improvement project employed
a human-centred design approach, which
puts the needs of service users at the centre
of the design process when addressing com-
plex problems.?*® To ensure people with
lived experience of stillbirth were integrated
into the study as decision-makers, co-design
methods of engagement—participatory

approaches to designing wizh rather than for
people—were used throughout.***! This is in
contrast to traditional user-centred design
methods, which often engage individuals
through observation and interview-based
approaches.* By bringing together people
with lived experience, designers, and health
care professionals to learn from and work
alongside each other, the voices of those
most directly impacted can be elevated to
inform direct outcomes.?!

Given that stillbirth care is a sensitive
topic and the experience of stillbirth can
be traumatic, we used a trauma-informed
approach that prioritized comfort, trust,
transparency, safety, and support.® 'This
took the form of shared decision making
regarding the design of the project’s visual
identity [Figure 1], a relational approach to
recruitment, cultural and psychological sup-
port during the workshops, co-facilitation
of workshops, co-analysis of information
gathered, and peer support throughout the
project.

For this three-phase project, we assem-
bled an 18-person core design team, includ-
ing two people with lived experience of
stillbirth, learners from design and med-
icine, and members of the BC Women’s
Population Health Promotion team and
the Emily Carr University of Art + Design’s
Health Design Lab (see the acknowledg-
ments). The first phase involved conven-
ing the core design team and co-learning

about stillbirth. The second phase included
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the engagement of people with lived expe-
rience in two co-design workshops. The
final phase consisted of data analysis and
knowledge sharing with BC Women’s clini-
cal and operational staft, bereaved parents,
and participants at a national conference.
'The project was approved by the Provincial
Health Services Authority’s Information
Access and Privacy Office.

Building on our team’s existing relation-
ships with community partners across BC,
such as the Midwives Association of BC,
the Aboriginal Mother Centre Society, and
the Butterfly Run, we sent an electronic
invitation to approximately 1000 people.
We collected data from bereaved parents
via two co-design workshops (one in person
and one virtual) and a demographic survey.
'The virtual workshop was offered to gather
perspectives from across BC. Completion
of the demographic survey was optional.
Individuals were recruited via purposive
and snowball sampling methods across the
provincial health authorities. To be eligible
for the study, participants had to be BC
residents and had to have experienced a
stillbirth in BC. Individuals were compen-
sated at a rate of $20 per hour for their
engagement, provided a list of community
resources, and connected with a community
of bereaved parents. The workshops engaged
people in four individual and group-based
activities: (1) reflection journaling (2) a
comfort map, (3) a personal stillbirth jour-
ney map, and (4) three wishes for a future
stillbirth-specific care program [Figure 2].

Key insights from the workshops were
synthesized from participants’ written
responses on activity sheets and through
note-taking of group conversations using
reflexive thematic analysis. This method
emphasizes the reflexive and iterative pro-
cess of identifying and interpreting themes
and involves researchers acknowledging
and reflecting on their values, experiences,
interests, and social locations to inform the
analysis process and produce key themes.3**
Pairs of reviewers from BC Women’s and
the Health Design Lab analyzed data to
ensure the information was interpreted
using two different lenses.

Supporting the stillbirth journey at BC Women’s Hospital and Health Centre
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FIGURE 2. Design-based methods used in individual and group-based activities at the in-person
workshop for the Supporting the Stillbirth Journey project: (01) reflection journaling, (02) comfort map
exercise, (03) personal stillbirth journey mapping exercise, and (04) three wishes for the future exercise.

Results

We engaged 30 bereaved parents: 27 birth
parents and three support people. Twelve
bereaved parents attended the in-person
workshop; 18 attended the online workshop.
The demographic survey was completed
by 25 birth parents and one support per-
son. With the exception of one participant,
the individuals in our sample experienced
their stillbirth(s) in the past 10 years and
were 24 to 41 years old at the time of their
loss. Of 25 respondents who completed the
demographic survey, 15 identified as White
and 10 identified as multi-ethnic, Chinese,
Filipino, or Indigenous. The in-person
workshop in Vancouver attracted a higher
proportion of participants who identified
as non-White (70%, versus 20% in the vir-
tual session). All birth parents identified as
female, and all support people identified
as male. Thirteen birth parents reported a
spontaneous stillbirth, 9 experienced the
loss in the context of a termination, and 3
presented with preterm premature rupture
of membranes/abruption and delivered a
stillborn infant. Sixteen bereaved parents
experienced their stillbirth at BC Womens;
the remainder experienced theirs at other
sites within the Vancouver Coastal Health,
Fraser Health, Interior Health, and Vancou-
ver Island Health Authorities. All bereaved
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parents had delivered their stillbirths within
a maternity setting via vaginal delivery or
cesarean section; none had a surgical pro-
cedure for evacuation.

The reflexive thematic analysis gener-
ated four key themes: stillbirth-specific care,
honoring the baby and recognizing the par-
ents, accommodating spaces, and sharing
information with care. All quotations came
directly from workshop participants but
were not collected with attribution.

Stillbirth-specific care

Bereaved parents emphasized the need for
comprehensive stillbirth-specific care deliv-
ered by a collaborative team equipped with
the knowledge and skills to provide empa-
thetic, sensitive, and appropriate informa-
tion. They wished to avoid a medicalized
atmosphere and identified the distress of
having to recount their story to new health
care providers with each shift change.
They also expressed the need for care to be
appropriate to one’s stage of bereavement.
Bereaved parents valued genuine connec-
tion, including human touch, feeling lis-
tened to, and continuity in their care team.
They had differing views on the appropri-
ateness of health care providers express-
ing emotion during the stillbirth journey.
While some found any display of emotions
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by health care providers distressing and bur-
densome, others interpreted this as empa-
thetic. Although clinical skills were valued,
other aspects of care that were appreciated
included accessible language, access to reli-
gious and spiritual services, and continuity
of care.

Many bereaved parents valued having
a dedicated patient navigator to support
them through their hospital stay; several
referenced social workers as fulfilling this
role. However, some parents reported their
preference for a navigator with more knowl-
edge about birthing in the setting of loss,
such as a bereavement doula.

Some aspects of care specific to the
stillbirth journey sparked frustration and
dissatisfaction for some bereaved parents:
“[My stillbirth] was not being treated
with urgency. I'm frustrated with how the
autopsy process . .. [was] dealt with. [I was]
frustrated with the [obstetrician] ... for the
lack of support and interpretation of the
genetics report.”

Bereaved parents emphasized the
importance of health care providers in
giving them options, flexibility, and time
to make informed decisions at each step
of the stillbirth journey to allow them to
feel a sense of autonomy and choice. Some
felt rushed to decide whether to terminate
their pregnancy after receiving a prena-
tal diagnosis. One parent expressed dis-
satisfaction with being hurried to decide
whether to pursue an autopsy. Others
felt the weight of the paperwork, funeral
arrangements, and other decisions that had
to be made in short succession: “[I felt a]
lack of empathy from the social worker;
you have to pick a funeral home before
you leave the room.”

Many bereaved parents emphasized the
desire to create a network of support across
BC to help reduce isolation during the still-
birth journey. The types of networks envi-
sioned varied. Most commonly, members
included partners, family members, friends,
spiritual counselors, health care providers,
and peer navigators. The proposed role of
health care providers in these networks was
to provide holistic support, including care

for patients’ mental, emotional, spiritual,
and physical health. Bereaved parents also
highlighted a desire for support from peers
who had similar lived experiences of still-
birth so they could feel understood and vali-
dated. Peer support workers were described
as potential advocates and valuable sources
of advice. One parent stated, “[ There is a
need to] create a network of [parents] who
have been through it. Put out a call when
someone enters the hospital so the parents
can be greeted and looked after, after the
stillbirth.”

Another parent described having both
instrumental and emotional support in
activities of daily living from their support
circle: “My people held space for me, even
in silence. They fed me and made sure I
bathed [and] brushed my teeth.”

Finally, many parents shared their desire
for improved guidance regarding self-care
practices, including care for one’s body and
body image during and after stillbirth. Spe-
cifically, some revealed the lack of informa-
tion they received on how to manage their
childbirth afterpains and physical recovery.
Several indicated that they had not been
informed about the likelihood of lactating
after stillbirth, or the options for suppress-
ing lactation or donating their breastmilk:
“Coming from [the] Okanagan, I wasn't
provided with much information. When
the milk started to come ... I didn’t know
where to look. I would [have liked] to know
about my options . . . from a health care
professional. That piece was missing.”

Honoring the baby and

recognizing the parents

All bereaved parents emphasized the value
of engaging in activities that honored their
baby and taking moments to validate their
role as parents, such as singing to the baby,
casting the baby’s handprints and/or foot-
prints, and taking photographs. Parents
felt that mementos helped them process
their grief and remember their baby. Some
individuals said that saving these mementos
in a memory box felt like an act of care for
themselves and their baby. One parent said,
“I found out a lot from the social worker.

CLINICAL

She told me about ‘Now I Lay Me Down
to Sleep’ for digital photos, which really
helped me to have quality pictures. ... Pro-
fessional photography was good at how to
pose with the baby, and I am holding the
baby instead of the nurse taking the baby
away to take pictures . .. by themselves. I
treasure the photos with my baby, holding
my baby.”

Bereaved parents stated the desire to
have health care providers treat them like
parents and honor their baby. Individuals
who experienced health care providers hold-
ing or caring for the baby or using their
baby’s name expressed feeling respected
and safe. Many participants did not feel that
health care providers sufficiently acknowl-
edged their role as parents and thus felt
excluded from decision-making processes.
For many, the perceived erasure of their sta-
tus as parents was hurtful: “[I would have]
appreciated being treated like a mom—
being asked what his name [and] weight
[were]. It would have helped me to have felt
cared for and treated like a mom.”

Several parents expressed dissatisfaction
with how health care providers treated their
stillborn baby. Individuals felt the care their
baby received was dehumanizing and sterile.
They conveyed their wishes for health care
providers to have honored their stillborn
baby by treating their bodies with respect.
One birth parent who delivered twins—
one of which was stillborn and the other
of which survived—shared how they felt
health care providers neglected their still-
born child in favor of their live-born child,
making them feel like the deceased baby
was an “afterthought”: “[I] never got an
acknowledgment from [the] physician in
[the] room about [my] son who did not
survive.”

Accommodating spaces

Bereaved parents highlighted the impor-
tance of health care providers provid-
ing mindful care to prevent unnecessary
exposure to potentially triggering hospi-
tal settings that provoke increased anxi-
ety and emotional pain. Ultrasounds were
frequently described as triggering events.
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The absence of a fetal heartbeat was a sen-
sory experience that many remembered
vividly. Additionally, one of the most dis-
tressing aspects was the prolonged wait
time between being informed about the
absence of a heartbeat and speaking with
a physician.

Bereaved parents wished for spaces
that could meet their needs for comfort
and privacy. Steps taken to increase privacy
and sensitivity, such as marking the door
with a butterfly to signify a stillbirth, were
often noticed and valued. Many expressed
discomfort with unfamiliar health care pro-
viders entering their room unannounced
without acknowledging the family. Addi-
tionally, several spoke about the experience
of hearing live babies crying in adjacent
rooms following their stillbirth. One par-
ent stated, “The most memorable sound is
the silence—so hearing all the other sounds
of live babies is emotional and difficult to
be around.”

Sharing information with care
Bereaved parents stressed that informa-
tion be shared using sensitive language
and with considerate timing. Most parents
objected to terms such as “fetus,” “abortion,”
and “incompatible with life,” which were
described as hurtful and dehumanizing.

Several parents stated that health care
providers had given them unsolicited advice
that, while well intentioned, felt belittling
and did not contribute to their healing.
Language used by health care providers
with the intention of conveying hope was
often perceived as paternalistic, inappropri-
ate, and invalidating. Examples included
parents being told that “everything happens
for a reason” or that they were “still young
enough” to have another child.

Bereaved parents shared frustration that
they were not provided with comprehensive,
accessible resources on stillbirth. In gen-
eral, having resources available in a variety
of formats (e.g., digital, written) was pre-
ferred. Some said that attempts by health
care providers to “sugarcoat” their situation
interfered with the clarity of information
shared. One parent commented “[I] did

Supporting the stillbirth journey at BC Women’s Hospital and Health Centre

not need them to coddle me throughout
the journey.”

Discussion

Stillbirth affects approximately 3000 fami-
lies in Canada annually, and most stillbirths
occur in hospital.>* Our study focused on
identifying opportunities for improving
stillbirth care at BC Women’s.

Bereaved parents shared their vision of
an integrated, stillbirth-specific system of
care, provided by teams with appropriate
knowledge and skill, and a network of sup-
port. Health care providers must possess
not only clinical skills but also the non-
clinical acumen to convey empathy with-
out burdening patients. Stillbirth-specific
care should include guidance on spiritual
and/or religious support and postpartum
self-care (e.g., breast milk donation or lac-
tation suppression) and be coordinated by
a dedicated patient navigator. Care must
honor autonomy and be appropriate to indi-
viduals’stage of bereavement. Our initiative
emphasizes the need to respect parents’ pace
when making decisions. Parents expressed
feeling rushed to make choices, even when
they had not fully processed all the infor-
mation provided to them.

Bereaved parents wished for more of a
focus on memorializing their baby through
memory making, including singing to the
baby, taking photographs, casting hand-
prints or footprints, and making memory
boxes. Those who did not have the oppor-
tunity to take part in such memory making
expressed regret, having wished that others
had guided them to do so. Health care pro-
viders were appreciated when they helped
facilitate these experiences, both affirming
the bereaved parents’identity as parents and
honoring their baby.

Hospital spaces should be intentionally
designed to minimize triggering situations
and enhance comfort during the stillbirth
journey. While ultrasounds are a necessary
diagnostic step in stillbirth care, they were a
significant source of distress. Several parents
endured long wait periods without confir-
mation of stillbirth and discussion of sub-
sequent steps. Bereaved parents highlighted
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the striking contrast between the silence
surrounding their stillbirth experience and
the sounds of crying babies from neigh-
boring rooms. This underscores the need to
re-evaluate the design of birthing wards and
room assignments. While predicting still-
birth may not always be possible, thoughtful
consideration could be given to assigning the
birth parent to a room situated away from
delivery rooms or equipped with enhanced
soundproofing. Parents emphasized the sig-
nificance of privacy and expressed apprecia-
tion for health care providers who respected
their space by placing a butterfly on their
door.

'The interactions with health care pro-
viders had a lasting impact on parents’
memories, even years after a stillbirth. The
importance of health care providers deliv-
ering thoughtful and consistent commu-
nication, along with accessible resources
in various formats, was highlighted. Par-
ents said that certain words, such as “fetus,”
“abortion,” and “incompatible with life,”
invalidated their experiences and intensi-
fied their pain during the stillbirth journey.
Health care providers should encourage
parents to express their preferred language
when discussing their stillbirth and follow
their lead in choosing compassionate ter-
minology. Most parents agreed that they
did not want to be “coddled” but desired
genuine expressions of empathy. In light of
these findings, it may be valuable to enhance
training specific to stillbirth care, such as
more mindful approaches to diagnostic pro-
cedures and information sharing. Training
should be based on a standardized protocol
for optimizing patient privacy and support
during the hospital stillbirth experience,
with the goal of fostering positive interac-
tions between health care providers and
people who experience a stillbirth.

Study limitations

This study was limited by a small sample
size and homogeneity. All participants
who chose to attend the workshops viewed
themselves as bereaved parents and none
had experienced the stillbirth via surgi-
cal dilation and evacuation. Given these
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limitations, the aim of this quality improve-
ment initiative was not to represent the
diversity of stillbirth experiences across BC,
but rather to serve as a starting point for
ongoing efforts to optimize stillbirth care at

BC Women’s Hospital and Health Centre.

Conclusions

The hospital setting, designed primarily for
the delivery of live infants, can profoundly
shape the experience and memory of those
who have a stillbirth in pregnancy.
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