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explore families' experiences of their child dying in the emergency department.

Practice Implication: Family-centered care should be a focus for the care of children and their families in the emer-

gency department, regardless of the pressure from rapidly occurring events.
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Whenever a child is admitted to a health care service, families are in-
evitably impacted. The concept of ‘family-centered care’ (FCC) has been
recognized as an approach that considers and plans care around the
whole family, rather than the individual child (Smith, 2018). In FCC,
care providers work in partnership with families (Rawson & Moretz,
2016), recognizing that families are a constant in the child's life
(Coyneetal,, 2018), and that the result will be delivery of higher quality
care (Christian, 2016; Coyne et al., 2018). FCC is widely regarded as the
optimum model of nursing care delivery in both hospital (Hengeveld
et al., 2020; Smith, 2018) and non-hospital settings (Ridgway et al.,
2020).

However, a number of tensions and challenges have been reported
to affect the delivery of FCC. These include a lack of clarity or under-
standing of the concept (Alabdulaziz et al.,, 2017), entrenched practices
and power imbalances between families and health professionals
(Smith et al., 2015), along with lack of recognition of parents' knowl-
edge and experience (Smith et al., 2015). Other studies have identified
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racial and ethnic (Boztepe & Yildiz, 2017; Guerrero et al., 2010), as
well as geographical (Feeg et al., 2016) differences in how FCC is
interpreted and practiced. In a study of nurses working with children
in Ireland, Coyne et al. (2013) found that nurses supported FCC but
had difficulty implementing it in their clinical practice due to organiza-
tional constraints. In another study, Mirlashari et al. (2020) explored
physicians' and nurses' views on implementing FCC in neonatal inten-
sive care in Iran. They found challenges relating to power imbalances
between parents and physicians, psychosocial issues and organizational
limitations that challenged its application. However, a grounded theory
study of parents in a pediatric intensive care unit (PICU) in the US found
that nurses were challenged in providing FCC as they sought to enforce
explicit and implicit hospital rules that hindered parental input in deci-
sion making (Baird et al., 2015).

While FCC is widely applied in dedicated pediatric areas, it is recog-
nized that children are not only patients in pediatric units but in more
general hospital settings. In a study of adult-trained perioperative
nurses' application of family-centered care, Hamilton et al. (2014)
found that nurses generally supported the idea of parents being in-
volved in the care of children in the perioperative environment. How-
ever, this support was not based specifically on FCC principles, rather
on perceptions that caring for children was stressful and challenging,
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parents could help with allaying a child's distress. Study partic-
sported a lack of training and experience in caring for children.
aly. in a study of nurses in a mixed adult and pediatric intensive
working with children's families was found to be particularly
ang with physical, cultural and institutional factors impacting
uses’ abilities to provide appropriate care (Butler, Willetts, &
8 2015).
s care of children in the emergency department requires care pro-
% 1 effectively manage acute health crises, quickly develop thera-
relationships with families and work effectively as a team
mican Academy of Pediatrics et al,, 2014a). It has been suggested
"% application of FCC in the emergency department can improve
aes satisfaction and involvement in decision making, as well as
presence during procedures (Brown et al., 2008; Piskosz, 2007).
misative study with 68 parents of children accompanying their chil-
the emergency department of a large US pediatric health service
t0 explore dimensions of FCC valued by parents (Byczowski
2016). The findings revealed eight key dimensions that could be
%0 measure it, namely: (i) emotional support, (ii) coordination,
=it and respect preferences and involve the patient and family
decisions, (iv) timely and attentive care, (v) information, com-
mcation and education, (vi) pain management, (vii) safe and child-
msed environment, and (viii) continuity and transition.
T8e death of a child in the hospital has been described as
Empowering for parents due to the environment and equipment
=, Hall, etal, 2015b). A child'sdeath in the emergency department
st often sudden, and particularly traumatic for parents and the
providing care but is also complex. The American Academy of Pe-
wcs et al. (2014b) state that ‘the death of a child in the emergency
iment (ED) is an event with emotional, cultural, procedural and
challenges’ (p.198). Amidst arising emotional trauma, such situa-
s commonly require conversations about termination of resuscita-
W, organ donation, and coronial investigation (American Academy
Pediatrics et al,, 2014a). Studies have been conducted into parents'
=niences and needs when their child dies in PICUs and general
% (Butler et al,, 2018; Butler, Hall, et al,, 2015c). In these settings,
°r et al. (2018) describe how the relationship between parents
Bealthcare providers evolves according to parental needs at differ-
points in a dying child's care. However, in the emergency depart-
context, there is little time for such processes to occur. To date,
has been no literature on nurses' implementation of FCC in the
srgency department involving the death of a child. Hence, as part
W 2 larger study exploring pediatric death in the emergency department
Smoinaba et al,, 2021), this study sought to explore how and
=ther FCC is implemented in the context of pediatric death in the
=rgency department.

Wethod

=earch design

A qualitative descriptive methodology was used employing semi-
actured interviews. Eligible participants were nurses working in
& Australian emergency department. The peak professional body for
Smergency nurses in Australia, the College of Emergency Nursing Aus-
‘Walasia (CENA), forwarded an email to its members inviting participa-
| %on and asking for the email to be forwarded to colleagues who may
% interested in participating. Nurses were asked to contact the research
#=2m by email if they wished to participate. .
Individual semi-structured interviews were conducted with 24
Smergency nurses across remote, regional and urban settings in six
Australian states, guided by an interview schedule. Questions covered
Sequency/number of deaths experienced, the individual's role, how
#guipped they felt, availability of support, counseling and debriefing
systems, and family inclusion. All had at least one experience of caring
%r 2 child in the emergency department who had died or was declared
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dead on arrival. Each participant was interviewed once, in a location of
their choosing; one interview was conducted by phone. Interviews, last-
ing between 45 and 60 min, were conducted by an experienced post-
doctoral nurse researcher and audio-recorded. Recordings were tran-
scribed verbatim by a professional transcribing service. Data saturation
was achieved by interview 20 whereby there was sufficient data for el-
ements of the framework; however, given the nature of the research we
proceeded with interviews for an additional four people who expressed
interest in participating.

Data analysis

A framework analysis approach was employed to analyze interview
data. Framework analysis is an approach to qualitative research
whereby a structured framework is applied to the process of analysis.
It has been identified as particularly beneficial to process transparency
and enabling understanding of social and policy issues (Goldsmith,
2021; Smith & Firth, 2011). In order to understand how family-
centered care was applied in care of children dying in the emergency
department, the chosen framework utilized the eight dimensions of
family-centered pediatric emergency care formulated by Byczowski
et al. (2016) in their study exploring what was important for parents
with children receiving emergency care, as described above.

Ethical considerations

This study received approval by the relevant university human re-
search ethics committee. To be eligible to participate, individuals
needed to have experienced the death of a child whilst working in an
ED. Written participant information about the study and participation
was provided before individuals agreed to participate, Verbal explana-
tions and written informed consent were obtained prior to commence-
ment of each interview. Given the sensitive nature of the interviews,
participants were provided with contact details of support organiza-
tions should the interview process initiate distress about their experi-
ences. No participant or organization is named in reporting the
findings. Pseudonyms have been used to protect participants' identities.

Findings

Of the 24 nurses participating in interviews, 18 were female, the ma-
jority worked in urban hospitals and in mixed EDs. None were under 25
years old, and half were 46 years or over, hence presenting significant
nursing experience (Table 1). Overall ED experience ranged from 15
months to 38 years and 17 were also parents. Nineteen worked in
mixed EDs, while five worked in specific pediatric EDs.

From the analyzed interviews, seven of the eight categories de-
scribed by Byczowski et al. (2016) were described, with all participants
describing at least one category. Pain management was not raised by
participants, which could be expected given the focus of the study.

Table 1
Participant demographic characteristics.

Characteristic

Gender
Male 6
Female

Age
<25 years 0
26-35 years 6
36-45 years b
>46 years 1
Unknown 1

Location of work
Rural/remote 1
Regional 9
Urban
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Emotional support

As would be expected for practicing nurses, many participants de-
scribed how they provided emotional support for families experiencing
death of a child. This was seen as the nurse's role, or that of a social
worker if one was available:

...talking to patients is assumed that we're nurses and we should know -

how to do that or it's a social worker's role.
[(Susie)]

Usually the team leader of the emergency department or the social
worker or there's someone allocated to a role to deal with the par-
ents...so the parents do get, um, supported, usually with a social worker
and a nurse, and that nurse is usually someone that's supernumerary on
the floor, at that point.

((Joy)]

Participants described times when nurses' provision of support often
became an overt expression of their own emotions and a strategy for
providing support:

Iwill often let them see that I am upset, like, I never cry to the point that I
need looking after and I never cry while there’s still a job to do, but |
don't have a problem letting some tears out and have had that positively
received from parents, that they can see that I'm moved by the death of
their child.

[(Anastasia)]

Well you support them. You hug them, you cry with them, you give them
a cup of tea and you support them. You ask them what else they need.

[(Daisy)]

Coordination

Coordination of emergency situations is a common occurrence for
emergency nurses and this included involving families:

We usually try, if we can get the parent at the, to the head of the bed. If
we can actually get them in there, so they can actually talk to their child
while things are happening.

[(Kim)]

In the case of resuscitation situations, coordination of parental or
family involvement was an important aspect, along with key support
such as pastoral care, social work and nurse managers:

Where possible, we facilitate parental involvement in a resuscitation
and that there should be a staff member allocated to, supporting them
and it's true that when the child first comes in and ambulance are trying
to hand over and all sorts of things, we do usually put the parents in the
parent room. We immediately call social work, we immediately call pas-
toral [care].

[(Anastasia)]

However, given speed of activity in these situations, this was not al-
ways possible, was of lower priority or became overlooked:

But in traumas for example, when I've been nursing team leading the
resus, and we haven't, and the child's come in quite quickly, we haven't
had a chance to get social work, or we've had to start managing things
very quickly, I've had to - or a child's been running from triage to the
resus area, I've had to find a minute to stop, and when I've seen this par-
ent either falling to pieces or looking shell shocked, say to them, this is
what we're doing, and this is what we're going to do from here. One of
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the doctors will come and explain things from a clinical perspective
well.

[(

Ifind that it's very much with the child itself, it's very much...auto-pi
There are certain protocols, certain procedures that get done at cert
times and you just do that.

[(Sco

Elicit and respect preferences and involve the patient and family in care
cisions

Most participants were conscious of the need for families to be i
volved in decision making, particularly in relation to continuing resu
tation and ensuring they saw that everything that could have been do
was done:

...you'll often have parents begging for longer and you'll often go on lo
ger despite what you know is the outcome and then, at some point y
can see that the parents understand it... that everything has be
done...you'll go on because parents are wanting, you'll go on ‘...
feels like the parents are ready for you to call it too.

[ (Chrissie

...we will continue for 20 more minutes so that that mother can see th
we did everything we needed to. And so we, I advocated on her behalf.
Mum arrived and she was able to see 15 people in a room doing eve
thing they could and was, you know, part of the conversation with d
when we withdrew our care and things like that.

[(Anastasia)

Italked to the mother and tried to keep her informed what was going o
and so did our doctors...But we kept trying to involve her, we'd be doi
something and she'd move out of the way. We'd say no, no, come an
stay, come and stay. She was singing to her. | remember that, It was..
she was sitting with her and singing to her.

[(Bronwyn)

I think it's just instinctive, but I've always liked the family to be prese
when we're doing resuscitations and I always would advocate for tha
in our ED even though we don't have a formal policy about that. I jus
think it helps for them to see that everything's being done in what can
possibly be a hopeless situation.

[(Matthew)]

Culturally, there were often necessary rituals and these were facili-
tated by advocating staff:

We put the child in a side room and the elder came in and the family
was there and there was a whole group. And everybody else was going
oh there's so many people in there, and I'm going no, no, that's their cul-
ture, that's okay. Let's just let them do it this way. And yes, finally, even-
tually after they'd done what they needed to do they left.
[(AliceLouise)]

Timely and attentive care

Even though pediatric resuscitation and/or death was not an every-
day occurrence, participants all described how they sought to provide
timely and attentive care, including after the child had died:



K Shimoinaba and B. Copnell

are going to help and also this is your child and I am invested
caring for them even though we've stopped doing CPR and things
that...and very gentle, and I use the child's name and I con-
to talk to them and, it's often me that has to pick them up
first time and give them to the [parent]. | always make sure that
1 treat that child the way as, I would if it was still alive, for them, as
as possible.

[(Anastasia)]

ermore, the nature of care for children was seen to be more
in how it related to the age of the child:

pediatrics you have the stress of trying to extend your scope and
g to provide really high-quality care which you might not have
for multiple months, coupled with the fact...that's a tiny baby,
s a three-year-old, you know, things like that.... Oh, here are
acutely grieving people right in front of me, and we're much
Setter at having family presence in pediatrics than we are in adults,
s it's much less common in adults for there to be someone sobbing
= the room with you, you sort of have that barrier from them
emotionally as well.

[(Anastasia)]

tion

All participants described the importance of provision of focused in-
ion for parents and families. This was a primary role for senior
and doctors both during and after emergencies:

- Whoever is on call...they come in and sit with the families and things
ke that. But as far as for when they're in the room, we just try and find
2 staff member to be with them...so they can explain and also ensure
that they don't...encroach on our resuscitation.

[(Anastasia)]

~ They will always take a Senior Nurse in with them to have that conver-

sation and usually the person allocated to the family ideally would be

the most senior person in the room who's not needed clinically.
[(Chrissie)]

_.that's often explained several times...“we'll do this but if it's not suc-
cessful...we're going to try this, we're going to do that, we're going to do
this”, and then eventually they'll understand. If they're trusting the resus
they'll understand that everything was tried.

[(Chrissie)]

Social workers also played an important role in many settings, par-
weularly after death had occurred and where a coroner's investigation
‘was required:

The social worker's involved with...the counseling of the parents and
giving them the information on how the coroner works and all of that
sort of stuff and the coroner's come and collect them and they go off.
But our social workers tend to follow them up afterwards as well.
[(Kim)]

Ewan described the balance between providing emotional support
and information:

We said we've tried this...a balance between giving emotional support
but also some ... data on like clinical things of why this is stopping to
there, and...I know you might be upset but we're going to stop this be-
cause there's no you know, blood left, or you know she's not responding
to those, heart's not pumping, there's no activity.

[(Ewan)]
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Communication and education

While information provision was important, there was a need for
more detailed information and education for families about many clini-
cal aspects, such as presence of monitors or tubes:

We're starting to get some family involvement...to have the staff there
to explain what's going on...Because you can imagine that if
somebody's being intubated or if we are having six or seven attempts
to cannulate or we are having to put in the intraosseous, it can look
quite barbaric and if you don't have a staff member to say “This is rou-
tine practice, this is why we're doing this”, it would almost look tortur-

ous.
[(Susie)]

So, say the child's died, then we still bring the families in, or even after
we've revived them and they're just waiting for ICU or something like
that, we get them in and we explain what the breathing tube is, what's
all the monitoring and what's running in the pumps and why and things
like that and that comes, usually from the resus team leader. So, they do
need to learn that skill of being able to tell the family what's going on.
((Amy)]

We make sure that we have someone designated to touch base with the
family either in the room....or out of the room as well....to say, “This is
what we're doing now. This is what this medication is. This is what we're
trying to do.”...just to have that constant support they know that some-
one's talking to them in a way that they can understand.

[(Patrick)]

Safe and child-focused environment

Family presence was not always limited to parents. On some occa-
sions, siblings were present during emergencies. Hence, while the
focus was on the patient, there was a need to provide a safe and child-
focused environment to support siblings.

We got the phone call saying we've got a two-year-old found floating in
the dam. CPR in progress. The mother was there, the social worker was
there. She brought her boys in. She had three older boys... Brought her
older boys in to see her. She was there most of the time.

[(Bronwyn)]

And there were times when the dad had to go and do paperwork and
stuff, and we would just sit with the sister, or take out and sit with
her, or make her a sandwich or a Milo or something and chat to her,
or just let her sit on a lap and give her a hug, and just let her sob, just
support like you would being an auntie or a friend or something.
[(Gwen)]

Kim and Mary described the importance of siblings being able to be
in the room and opportunities to say goodbyes:

...we have no issues with bringing siblings in to say goodbye..., be-
cause...cause kids have really good, imaginations. And what they imag-
ine is far worse than what is generally, reality. So, if they're allowed to
come and say their goodbyes and see, their brother or sister before they
go, it makes it easier for them to tuck it away and move on and grieve
properly as well, without imagining what things were like.

((Kim)]

...when the resus stopped and he was declared deceased, I said to mum
and dad, do you want to come and just sit with him and give him a

21
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cuddle and everything because, as Yyou know, it will be a coroner's and
we can't take tubes out... His sisters all wanted to give him a cuddle
and all the fluids coming out of the tubes, so putting cotton wool in
the tubes and making sure there was a nappy on. They all sat and cud-
dled and took some photos with him wrapped up. We wrapped him up
in a nice, bright, in his bunny rug blanket and stuff.

[(Mary)]
Continuity and transition

Participants described the challenge in being able to assist families to
transition from the emergency department, including leaving their de-
ceased child behind. They outlined the need to build trusting relation-
ships with parents to facilitate this:

...they can't take their child home and so, at the end the vast majority
are like, thank you, I feel so comfortable to leave my child with you,
thank you for the quality care that you've given. Like I take it as my point
of pride to show them how much I am looking after, because they obvi-
ously have to step out while the coronial police come and so I've always
made sure that I've built enough rapport to say I'm going to stay with
Yyour child, you know, I'm going to stay, I'm going to watch over them
while the police are here. When Yyou are ready and they've finished to
come back, I will have your child ready for you to hug and hold and
Yyou'll be able to do many more, Yyou know, because they've obviously al-
ways got tubes and mess and things like that.

[(Anastasia)]

I always make sure that they know I'm on their...team, I'm invested in
caring for their child, which means that they're much more comfortable
to leave the room for the coronial enquiries and then also to go home to
their house without their child for that first time, usually unexpectedly,
that they feel comfortable to leave their child with me through showing
them that I am just as invested in this process as they are,

[(Anastasia)]

I always tried to make sure that they spent as much time with the baby
as they needed, um, and that that was ah, my role once that patient died
was to give them the b-, them and the family the best care they could

have at that time because this was the last time they were going to have
that,

((Emily)]

Discussion

Emergency departments are busy and unpredictable settings where
cases appearing are acute and sudden, and requiring triage. While not
commonly occurring, emergency nurses occasionally face the death of
a child. This study sought to explore how emergency nurses enacted
FCC when caring for a child who died, using a framework developed
by Byczowski et al. ( 2016) around what parents want and value in pe-
diatric emergency care, We chose this framework as it was particularly
designed for emergency settings, Findings indicated that participants
worked to provide emotional support, including through showing
their own emotions, coordinated the emergency management, demon-
strated respect for families' involvement and decision making, including
siblings, and provided communication and education. Following the
child’s death, they also provided support through families' transitions
to leaving their child at the hospital and coronial and other investiga-
tions. The care provided during this time is fundamental to parents' ex-
periences and the memories they hold of their child's death (Butler,
Hall, et al,, 2015c).

In this study, elements of FCC were evident in the experiences of
nurses, but sometimes ad hoc rather than planned. We found that

22
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there was variation in how, and the degree to which, participants
scribed interactions with families. Some settings provided a staff m
ber, usually senior, to stay with parents at the back of the resuscita
room or positioned the parent at the child's head where they
able to talk with, or even sing to, the child. Having a specific staff m
ber allocated to parents enables provision of emotional support and
planations throughout resuscitation (Piskosz, 2007). Notably, staff
described encouraging sibling presence, particularly after the death
a child. Gill (2020) argues that this is important to avoid potential
verse psychological or developmental outcomes for siblings, and re
forces the need for focus on sibling inclusion, need for emotional
social support as well as education,

these were not necessarily intentionally or overtly applied here, Smi
(2018) asserts that there is a lack of education for nurses
operationalizing FCC, and our findings suggest that education for em

sary in enabling its implementation (Trajkovski et al., 2016). Accordi
to October et al. (2018), after the death of a child, parental care shou
incorporate immediate support, a follow-up plan, screening for comp|
cated grief or other serious reaction, a subsequent bereavement me:
ing, and support for the healthcare team in providing aftercare f
families, such as through dissemination of information about memori
services, and support of extended staff in the hospital.

To date, there has been scant research attention paid to the compl
area of pediatric death in the emergency department and the provisi
of optimal care for families during these deeply traumatic experienc
Hence, there is a clear need for more research to explore best practi
family-centered care models in these situations in order to developa

participants from six states in Australia, emergency department car
may be different in other countries, It is also possible that those nurs

who volunteered to participate had particular experiences and an over:
whelming need to discuss or debrief them and saw participation as

mechanism for doing that. Hence, the nature of their experience
might be different to others who did not participate.

Conclusion

Death of a child is difficult for care providers regardless of the con-
text. In the emergency department, this poses additional challenges
through emotional interactions with families, coronial and other inves-
tigations. Using framework analysis, this study examined emergency
nurses' perspectives on the death of a child in the emergency depart-
ment. It demonstrated how family-centered care is enacted in these set-
tings along with its unique challenges. Further research is needed to
explore families' experiences of the death of a child in the emergency
department, while education for health professionals around facilitating
FCCin the setting is needed.
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