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Study objective: Children with medical complexity represent a fragile population and account for the majority of patients followed
in pediatric palliative care. Little is known in regard to the role of the emergency department (ED) in caring for the families of
children with medical complexity.

Methods: Semistructured focus groups were held with health care professionals from pediatric emergency medicine, palliative
care, complex care, and intensive care to explore their perspective on pediatric palliative care in the ED. Data were transcribed
and analyzed with NVivo software, and thematic analysis and theoretic sampling were performed.

Results: From January to October 2016, 58 participants were interviewed. Difficulties providing pediatric palliative care in the ED
are related on the one hand to characteristics specific to the ED, such as its culture and its health care professionals’ strong
emotional responses when caring for children with medical complexity, and on the other hand to factors extrinsic to the ED;
mainly, lack of continuity of care. For critically ill children with unknown goals of care and potential for end of life, professionals in
the ED should evaluate the clinical situation, contact known health care teams, remain open to families’ preferences, alleviate
distressing symptoms, and create a caring environment. Communication between teams is targeted by health care professionals
to facilitate and improve patient flow and care.

Conclusion: Although perspectives differ in regard to how to provide care for pediatric palliative care patients in the ED, several
barriers to providing high-quality emergency pediatric palliative care can be overcome. [Ann Emerg Med. 2019;74:481-490.]
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INTRODUCTION
Definitions of pediatric palliative care include children

with life-threatening medical conditions and focus on
caring for the patient and his or her family as a whole.1,2

Although several models of pediatric palliative care units
exist, they often consist of an interdisciplinary team
including physicians, nurses, social workers, pharmacists,
and volunteers, among others, working in close contact
with families.3,4 Many pediatric patients requiring pediatric
palliative care are children with medical complexity, and
they represent a population susceptible to visiting the
emergency department (ED) recurrently.5,6 Medical
complexity is defined as children in need of special services
from their ongoing multisystem illnesses, functional
impairment, and dependency on technology for daily
living.7-10 They represent a vulnerable pediatric population
at risk of fragmented care from suboptimal
communication, care coordination, care integration, and
case management.6,11,12 These aspects of care are all related
4 : October 2019
to continuity of care and have been shown to be associated
with improved quality of care and health outcomes.13 In
Canada, guidelines recommend discussing goals of care for
these children as early as possible to anticipate critical life
decisions,14 but this is rarely done when patients are
well and stable.15-19 Moreover, pediatric health care
professionals report uneven training in pediatric palliative
care and discomfort while communicating with families of
children with medical complexity about palliative care.20,21

Since 2006, the American Board of Medical
Subspecialties has recognized palliative care as a
subspecialty of emergency medicine.22 Several barriers to
providing high-quality palliative care in the ED have been
identified and include improper settings, lack of preexisting
relationships with patients, fast-paced environments, and a
culture of intense resuscitations.1,23-27 Nurses in the ED
also believe patients with anticipated death should receive
uninterrupted devoted care with compassion and extra
time, which the ED seemingly cannot provide.24,28 Many
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Palliative Care in the Pediatric Emergency Department Côté, Payot & Gaucher
Editor’s Capsule Summary

What is already known on this topic
Emergency providers may be uncomfortable caring
for children receiving end-of-life pediatric palliative
care, yet little has been studied about their role.

What question this study addressed
Using semistructured focus groups of health care
professionals from multiple specialties, the authors
examine the barriers, roles, and solutions for
providing pediatric palliative care in the emergency
department (ED).

What this study adds to our knowledge
Emergency physicians can help create a caring
environment for the child and family in need of
palliative care by eliciting and listening to their
wishes, contacting their health care teams, and
eliminating distressing symptoms.

How this is relevant to clinical practice
Communication, coordination of care, and
compassion are critical in caring for children in need
of palliative care in the ED.

health care professionals receive inadequate training in
palliative care in emergency medicine curricula, which
contributes to their discomfort in caring for such patients
and their uncertainty about their role in this aspect of
care.29-31 Indeed, surveys from emergency medicine
residency program directors have demonstrated the overall
discomfort of their senior residents with managing a dying
child despite recognizing it as being a major skill to acquire
in palliative care.32

In pediatrics, little is known about pediatric palliative
care in the ED. Recently, a study conducted in our center
found that one third of pediatric palliative care patients
visited the ED in a 5-year period, for a total of 219 visits.33

One small qualitative study identified some challenges to
pediatric palliative care in the ED, such as unknown
patients and lack of time. This study also suggested that ED
professionals believe that establishing early goals of care
may improve quality of care for these patients by decreasing
critical interventions in the ED.21

Pediatric palliative care in the ED for children with
medical complexity is a multifaceted organizational
problem and needs to be better understood to facilitate
coordination and quality care during a patient’s acute
changes in health status. The objective of this study was to
explore the challenges of providing pediatric palliative care
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in the ED and to describe potential roles for the ED in
pediatric palliative care as perceived by the main services
involved in the care of children with medical complexity.
This study also aimed to propose concrete solutions to
better implement pediatric palliative care in the ED.

MATERIALS AND METHODS
This research used social constructivism as the

interpretative framework and was not based on a tested
assumption.34-36 A qualitative study using a strategy of
triangulation was designed to include different health care
professionals from acute care units and long-term care units
who were involved in the problem being studied. This study
does not simply report the subjective experiences of the
participants but rather uses a critical approach and a reflexive
attitude to generate an understanding of the reality.37

Methods from grounded theory were used to produce reliable
and valid data, including open coding and in vivo codes,
theoretic sampling, and constant comparative method.

A.-J.C. is a master’s student in clinical ethics and a
pediatric resident from another university. N.G. is part of
the pediatric emergency medicine staff at the study hospital
and is a researcher with experience in qualitative research,
clinical ethics, and palliative care. A.P. is the director of the
clinical ethics unit at the study hospital, is also part of the
palliative care team, and has experience in qualitative
research. He participated in one of the focus groups;
however, he did not help prepare the questions that were
asked during that focus group, and to avoid influencing his
answers as a participant, nor was he made aware of the data
collected up to that point. He was presented with the full
data as a researcher after his participation in the pediatric
palliative care focus group.

Setting
The research was conducted in the CHU Sainte-Justine,

a specialized pediatric tertiary care university-affiliated
center in Montreal. Its pediatric ED receives approximately
85,000 visits per year. The interdisciplinary pediatric
palliative care team provides consultations to all health care
teams and is available during regular working hours.

Selection of Participants
This study sought to obtain perspectives from as many

providers as possible and not to reach saturation. Given its
single-center nature and the limited number of participants
a priori, whether data saturation would be attainable was
uncertain. Enrollment was limited by the number of
potential participants, which was how the number of focus
groups was determined. Almost all the members of the
naturally occurring pediatric palliative care and complex
Volume 74, no. 4 : October 2019
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care groups participated in the study, therefore limiting the
number of focus groups to one for each. The authors’ goal
for the recruitment of the ED providers was to include
most of the emergency physicians, which prompted the
decision to perform 3 focus groups in the ED, with 5
physicians per focus group. At the study, the ED team
included 16 eligible board-certified pediatric emergency
physicians. Sampling was deemed acceptable when most of
the emergency physicians had participated in the study; 10
emergency physicians were involved in it, representing
62.5% of the group sample.

All providers from pediatric palliative care, complex care,
pediatric intensive care, and pediatric emergency medicine
were invited to participate in the study in person. The
authors believed almost all participants would have an
interest in pediatric palliative care, given the voluntary basis
of the focus groups. A.-J.C. presented the project in each of
these units after an e-mail was sent to the chief of each of
these divisions. The chief then served as the intermediary
between their group and the researchers and a date was set
to conduct each focus group with a maximum of providers.
Posters were also put in the ED a few days before the focus
group meetings to encourage all health care providers to
participate.

This project obtained approval from the CHU Sainte-
Justine Ethics Review Board in August 2015. Participants
provided written informed consent to participate in this
study and were asked to keep all focus group discussions
confidential.
Data Collection and Processing
Six semistructured group interviews of 1 hour each were

conducted with naturally occurring groups in the ED
(n¼3), in pediatric palliative care (n¼1), in the children
care service (n¼1), and in the pediatric ICU (n¼1).
Groups were not mixed between the different units being
studied because there existed previously established trusting
group dynamics in each unit that likely maximized
participation within each focus group and favored honest
and open conversations. It was believed by the authors that
mixing interdepartmental groups would have created
dominant members and likely would have prevented the
emergence of new themes.38 Baseline demographic data
were collected. Each focus group included on average 9
participants (ranging from 8 to 10 participants) and was
intended to be a representative sample of health care
professionals from each service. Interviews were guided by
A.-J.C. and N.G.

The focus groups were held during 12 months and were
conducted in the following order: ED, children care service,
Volume 74, no. 4 : October 2019
ED, pediatric palliative care, pediatric ICU, and ED. The
goal was to conduct the first and last focus group with the
ED to first uncover the main themes and to finally validate
all the themes discussed with the previous groups. In
between, the order was conducted according to availability.
All participants were first asked to explain their beliefs and
perceptions about pediatric palliative care to have a shared
understanding of its definition. Commonly used definitions
of pediatric palliative care were then reviewed with
participants during the group discussion. Next, ED
participants were asked about experiences with palliative
care in the ED. Pediatric palliative care, children care
service, and pediatric ICU professionals were asked to
elaborate on experiences with pediatric palliative care in
their practice and with patients who visited the ED. The
interviews included questions aiming at understanding
cases in which the ED staff were confronted to initiating
discussion about goals of care. Further questions aimed at
identifying difficulties and limitations of pediatric palliative
care in the ED. Some questions were modified from one
group to the other according to emerging themes. The last
ED group was asked to comment on ways to approach a
family of children with medical complexity in the ED and
how to validate goals of care with them. They were also
asked to discuss concrete areas of focus to provide
satisfactory pediatric palliative care. The pediatric palliative
care group was asked to describe what palliative care in the
ED means for them because its definition was believed to
be well acquired.

Overall, participation in the different focus groups was
excellent for all participants. Indeed, because participants
were also naturally occurring care teams and knew one
another well, trust was already established, as well as
respectful relationships. Nonetheless, to ensure all voices
would be heard and to improve everybody’s comfort from
the outset, at the beginning of each focus group, each
participant was asked to give his or her own perception of
pediatric palliative care. On only 3 occasions did one of the
authors (N.G) redirect the discussion when it was being
dominated by 1 participant. Consensus was not a goal
because the problematic was being explored for the first
time. Discussions included some disagreements, and this
was encouraged to enrich discussions and ensure every
professional was comfortable expressing his or her thoughts.
Participants remained anonymous and were identified by a
code referring to their provider type and work environment
to facilitate the analysis. Interviews were recorded with a
microphone and the application ShurePlus MOTIV (Shure
Inc, Niles, IL).

Interviews were transcribed verbatim by A.-J.C. and
reviewed by N.G. Transcriptions were entered in full into
Annals of Emergency Medicine 483



Table 1. Participants’ demographic characteristics (n¼58).

Characteristics No. (%)

Sex

Palliative Care in the Pediatric Emergency Department Côté, Payot & Gaucher
NVivo (QSR International Inc, Doncaster, Victoria,
Australia). Recordings were kept in a secured locker in the
CHU Sainte-Justine ED. Demographic data were entered
into an Excel database (Microsoft, Richmond, WA).
Men 11 (19)

Women 47 (81)

Age, y

21–30 12 (21)

31–40 16 (28)

41–50 16 (28)

51–60 14 (24)

Ethnicity

White 55 (95)

Other 3 (5)

Profession

Physician 19 (33)

Nurse 18 (31)

Social worker 5 (9)

Physician fellow 4 (7)

Respiratory therapist 4 (7)

Patient attendant 2 (3)

Psychologist 2 (3)

Nutritionist 1 (2)

Physiotherapist 1 (2)

Clerk 1 (2)

Spiritual care provider 1 (2)

Practice

Mostly in the ED 28 (48)

Interest for PPC 54 (93)

>3 formal training sessions in PPC 19 (33)

PPC, Pediatric palliative care.
Primary Data Analysis
Transcribed interviews were coded by thematic analysis

after each focus group by 2 of the researchers separately (A.-
J.C. and N.G.). Codes were used to generate nodes and
ultimately major themes. The codification process was
facilitated by using the constant comparative method to
understand the relationships of the codes and their
relevance in generating knowledge about how the
experiences of the participants were connected to the
reality.36 The process was further validated by the
comparison of each author’s open coding analysis; each
focus group code was reviewed and compared. Discussions
between the authors helped maximize the codification
process and provide a reliable understanding of the
participants’ meaning. In some instances, new codes and
categories were identified and other codes were removed
because they were judged irrelevant to the research
objectives. Theoretic sampling was then conducted
whereby hypotheses generated in the first focus groups were
tested in the subsequent ones to validate or nuance
emerging nodes and enrich the analysis.36 After data
collection was completed, a specialist in qualitative data
analysis was met to review the codification process and
theme generation.

Triangulation was used in this research and refers to
obtaining various perspectives to examine a complex
phenomenon and validate, oppose, or nuance points of
view. It is a means to ensure validity and integrity of
emerging data between different sources.36 In this project,
different professionals from acute care units and long-term
care units were interviewed to triangulate perspectives and
data, and to generate a more comprehensive overview of the
research question.
RESULTS
From January to October 2016, 58 participants were

included in the 6 focus groups (Table 1). The participants
were asked to describe their medical practice as “never,
occasionally, or mostly” working in the ED and to mention
whether they had a personal interest in pediatric palliative
care. Forty-eight respondents (48%) practiced “mostly in
the ED,” representing 28 ED health care professionals who
provided their perspectives, and including 62.5% of all full-
time pediatric emergency physicians. Data analysis led to 3
main themes; namely, barriers to providing pediatric
484 Annals of Emergency Medicine
palliative care in the ED, roles of the ED in pediatric
palliative care, and comprehensive approach of pediatric
palliative care in the ED.

Health care professionals from the ED mentioned many
struggles in providing pediatric palliative care, mainly
related to their own culture of care and emotions when
interacting with children with medical complexity. Other
health care professionals from pediatric palliative care, the
pediatric ICU, and the children care service suggested that
problems extrinsic to the ED contribute to the difficulty in
integrating palliative care in the ED. These intrinsic and
extrinsic barriers are summarized in Table 2.

Each group suggested important dimensions of
pediatric palliative care that could be integrated in the
ED. Major themes discussed in each focus group
reflected the perceptions, experiences, and values of each
team. Some of the roles proposed by long-term care
Volume 74, no. 4 : October 2019



Table 2. Barriers to the provision of PPC in the ED.

Characteristics Barriers
Participants’ Verbatim

Response

Specific to

the ED

ED reality (multitasking, sporadic

health care professionals)

“You can’t provide proper support to a family in palliative care that really

requires your presence because you have other patients, you are busy, [and] you

are always being interrupted.” (ED professional)
Health care professionals’ emotions

(powerlessness, fear of hurting

families)

“It’s because we do nothing in terms of treatments. I will give his morphine, his

scopolamine, clear his secretions; but I can’t do anything else.” (ED professional)

Ambiguous/unstable situations “And then he presents to the ED and he seizes. And this happens in the resuscitation

room. And you are constantly asking yourself, “What if he crashes,” constantly
wondering about his level of care.” (ED professional)

Inadequate physical environment “There is no confidentiality. There is a glass window separating us. It forces us to speak

louder. The parent has to speak louder. There are lots of other parents sitting there,

lots of people screaming.” (ED professional)
Rare cases/lack of expertise “I think the malaise comes from the fact that we don’t know these patients. They precisely

don’t come often; it is their last resort. So we are not used to treating these patients.”
(ED professional)

Extrinsic to

the ED

Lack of continuity of care “I get the impression that when palliative care is involved in the case, everything is

organized except when they come to the ED. Everything is set; we do this and this..

But then in the ED, nothing is set and we start from scratch.” (ED professional)
Families’ reactions “Palliative care suffers from its label. As soon as you pronounce the term, parents

think you are abandoning their child.” (pediatric ICU professional)
PPC stigmatization “When a palliative patient is transferred from one medical team to another, the first thing

we say is that he is in palliative care. This colors the situation.... I think there is still a

lot of work to do for both families and medical teams on what palliative care is.”
(children care service professional)

Hospital organization “It is certain that without learning, without seeing death, without continuing to see death,.

if patients all go up to the wards, the emergency physicians don’t see it anymore and

then it becomes harder.” (PPC professional)

Côté, Payot & Gaucher Palliative Care in the Pediatric Emergency Department
teams included elements of a reflective practice with
increasing sensibility toward palliative care and adopting
a nonjudgmental attitude toward families’ preferences.
Other elements suggested by all groups were mostly
related to continuity with primary care teams,
relationships with patients, and clinical duties. Figure 1
presents a summary of each discipline’s main
perspectives on the potential roles of the ED in pediatric
palliative care.

Improving communication between teams was
targeted as an important theme throughout all focus
groups to better organize pediatric palliative care in the
ED, whether it serves to support the ED in managing a
known patient or to ensure continuity of care
management by transmitting information about families’
preferences. Particularly, many participants were
interested in the idea that parents could be prepared
beforehand in case they needed to consult the ED.
Following this line of thought, pediatric palliative care,
pediatric ICU, and ED groups insisted on the
importance of strengthening primary care and
community physicians’ ability to discuss goals of care
Volume 74, no. 4 : October 2019
early in the illness trajectory. However, children care
service and pediatric palliative care groups highlighted
that there exists a paradox in regard to discussions about
goals of care: it is difficult to find a right moment to
initiate critical discussions with families because they
progress along different paths at different speeds
throughout the illness of their child. Children care
service and pediatric palliative care groups therefore
suggested that health care professionals in acute care
settings develop an awareness and empathy toward the
reality of families caring for children with medical
complexity. Some experts from the pediatric palliative
care group suggested ideas and cues for health care
professionals to open up discussions with families
during acute deteriorations. The vocabulary used in
these cases needs to be delicate, precise, and open
(Figure 2, yellow box).

All groups suggested an understanding of the key
dimensions required in the ED to provide palliative care.
Figure 2 offers a comprehensive approach integrating
these different points of view on the role of pediatric
palliative care in the ED setting (see above). This
Annals of Emergency Medicine 485



ED Pediatric ICU

� Anticipation of arrival

“When we are forewarned, I really have the impression that

everything is better prepared. We anticipate the situation, we put him in

the right room.” (ED professional)

� Rapid clinical evaluation

� Caring approach

“Our role is really to listen when [parents] have something to tell us, not

necessarily to validate them but to listen to parents and children and

provide reassurance.” (ED professional)

� Disposition planning

“Our role will be.to bring them up to the wards as fast as possible.

There are rooms adapted for this [in the hospital]. We don’t have to leave
them in resuscitation rooms.” (ED professional)

� Redirecting goals of care

“I think that many people have to repeat the message and it can help

when it has been done in the past, when an idea has been shown in the

ED, so that after, management continues in the same direction.”
(pediatric ICU professional)

� Ownership and devotion to palliative care patients

“This patient requires as much attention from an [emergency] physician

as the patient you are currently resuscitating.” (pediatric ICU

professional)

Children Care Service PPC

� Continuity of care management

“I am not sure discussions [about goals of care] lead to anything, except

maybe disrupting the relationship with the emergency physician from the

start.. Maybe contact a treating physician when possible to verify if

they’ve already had discussions.?” (children care service professional)

� Nonjudgmental attitude

“In acute care, all you see is a child who is very handicapped on paper,

with a poor prognosis, and you would probably judge that this child has

no quality of life. But there is a quality of life for the parents that is

nonnegligible.” (children care service professional)

� Individualized care

� Decision support

“[The mother] was really anxious; she was scared he would die that

night. She wanted the doctor’s reassurance. She didn’t want to change

her mind: she had put him in palliative care. But it did not stop her from

being very anxious.” (children care service professional)

� Sensibility and responsibility toward PPC

“It is a slightly different approach which is not necessarily focused on

survival but on accompanying. And to be able to experience death in the

ED.” (PPC professional)

� Identification of patient known to PPC

“Parents don’t have the reflex to mention it, so we should ask them, ‘Is
there someone meaningful we should call to help you get through this?’”
(PPC professional)

� Alleviation of symptoms

� Transparency to families

“It is about having someone who is open and who says “Have you ever

discussed this before?” And then someone else says, ‘I am worried; it

might be the end at this time.’ This is what parents want.” (PPC
professional)

Figure 1. Individual groups’ suggested roles for the ED in pediatric palliative care.

Palliative Care in the Pediatric Emergency Department Côté, Payot & Gaucher
approach implies an active participation of the
physicians, nurses, respiratory therapists, social workers,
and patient attendants in the ED caring for children with
medical complexity who visit the ED. Roles varied
slightly, depending on 2 complex clinical situations well
identified by the ED focus groups: the critical
deterioration of a patient with medical complexity, and a
child with medical complexity who is not imminently
unstable. This approach seeks to offer support for health
care professionals in the ED and improve care for
families. For all patients who require a palliative care
approach in the ED, professionals should seek to offer
quality time to families. For instance, time without
interruption was reported by acute health care
professionals as being meaningful and appreciated during
486 Annals of Emergency Medicine
difficult interactions with families: just a few minutes
without being disrupted was reported as being an
important starting point to provide high-quality care to
families.
LIMITATIONS
This study has some limitations. First, it did not address

parents’ experiences with pediatric palliative care in the ED.
However, this has been a known and acceptable limitation
from the beginning of this study because the goal was to
explore professionals’ perspectives before engaging with
parents. Because little was known about the topic from
previous studies, it was believed to be ethically responsible
to first explore professionals’ opinions and better situate the
Volume 74, no. 4 : October 2019



Figure 2. Approach to pediatric palliative care in the ED. GOC, Goals of care.

Côté, Payot & Gaucher Palliative Care in the Pediatric Emergency Department
problem before interviewing patients in pediatric palliative
care, parents of children in pediatric palliative care, or
bereaved parents. Further studies should aim to explore the
experiences of families of children with medical complexity
during their ED visits and their beliefs about the role of the
ED in pediatric palliative care to assess the quality of such a
comprehensive approach to palliative care.

Second, this study was performed in 1 tertiary care
center and its findings are not generalizable to all settings
for 2 important reasons. First, given that the participants in
our focus groups all worked in ultraspecialized pediatric
teams, our findings cannot be generalized to less specialized
institutions. It is expected that variation in management
exists between community hospitals and specialized centers,
and we recognized the difficulty of integrating all aspects of
the suggested approach to pediatric palliative care in a
general ED, given the small number of cases encountered.
However, Level II centers and community primary care
providers are involved in the continuity of care of children
with medical complexity and benefit from understanding
the pathways of their patients in a specialized tertiary care
center. Second, pediatric palliative care is a highly value-
laden clinical field and practice: institutional culture, as well
as local and professional culture, likely modulates our
findings.

Third, the majority of the participants in our study
mentioned having an interest in pediatric palliative care,
Volume 74, no. 4 : October 2019
and although this may have induced a form of bias in our
results, given the qualitative nature of the study, it was
helpful that most participants had some basic knowledge
about the research question because this led to high-quality
discussions, reflections, and team brainstorming.
DISCUSSION
This was a qualitative study with interprofessional focus

groups, reporting the experiences and beliefs of health care
professionals involved in the care of children with medical
complexity regarding their ED care. To our knowledge,
this was the first study to explore the organization of
pediatric palliative care in the ED by using a triangulation
strategy and to develop an understanding of this complex
problem by combining multiple points of view.

In this study, many barriers to providing pediatric
palliative care were described; these contribute to
professionals’ malaise when caring for children with
medical complexity. Similar difficulties have been described
in previous adult studies of ED palliative care, including
inappropriate settings, differences in culture, lack of
continuity of care, pressure to be efficient, and lack of
expertise.23,24,26-28,30,31,38,39 Most of the barriers identified
in the study have therefore already been described in adult
studies, and many lessons can likely be learned from this
literature. However, in pediatrics, the complexity of
Annals of Emergency Medicine 487
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surrogate decisionmaking for children remains specific and
particular to pediatric palliative care. In our study, by
interviewing teams of professionals involved in palliative
care all along the continuum of palliative patient care, we
identified several new barriers both intrinsic and extrinsic to
the ED environment. Such a research strategy allowed a
more comprehensive understanding of the sources of
professionals’ discomfort and allowed targeting of areas of
improvement consistent with the realities of the involved
practitioners.

Discussions about goals of care were an important
theme for all participants in this study. Overall, from a
health care professional’s perspective, there seems to
never exist a “good moment” in a pediatric patient’s life
to discuss goals of care. However, participants also
believed that goals of care are likely not addressed
enough throughout the continuum of care (ie, before,
during, and after acute deteriorations). Addressing this
topic in the ED therefore remains inevitable and is
needed to validate previous wishes when there is an
imminent concern about end of life, especially because it
is well recognized that an acute event can precipitate a
change in the families’ preferences.40 Moreover, earlier
studies have demonstrated families’ desires to be
involved in discussions about the care of their children
and to be told of specific medical information.41-43

Parents also appreciate being involved in the care of their
child during the dying process because it helps them with
bereavement.19,44 In our study, experts in palliative care
suggested prompts for ED professionals to open the door
to these conversations and involve meaningful teams to
facilitate collaboration and continuity in care
management.

Our study also showed that professionals from various
backgrounds involved in the care of children with
medical complexity emphasized different dimensions
required for a good practice of pediatric palliative care in
the ED. Some participants were single providers from
their profession and brought a new element to the
discussion, given their unique contact and proximity
with families. For instance, the nutritionist and
physiotherapist were able to engage with families by
asking about their home schedules and watching parents
perform care tasks. Overall, these dimensions should be
integrated when one considers the role of the ED in
pediatric palliative care to reflect the heterogeneity of
families’ experiences with illness and provide the best
possible holistic care for families.

Finally, most ED groups in our study expressed the
necessity of preparing children with medical complexity
and their families for an ED visit and strengthening the
488 Annals of Emergency Medicine
relationship between primary care providers and the ED.
A recent article by Hoffman and Larson45 offered
different tools to primary care providers to better prepare
families for a successful encounter when ED visits are
unavoidable. Tools presented in the article include
providing telephone triage with on-call service and
preparing an emergency care plan with a contact person
to assist in decisionmaking. Emergency information
forms have been shown in simulations to decrease the
time of case completion and reduce the amount of
complications.46 These findings support the suggested
roles of the ED in our study, which include rapidly
identifying the children known to children care service or
pediatric palliative care and contacting the right person
to better support the family in their decision process.
Such a partnership between a specialized tertiary care
center and community providers calls for a will to share
responsibility in providing pediatric palliative care and
creating a successful ED visit for children with medical
complexity. Because acute episodes in the health of
children with medical complexity will continue to
happen, health care professionals from different
specialties should develop a reflective practice to become
aware of their own role in pediatric palliative care, with
families and with other services involved. This reflection
should further include a sensibility toward the main
difficulties of providing pediatric palliative care in the
ED and the acknowledgment of the complementary roles
of other professionals. This would likely reduce malaise
and moral distress for all professionals involved by
improving their satisfaction with the provision of high-
quality pediatric palliative care.1

The main strength of this study lies in its
interprofessional data collection to provide a
comprehensive overview of the problem of pediatric
palliative care in the ED and offer potential systemwide
solutions. Addressing the role of the ED within the
continuum of care that is palliative care can suggest
many novel solutions to previous problems. Many of our
findings suggest a need for a transversal approach to
pediatric palliative care in which all professionals commit
to supporting families through their journey and engage
with primary care physicians to respect families’ previous
wishes. This is desired for consistent, competent, and
compassionate palliative care within teams and it is an
important and generalizable message.

To conclude, clinical judgment is always required
from health care professionals in the ED when
approaching a child with medical complexity who
might be eligible for palliative care. In acute critical
situations, ED professionals have an individual role of
Volume 74, no. 4 : October 2019
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assessing a family’s preferences and offering them
compassion. Most important, this research emphasizes
the need for an organizational approach in the hospital to
be better prepared internally at anticipating the
management of children with medical complexity who
present with acute deterioration. This process is eased by
continuity of care management with primary care teams,
who follow families and their child throughout the
illness trajectory and can be very supportive in their
decisionmaking process in critical moments. To better
inform practice, future research should aim to
understand the experiences of patients and families of
children with medical complexity before, during, and
after their ED visits.
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