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Abstract
Objectives. To explore experiences of pediatric clinicians participating in a serious illness
communication program (SICP) for advance care planning (ACP), examining how the SICP
supports clinicians to improve their communication and the challenges of implementing new
communication tools into clinical practice.
Methods. A qualitative description study using individual interviews with a diverse group of
pediatric clinicians who participated in 2.5-hour SICP training workshops at pediatric ter-
tiary hospitals. Discussions were transcribed, coded, and arranged into overarching themes.
Thematic analysis was conducted using interpretive description methodology.
Results. Fourteen clinicians from 2 Canadian pediatric tertiary hospital settings were inter-
viewed, including nurses (36%), physicians (36%), and social workers (29%), from the fields
of neonatology (36%), palliative care (29%), oncology (21%), and other pediatric specialties
(14%). Key themes included specific benefits of SICP, with subthemes of connecting with
families, increased confidence in ACP discussions, providing tools to improve communica-
tion, and enhanced self-awareness and self-reflection. A second theme of perceived challenges
emerged, which included subthemes of not having the conversation guide readily accessible,
divergent team communication practices, and particular features of the clinical environment
which limited the possibility of engaging in ACP discussions with parents.
Significance of results. A structured program to enhance serious illness communication
supports clinicians to develop skills and tools to increase their confidence and comfort in con-
ducting conversations about end-of-life issues. Addressing challenges of adopting the newly
learned communication practices, by providing access to digital SICP tools and conducting
SICP training for clinical teams may further support clinicians to engage in ACP.

Introduction

There are an increasing number of children and youth with potentially life-threatening and life-
limiting conditions where premature death may be expected, and advance care planning (ACP)
is an important component of their health care. ACP is a process for discerning and document-
ing a person’s values and preferences to guide future health-care decisions (Lotz et al. 2013). ACP
has been identified as a key component of high-quality end-of-life (EOL) care for individuals
with serious illnesses including cancer and HIV/AIDS (Curtin et al. 2017; Gaines et al. 2019;
Lotz et al. 2017; Thompkins et al. 2021). Serious illness was referred to “a condition that carries
a high risk of mortality, negatively impacts quality of life and daily function, and/or is burden-
some in symptoms, treatments or caregiver stress” (Kelley 2014).When caregivers participate in
ACP prior to their child’s death, they benefit from improved preparation for their child’s EOL,
improvements in the child’s quality of life at EOL, and palliative care in the child’s preferred
location of death (DeCourcey et al. 2019). Through ACP, parents are able to explore their goals
for their family, which leads to them to feel that their child suffered less and they experience
less decisional regret (DeCourcey et al. 2019). Serious illness conversations is used to describe a
broader range of discussions with patients and their caregivers and loved ones about their goals
and values, which can include ACP discussions.

Despite becoming increasinglymore formalized, barriers to discussions about patients’ goals
and values across health-care settings still exist (Houben et al. 2014). Perceived barriers to this
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type of communication include lack of necessary skills and confi-
dence among staff, concern that bringing up EOL issues will upset
patients, lack of knowledge of patient and family goals, time con-
straints, uncertainty regarding who is the appropriate person to
initiate ACP discussions, and absence of systematic process for ini-
tiating ACP discussions (Basu et al. 2021; Bernacki and Block 2014;
Houben et al. 2014). Pediatric clinicians face additional challenges
such as caring for patients too young to express their wishes, fam-
ily dynamics, working with parents as surrogate decision-makers,
and treating rare diseases for which prognostication is particularly
difficult (Basu et al. 2021; DeCourcey et al. 2021; Katz et al. 2020;
Lotz et al. 2015).

Despite these barriers, parents are highly interested to partici-
pate in serious illness conversations, and have identified that this
need is often inadequately addressed by clinicians (DeCourcey
et al. 2021, 2019; Lotz et al. 2013; Orkin et al. 2020). For par-
ents of children with serious illnesses, those that are considered
life-threatening and life-limiting, conversationswith both pediatric
subspecialists and their primary health-care teams are important
(DeCourcey et al. 2019; Orkin et al. 2020). Delays in initiating con-
versations can lead to a loss of time for families to explore their
wishes, goals, and values and a loss of opportunity for care which
matches their goals and wishes (Durall et al. 2012).

Patients expect that clinicians will initiate important conversa-
tions at the appropriate time and thus do not raise questions about
ACP or goals and values (Bernacki et al. 2015). However, outside of
pediatric palliative care, few pediatric clinicians have received spe-
cialized communication training and many report discomfort and
inexperience in initiating conversations EOL issues (Durall et al.
2012; Heckford and Beringer 2014; Lotz et al. 2017). The Serious
Illness Conversation Program (SICP) was initially developed to aid
adult clinicians in conducting conversations about values and goals
(Bernacki et al. 2015). In 2018, the SICP was adapted to pediatrics
through a collaborative process involving clinicians and families
of seriously ill children (van Breemen 2018). The Pediatric SICP
includes a validated conversation guide (Fig. 1), training work-
shops with individual coaching and supplemental resources. SICP
training follows the training and coaching program described by
Bernacki et al., including didactic teaching, role play with debrief-
ing and discussion (Bernacki et al. 2015). The Pediatric SICP
has been successfully implemented at several tertiary hospitals in
Canada (van Breemen 2018).

This study aims to describe the experiences of pediatric clini-
cians who participated in a SICP at 2 tertiary hospitals in Canada,
specifically the processes by which SICP supports clinicians to
improve their communication, exploring perceived changes in
communication skills and confidence in conversations about goals
and values, and the challenges of implementing the new commu-
nication tools into clinical practice.

This will lead to enhanced understanding of how clinicians’
communication can be improved through the SICP and how to
improve the SICP training and its implementation to support
clinicians.

Methods

Serious Illness Conversation Program structure

In 2017, led by the palliative care team from Canuck Place
Children’s Hospice, the existing adult SICP was adapted to pedi-
atrics using the process outlined by Ariadne Labs, which include
consultations and feedback from pediatric clinicians, patients and

families and other key stakeholders. Further details of the adapta-
tion of the serious illness conversation guide (SICG) to pediatrics
have been described in our previous publications (Ariadne Labs
2019; van Breemen 2018).

The SICP includes a 2.5-hour in-person workshop led by mas-
ter trainers and facilitators. Prior to the workshop, participants
are provided with written copies of the SICG, didactic presenta-
tions, role play scenarios, and a clinician guide (Supplement 1).
The clinician guide is a 21-page manual which provides more
detailed information about common challenges and pitfalls of ACP,
including suggested language to use with parents.

Each workshop consists of an interactive presentation about
ACP and key communication practices from the SICG, followed
by a demonstration of a serious illness conversation (between a
clinician and parent) using a role play scenario which follows the
structure shown in the SICG. After this demonstration, learn-
ers are lead through a debriefing of the role play, which allows
them to reflect on the performance they observed and identify key
practices.

Learners work in small groups (of 2 to 3), paired with facilitator
where each participant practices leading a serious illness conver-
sation using the guide with another participant playing the role of
a parent. A role play script, which includes wording for clinicians
and parents, is provided to participants. When leading the seri-
ous illness conversation, participants are encouraged to follow the
script to ensure adherence to key components of the SICG process.
Facilitators observe the role play, answer questions, and support
participants’ reflections and feedback.

There is a final opportunity for reflections from all participants
at the end of the workshop where participants are encouraged to
share their reflections about how the SICG could be used in their
clinical practice in the future and what are the potential barriers
to its implementation. After the workshop, clinicians are encour-
aged to contact facilitators for further advice and support and are
encouraged to attend the SICG training for a refresher or to par-
ticipate in the SICP Train the Trainer (TOT) program. The SICP
TOTprogram is a structured 2.5-hour workshop for clinicians who
have completed the SICP training workshop. The TOT workshop
includes training on how to teach the SICP, including best practices
for teaching communication training to clinicians. TOT partici-
pants also practice facilitating role play scenarios and engage in
debriefing of role plays and their role as a facilitator. The Pediatric
SICP was implemented at 2 academic tertiary pediatric hospitals:
the Children’s Hospital of Eastern Ontario (Ottawa) and British
Columbia Children’s Hospital (Vancouver) in Canada in 2018.

Study population and setting

Clinicians who participated in SICP workshops in 2018 and 2019
were invited by email to participate in individual interviews explor-
ing their perspectives and learning experiences with the SICP.
All participants who had completed SICP training were eligible
for this study, which included a total of 235 potential partici-
pants who completed SICP training during the study time frame.
Demographic and professional practice characteristics were col-
lected. Interviews occurred between 3 and 12 months after work-
shop participation.

Sampling strategy

Purposeful sampling was used to incorporate a broad range of
participants focusing on recruiting participants from a variety of
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professional backgrounds and specialties for maximum variation
within the dataset (stratified purposeful sampling) and maximum
variation sampling, sampling from a wide range of perspectives
(Given 2008; Maxwell 2012). All 14 participants who were invited
consented and subsequently participated in this study.

Data collection

Initial interviews were conducted in person (6 interviews, all at
Site 2). After the advent of theCOVID-19 pandemic, the remainder
of interviews were conducted using internet-based videoconfer-
encing (Zoom). Two study team members conducted interviews
(MF, female physician; NL, female nurse). Interviewers were
trained in qualitative interviewing and received ongoing mentor-
ship and support from experienced team members and additional
staff at local research institutes. Interviewswere conducted one-on-
one, with the choice of interviewer being based on the participant’s
location. Interviews were audio recorded and interviewers also
took field notes. Data were collected from all study participants
who were able to participate, based on availability.

One interviewer (NL) was known to some study participants,
from her involvement as an SICP facilitator, while the second inter-
viewer (MF) was not known to participants. The participants were
introduced to the facilitator at the beginning of the interview and

were provided with information about the goals of the research,
which was also outlined in the study invitation documents. The
researcher team consisted of experienced pediatric palliative care
clinicians (CB, MD, and NL) and trainees (PG and MF), and
included SICP master trainers who were involved in developing
Pediatric SICP (CB and MD).

An interview guide was developed by the research team, after
a review of literature related to ACP training and implementa-
tion among clinicians, and incorporated experiences with imple-
menting the SICP from research team members (Supplementary
Materials, S2). The interview questions were designed to be open-
ended, and the interview used probes to encourage participants to
explore interview topics thoroughly (Ritchie et al. 2013). Interviews
were audio-recorded and transcribed verbatim.

Interview data were analyzed using interpretive description,
which is widely used in health professionals’ education, as it was
developed specifically to provides a formal qualitative method-
ology to address health-related research questions which apply
to clinical practice (Thompson Burdine et al. 2021). The initial
coding scheme was developed and refined as the analysis pro-
ceeded, and the team members became more familiar with the
data using the steps described by Braun and Clarke (2012). The
key components of learning from the SICP, challenges of imple-
menting SICP practices, and workshop experiences were used to

Figure 1. Serious illness conversation guide (SICG) pediatric adaptation.
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Figure 1. (Continued.)

inform the development and organization of codes. The coding
schemewas finalized and then the transcripts weremanually coded
by researcher (PG) and independently verified by a second team
(MD) to ensure consistency and accuracy. Discrepancies in coding
were discussed among team members and resolved by consensus.
Data analysis was done using NVivo-12 (QSR International Inc.,
Cambridge, MA).

Results

Participant characteristics

Fourteen clinicians participated in SICP interviews, including 6 in
Vancouver and 8 in Ottawa. Participants practiced in variety of
pediatric disciplines including neonatology (n= 5, 36%), palliative
care (n = 4, 29%), and complex care (n = 3, 21%)). Further details
of participant characteristics are shown in Table 1. Interviews were
25–50 minutes in duration.

There were 2 main themes and 6 subthemes identified from
analysis of interview transcripts (Table 2).

Theme: benefits of the SICG and workshop

All participants described various benefits of the SICG and
the training workshop. These were classified into 4 subthemes:

connecting with families, increased confidence in ACP discus-
sions, providing tools to improve communication, and enhanced
self-awareness and self-reflection.

Connecting with families
After participating in the workshop, participants noticed they were
better able to understand and connect with families’ emotions.
Participants noted that they had started to realize that there is not
a universal set of emotions to expect from families during seri-
ous illness conversations. Participants reported being able to better
identify parental reactions including anxiety, anger, disbelief, or no
reaction at all. One participant (P9) noted,

“By first exploring the parents’ understanding and needs, the team is able
to direct their efforts and speed of information towards best supporting the
family where they are at with the child’s illness….it’s excellent that it’s in the
guidelines saying allow silence and explore emotion, allow it to happen. Let
them get angry if they’re getting angry and try to remind yourself, this isn’t
personal.”

Theworkshop taught clinicians the importance of focusing on par-
ents’ goals, worries, and values. Participants found that the SICP
training provided themwith tools for inquiring about and then lis-
tening to parents’ emotions and this helped clinicians to connect
more deeply with families. Participant 11 noted,
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Table 1. Participant characteristics

Site 1
(n = 8)

Site 2
(n = 6) Total %

Gender

Female 7 5 12 85.7

Male 1 1 2 14.3

Health Profession

Nurse (includes
nurse practitioner)

3 2 5 35.7

Staff physician 1 3 4 28.6

Social worker 3 1 4 28.6

Resident physician 1 0 1 7.1

Primary Practice Setting

Academic tertiary
children’s hospital

6 6 12 85.7

Pediatric hospice 2 0 2 14.3

Primary Area of Practice

Neonatology 2 3 5 35.7

Pediatric palliative
care

2 2 4 28.6

Pediatric oncology 2 1 3 21.4

Pediatric complex
care

1 0 1 7.1

Pediatric
rehabilitation

1 0 1 7.1

Table 2. Major themes and subthemes

Theme
Benefits of the SICP and
workshop

Challenges to implementing
the SICP

Subthemes Connecting with families Guide accessibility

Increased confidence in ACP
discussions

Divergent communication
practices within the team

Providing tools to improve
communication

Clinical environment

Enhancing self-awareness
and self-reflection

“By discussing some of those more emotional aspects and seeing that mom
responded to certain questions in a certainway that allowed us to then delve
a little bit deeper in that part of the conversation, then as we step back into
the decision making, she was able to identify that yes, this is how I feel,
these are my fears and my worries and my wishes and my hopes.”

Participants noted that role play scenarios during the training
workshops also enhanced their understanding of parents’ perspec-
tives, with 1 participant describing “having the [role play scenarios]
…as a family member gives you that perspective but also observing
the communication between the two really helps” (P1).

Increased confidence in ACP discussions
Participants felt more confident having serious illness conversa-
tions, with 1 participant (P10) noting “I had more confidence
in just having those conversations whether or not I was lead-
ing them.” During the training, participants were exposed to a

variety of clinical scenarios where they were able to role play the
serious illness conversation, participants noted that this practice
increased their confidence, noting that the role play “really helps to
consolidate the knowledge and to practice” (P4).

Providing tools to improve communication
Many participants felt the SICG and workshop provided commu-
nication tools which helped them structure their communication
with parents more effectively. One participant (P6) described how
the SICG “gave structure” and “allowed me to feel like I was stay-
ing on track.” Another participant (P14) noted that the SICG was
helpful as it provided a way to include “parent participation in a
non-directive way, allowing for open-ended answers and interpre-
tation of the situation that their son or daughter is currently in.”
Participants identified that the workshop role play was particularly
important in allowing them to practice using the communication
tools they had learned from the workshop.

Clinicians identified that the workshop helped them know how
to initiate serious illness conversations, identifying that this had
previously been a barrier in ACP communication. Participants
identified challenging events in their clinical practice when the
SICP had been particularly helpful, describing how specific phrases
from the SICG guide helped them to respond to parents’ questions
or during difficult moments in the conversations.

Participants felt the training improved their active listening
skills which gave families more opportunities to share their feel-
ings. Participants also identified how listening helped them to
identify non-verbal cues which suggested that parents were not
ready to have a detailed ACP discussion.

Enhancing self-awareness and self-reflection
Participants noted how the guide became a tool for personal reflec-
tive practice. Clinicians noted how they developed insights into
their own communication practices and the limitations in their
personal communication skills, which led them to develop tech-
niques to improve their own communication. One participant (P9)
described personal awareness about needing to talk less, “I defi-
nitely learned … not to talk all the time, but to talk – which I’m
very good at doing, but to talk and then listen.” Participants devel-
oped personal cues, to initiate new practices such as sitting on their
own hands or placing a hand subtly over their mouth to remind
themselves to allow silence for parents to speak.

Additionally, participants noted that observing the role plays
also provided an opportunity for self-reflection, “watching some-
body else [which] gave you ideas of things that might of rub the
simulated parent the wrong way or opening that went well” (P8).

Theme: challenges to implementing the SICG

Participants described several challenges to implementing their
learning, which occurred under several subthemes: guide acces-
sibility, divergent communication practices within the team, and
clinical environment.

Guide accessibility
The SICG was distributed to participants during workshops, but
participants did not always have a copy of the SICGwith them dur-
ing clinical duties and this limited their use of the guide at times
when they felt that they could have used it. One participant (P8)
noted “if I had it in my phone as something to have a quick look at
from time to time would help.”
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Divergent communication practices within the team
Participants identified that some team members who had not
completed the SICG training had divergent approaches to ACP.
A participant (P3) described this challenge, noting that

“if I’m working with a physician that doesn’t use the guide or is not familiar
with it or something the conversations are not going to natural flow in that
direction whereas if you work with someone that has, it really allows that
back and forth and that predictability which is a great facilitator.”

Participants found that this limited their ability to implement the
SICG in their clinical practice, particularly when they were not the
team leader.

Participants felt that clinicians who had not participated in
SICG training were unfamiliar with the importance of early initia-
tion of ACP, leading to situations where ACP was delayed, despite
participants identifying that anACP conversationwould have been
beneficial for the patient and family. Conversely, participants who
worked with team members familiar with the SICG noticed that
there was improved conversation structure and overall ACP com-
munication within their team.

Clinical environment
Finding an appropriate setting of having an ACP conversation was
a barrier commonly described by participants, and participants
noted that the in-patient setting was particularly challenging due
to the focus on acute issues and discharging the patient home as
quickly as possible. Participants also describe feeling that they did
have adequate time in their clinical workflow to have a serious
illness conversation. One participant (P1) noted, “I think [discus-
sions about ACP] gets done mostly in the outpatient clinic when
you’re doing your continuity clinic. I think on the inpatient unit
there are a lot of patients who are very sick and things are very
busy.”

Discussion

Early and timely discussions with health professionals have been
identified as important for children and their parents, by ensuring
that care for seriously ill children is alignedwith their goals and val-
ues (DeCourcey et al. 2021; Lotz et al. 2017). This study explores a
stakeholder-driven serious illness communication program (SICP)
for children and their caregivers, focussing on the perceptions and
experiences of pediatric clinicians participating in this program
which includes tools and training to support clinicians to talk to
families about their goals, values, and future wishes for their child’s
health care. The study describes the processes by which the SICP
leads clinicians to adapt their communication, exploring the ele-
ments which are most relevant and beneficial and the challenges
to changing their clinical practice. The study describes a training
and communication programwhich addresses key barriers to ACP
communication which have been identified in previous literature.

A lack of education has been consistently identified as a barrier
to communication about goals and values by clinicians, yet despite
this barrier, few education programs for pediatric clinicians have
been reported in the literature (Basu et al. 2021; Carr et al. 2021).
In a study of possible strategies to overcome these barriers, clin-
icians identified formal training in communication as a potential
strategy (Basu et al. 2021).The present study describes a novel edu-
cational intervention which provides communication training for
pediatric health-care clinicians. In the same study, clinicians also
identified that a shared “ACP communication framework” could

reduce barriers to communication and additional studies have
identified the need for prompts and conversation starter examples
(Basu et al. 2021; Carr et al. 2021). Our study describes the use of
a structured communication program, the SICP, which includes a
step-by-step communication guide with patient tested phrases for
use during serious illness conversations. Our study identifies that
the SICP was acceptable to clinicians, and participants felt that the
SICG provided them with a tool to structure their communication
and enhance their connections to families. The use of structured
communications tools in our study helped clinicians to feel more
confident in discussions, as clinicians felt that they were staying
“on track” and the guide provided predictability in the conversation
flow.The benefits of using guides and checklists to decrease cogni-
tive load have been well described in other areas of medicine, and
the SICP brings this innovative approach to ACP and other forms
of serious illness conversations (Clay-Williams and Colligan 2015;
Conley et al. 2011; Daubman et al. 2020). Further studies should
further explore the impact of a structured guide on clinical prac-
tice change in communication and explore changes in patient-level
outcomes.

The use of a structured guide for education is consistent with
task-centered instructional design, where optimal learning occurs
when learners are presented with a focused task and easy access
to information to complete the task (Daubman et al. 2020; David
Merrill 2007). In role play scenarios during the SICG workshops,
participants were provided with a clearly defined clinical scenario
for a serious illness conversation and a role play script which
included exact phrasing matching the SICG. Participants were
encouraged to closely adhere to this role play script which provided
stepwise direction for how to complete the task. Our study iden-
tified that participants found the use of the structured role plays
during training workshops was particularly helpful for improving
their communication practices.The use of this learning process for
Pediatric ACP has not previously been described and should be
further explored in future studies.

The absence of systematic process for initiating discussions has
been identified in previous studies as a barrier to conducting ACP
discussions (Basu et al. 2021). This study identified that the struc-
tured conversation of the SICG provided clinicians with a tool
which helped them to initiate these conversations. Participants
identified the importance of SICP training for their whole team,
they noted that team training facilitated the use of the SICG, by
ensuring that team clinicians had a sharedmentalmodel about how
and when to approach ACP communication, this finding is consis-
tent with previous studies of ACP barriers which have identified
that multi-disciplinary teamwork is important for implementing
ACP. Previous studies have found that physician attitudes have a
powerful impact on when and whether ACP discussions occur,
with many physicians reporting that they would not initiate these
conversations when the patient appears well, does not have signifi-
cant symptoms, or has not exhausted all treatment options (Keating
et al. 2010). Including physicians, who are typically key to decisions
about when to initiate ACP conversations, in training programs,
may address these common core beliefs and support the team to
proceed with ACP conversations earlier in the illness trajectory.
Our study found that after training, clinicians have a newfound
awareness about the importance and benefits of early initiation of
serious illness conversations; however, we identified that if lead
physicians have not been included in the SICP, practice change does
not occur. Further studies should explore the impact of clinician
roles and team training on changes in communication practices,
particularly related to ACP.
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This is the first study to describe the experiences of variety of
types of health-care clinicians with an SICP for children and their
caregivers, which may provide a degree of transferability of the
study findings to other tertiary pediatric health-care facilities.

This study has several limitations. First, the small sample size
may limit generalizability of the results, as non-participants may
have different views about the SICP and ACP communication.
Second, the study uses a cross-sectional design, with clinicians par-
ticipating 3 to 12 months after training, this duration does provide
some insights into how the SICP translates into personal clinical
practice change, further studies are needed to explore how well
these changes are sustained and lead to changes in patient care.
Lastly, this study did not include patients or their caregivers, and
did not collect data about their experiences. Exploring the impact
of cultural background, language, and race may be important.

Future studies should explore the impacts of SICP implemen-
tation on patient-level outcomes, including focusing on the expe-
riences of caregivers participating in discussions with clinicians
using the SICP and the outcomes for children, including changes
in use of high-intensity care in the terminal phase of a child’s ill-
ness. Additional studies could explore the impacts of a longitudinal
approach to communication training, in the context of an SICP.

Clinicians participating in a structured program to enhance
communication report enhanced awareness of best practices in
communication and improvements in their ability to connect with
families. A structured ACP communication program supports
clinicians to initiate and conduct conversations about EOL issues
using a structured approach. Addressing challenges but providing
access to digital communication tools and ensuring that all team
members participate in SICP training together may support clin-
icians to conduct serious illness conversations with patients and
families in pediatrics, which may lead to improved understand-
ing among clinicians about what is most important to individual
children and their families in these situations.

Supplementary material. The supplementary material for this article can
be found at https://doi.org/10.1017/S1478951523000500.
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