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Children with medical complexity (CMC) often have multiple lifelimiting conditions with no unifying diagnosis and an unclear prognosis and are at high risk
for morbidity and mortality. Advance care planning (ACP) conversations need to be uniquely
tailored to this population. Our primary objective for this study was to develop an in-depth
understanding of the ACP experiences from the perspectives of both parents and health care
providers (HCPs) of CMC.

BACKGROUND AND OBJECTIVES:

abstract

METHODS: We

conducted 25 semistructured interviews with parents of CMC and HCPs of various
disciplines from a tertiary pediatric hospital. Interview guide questions were focused on ACP,
including understanding of the deﬁnition, positive and negative experiences, and suggestions
for improvement. Interviews were conducted until thematic saturation was reached.
Interviews were audio recorded, transcribed verbatim, coded, and analyzed using content
analysis.

RESULTS: Fourteen mothers and 11 HCPs participated in individual interviews. Interviews
revealed 4 major themes and several associated subthemes (in parentheses): (1) holistic
mind-set, (2) discussion content (beliefs and values, hopes and goals, and quality of life), (3)
communication enhancers (partnerships in shared decision-making, supportive setting, early
and ongoing conversations, consistent language and practice, family readiness, provider
expertise in ACP discussions, and provider comfort in ACP discussions), and (4) the ACP
deﬁnition.
CONCLUSIONS: Family and HCP perspectives revealed a need for family-centered ACP for CMC and
their families. Our results aided the development of a family-centered framework to enhance
the delivery of ACP through a holistic mind-set, thoughtful discussion content, and promoting
of conversation enhancers.
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WHAT THIS STUDY ADDS: In this study, we provide an advance
care planning framework for families and care providers of
children with medical complexity. Practitioners should
consider broader domains of health alongside planning for
end of life.
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Medical advances have resulted in
a growing cohort of children with
medical complexity (CMC), many of
whom would not have survived
previously.1,2 CMC have heterogenous
diagnoses, high health care use,
reliance on medical technology,3–6
and substantial risk of morbidity and
mortality.5–7

experience. Therefore, our study aim
was to develop an in-depth
understanding of the ACP experience
from the perspectives of parents and
HCPs of CMC.

Advance care planning (ACP) has
been deﬁned as “the process of
discussing life-sustaining treatments
and establishing long-term care
goals.”8 In pediatrics, the literature
regarding ACP has primarily been
focused on the intensive care setting
and the oncology population.9,10 In
these populations, ACP discussions
are often prompted by the
anticipation of impending death,
a need for clariﬁcation regarding do
not resuscitate (DNR) orders, and/or
when curative therapies fail and
palliative care becomes the focus.8 In
CMC, because of the chronicity,
fragility of illness, and uncertain
trajectory, ACP discussions have been
recommended early in the care
pathway to ensure that quality of life
is balanced with quantity and
prolongation of life.8 However, more
than two-thirds of parents of children
with chronic conditions have never
heard of ACP.11

We conducted a qualitative contentanalysis study comprising interviews
of parents of CMC and their HCPs.
Data were collected between May
2016 and October 2016. Institutional
research ethics approval was
obtained. Parents were eligible for
study inclusion if they (1) had a CMC
managed in the complex care or longterm ventilation clinics, (2) could
read and write English, and (3) were
known to have participated in at least
1 previous ACP discussion as
identiﬁed by their HCP. All CMC met
at least 1 criterion from each of the
following conditions: (1) technology
dependent and/or users of highintensity care, (2) fragility, (3)
chronicity, and (4) complexity.19 The
purposive sampling strategy was
used to ensure representation from
parents of CMC of various ages by
using a broad range of medical
technology as well as
interdisciplinary HCPs (physicians,
nurses, and social workers). Written
voluntary consent was provided
before study enrollment.

Despite parents wishing to be
informed of all options, including
those that involve forgoing potentially
life-sustaining interventions,12–15
many barriers to ACP conversations
exist. These barriers include
perceived parental readiness,
unrealistic expectations, and
differences between parent and
clinician understanding of the
prognosis.16–18 Clinicians have
reported discomfort with ACP
because of fear of taking away hope,
uncertainty of the prognosis, and not
knowing the right time to address
these issues.11,16,17 Presently, there is
a disconnect between the perceived
beneﬁts of early ACP discussions
described in the literature8 and the
family and health care provider (HCP)

METHODS
Study Design

Data Collection
Data collection included demographic
surveys and individual
semistructured interviews. Interview
guides were developed iteratively by
the research team after a review of
relevant literature and consultation
with content experts. After the ﬁrst 2
parent and HCP interviews,
transcripts were reviewed, and the
guides were revised accordingly (see
the Supplemental Information for
ﬁnal interview guides). These ﬁrst
interviews were included in the data
analysis. Each interview began with
the Canadian Paediatric Society’s

deﬁnition of ACP8 to ensure that all
interviewees had a clear
understanding regarding the
discussion topic. Interviews lasted
between 45 and 60 minutes and were
conducted by a research coordinator
(N.W.) at a location of the
participant’s choice.

Data Analysis
Interviews were recorded,
transcribed verbatim, and deidentiﬁed by a professional
transcriptionist. Qualitative data
analysis software (NVivo 10)20 was
used for data and coding
management. Content analysis was
used to analyze the transcripts.21–25
The inductive, 4-step content-analysis
process26 was conducted to identify,
code, and categorize predominant
themes from the text. After an
immersive reading of the transcripts
by 4 study investigators (J.O., R.A.,
N.W., and L.B.), initial patterns and
recurring categories were identiﬁed.
Next, similarities and differences
between participant accounts were
identiﬁed. Finally, codes were created
by 4 study investigators (J.O., R.A.,
C.M., and L.B.). A codebook was
created and iteratively modiﬁed.
Content analysis helped to create
relationships between concepts or
variables that had a bearing on the
expectations and experiences of ACP
discussions.27,28 Methodologic rigor
was established through prolonged
engagement and peer debrieﬁng, and
following the Consolidated Criteria
for Reporting Qualitative studies.29
After 25 interviews, recruitment was
considered closed because thematic
saturation had been achieved.27

RESULTS
The research team contacted 14
families; the mother was the parent
who agreed to participate for all
families. Eleven HCPs were contacted,
and all those approached agreed to be
interviewed. See Tables 1 and 2 for
demographic characteristics of
participants. None of the CMC were
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Holistic Mind-set

TABLE 1 Parent Demographic Characteristics
n (%)
Sex
Female
Relationship to child
Mother
Age range, y
26–35
36–40
41–50
Not speciﬁed
Marital status
Married or living with partner
Divorced
Separated
Not speciﬁed
Education
Diploma or certiﬁcate from community college or nursing school
Diploma or certiﬁcate from trade, technical, vocational, or business college
Some university experience
Bachelor’s or undergraduate degree or teacher’s college
Master’s degree
Not speciﬁed
Household income range, $
15 000–19 999
40 000–49 999
60 000–79 999
$80 000
Not speciﬁed
Lived in Canada since birth
Yes
No
Not speciﬁed
Ethnicity
White
Mixed race
Jewish
Filipino
South Asian
Not speciﬁed
Other children with medical condition
Yes
No
Missing data
Documented ACP discussion
Yes

verbally or cognitively able to
participate in the ACP conversations.

Framework of an ACP Discussion
Three themes were identiﬁed that
provide a framework for ACP
discussions: (1) holistic mind-set, (2)
discussion content, and (3)
communication enhancers. This
framework (Fig 1) suggests that the
patient and family should be the main
consideration when leading ACP
discussions, highlighting the
importance of initially discussing

14 (100)
14 (100)
2
6
3
3

(14)
(43)
(21)
(21)

9
1
1
3

(64)
(7)
(7)
(21)

2
1
1
4
3
3

(14)
(7)
(7)
(29)
(21)
(21)

1
1
4
5
3

(7)
(7)
(29)
(36)
(21)

8 (57)
3 (21)
3 (21)
6
1
1
2
1
3

(43)
(7)
(7)
(14)
(7)
(21)

4 (29)
4 (29)
3 (21)
14 (100)

topics such as quality of life, beliefs
and values, and hopes and goals. One
HCP clearly described this approach
to ACP discussions:
Think about the big picture and what
are the goals, ensure the family
understands the prognosis, and what
they want for their child. Some of the
secondary issues around lifesustaining and interventions come
after that. But the ﬁrst issue is what
do the parents want, what are their
expectations, what are their hopes and
what are we trying to achieve.
HCP 7

HCPs and parents expressed that the
patient and family should be at the
center of ACP discussions. HCPs
noted the importance of taking time
to recognize, understand, and support
diversity and individuality between
families. Parents also explained that
the best ACP conversations were ones
in which they felt involved, respected,
and accepted (Table 3).

Discussion Content
Both HCPs and parents provided
important topics they felt should be
included in ACP discussions, notably
(1) quality of life, (2) beliefs and
values, and (3) hopes and goals
(Table 4). Some parents noted that
their child’s quality of life was often
underestimated by HCPs, thus
highlighting the importance of asking
parents about their child’s quality of
life at baseline rather than making
inferences on the basis of their
clinical status when admitted to the
hospital. Discussing beliefs and values
was explored by HCPs and supported
by parents. HCPs noted that
understanding a family’s values and
belief system is a foundational aspect
of ACP discussions, allowing them to
better tailor care to each individual
family. Several parents reinforced the
importance of discussing beliefs and
values as they spoke to how their
belief system and values guided their
decision-making. HCPs expressed that
understanding a family’s hopes and
goals in the context of the child’s
illness is an essential aspect of ACP
discussions. Parents also indicated
that ACP discussions that included
conversation surrounding their hopes
and goals for their child were
beneﬁcial to their child’s life because
they provided opportunities to
collaboratively work toward and/or
reframe hopes and goals.

Communication Enhancers
Parents and HCPs provided many
insights into areas that would support
the enhancement of ACP discussions.

Downloaded from www.aappublications.org/news by guest on May 15, 2021
PEDIATRICS Volume 145, number 3, March 2020

3

TABLE 2 HCP Demographic Characteristics
n (%)
Sex
Female
Male
Age range, y
36–40
41–50
501
Discipline
Physician
Nursing
Social work
Specialty
Complex care
Pediatric medicine
Respiratory medicine
Pediatric haematology and oncology
Critical care
Neonatal intensive care
Palliative care
Years of medical practice range, y
5–10
101
Formal palliative care training
Yes
No

Seven enhancers emerged from the
data: (1) partnerships in shared
decision-making (SDM), (2)
a supportive setting, (3) early and
ongoing conversations, (4) consistent
language and practice, (5) family
readiness, (6) provider expertise in
ACP discussions, and (7) provider
comfort in ACP discussions (Table 5).
The ﬁrst enhancer, partnerships in
SDM, was described by both parents
and HCPs. HCPs agreed that decisions
should be made in partnership with
families, respecting their unique
decision-making preferences. HCPs
had varied perspectives regarding
family-HCP partnerships for SDM.
Some felt that parents are given too
much responsibility in ACP
discussions, whereas others felt the
decision-making process should be
more collaborative. There was also
a large amount of variability between
parents in how they preferred ACP
decisions to be made. Some parents
wanted to always be seen as the
expert, some parents wanted the HCP
to make the decisions, and others
wanted the HCP to provide them with

5 (45)
6 (55)
1 (9)
6 (55)
4 (36)
8 (73)
2 (18)
1 (9)
2
3
2
1
1
1
1

(18)
(27)
(18)
(9)
(9)
(9)
(9)

2 (18)
9 (82)
2 (18)
9 (82)

all the options and guidance
regarding what they think is right but
allow the parent to make the ﬁnal
decision.
Parents and HCPs provided many
examples for how ACP discussions
could be more supportive for the
family, thus enhancing the ACP
experience. Many of these suggestions
covered topics such as ensuring
a comfortable and appropriate
location, budgeting enough time,
providing the opportunity for all key
team and family members to be
present, and ensuring that the family
feels supported. Participants
emphasized that ACP conversations
should start at the time of diagnosis,
occur before a medical crisis, and be
an ongoing and dynamic part of the
child’s care. This affords families with
adequate time to make decisions they
are conﬁdent in as well as enough
time to understand and come to
terms with the reality of their
situation.
Another enhancer was for HCPs to
use consistent and unambiguous
language. HCPs were cognizant of this

and advocated for better
communication through the use of
clear, nonmedicalized language. In
addition, HCPs mentioned the
importance of delivering a consistent
message between different HCPs and
health care teams. Parents cited
examples of situations in which the
language used by the medical team
was not explained or was too vague.
Some HCPs spoke about the need to
gauge family readiness for ACP
discussions and to follow the family’s
lead, whereas others felt that families
might never feel ready to engage in
ACP. Parents elaborated on this topic
by stating that HCPs should respect
their feelings and not push for
conversations if family members
make it clear that they are not ready
to engage. Thus, initiating ACP
discussions when the family is ready
can be seen as an enhancer.
HCPs expressed mixed feelings
regarding provider expertise in ACP
discussions. Some HCPs and parents
stated that speciﬁc training and
capacity building would be beneﬁcial,
whereas some HCPs noted that the
best way to gain expertise is through
experience. All participants agreed,
however, that provider expertise can
enhance ACP conversations. Closely
related to expertise, HCP comfort was
also noted to be of importance. Many
HCPs think that provider discomfort
is a prominent barrier to ACP
discussions. Therefore, an additional
enhancer for ACP discussions is
provider comfort.

ACP Deﬁnition
Through our interviews, many
caregivers noted that they had never
heard of the term ACP. Understanding
surrounding these conversations
varied greatly from caregiver to
caregiver. Some parents viewed ACP
as negative and as preparing for the
worst, whereas others noted that in
the past, they had positive ACP
experiences and that ACP meant
planning for the future. HCPs also
held varied perspectives regarding
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uncertain and it is often difﬁcult to
provide a prognosis, and there is
often no cure. These circumstances
inevitably impact the frequency and
characteristics of ACP discussions.
Ultimately, this study highlighted the
need for and aided in the
development of a patient- and familycentered framework for ACP
discussions for CMC (Fig 1).
In this study, many parents had never
heard of the term ACP, and
understanding surrounding these
conversations varied greatly. The
large amount of variability in the
deﬁnition of ACP has been described
in previous research in which
clinicians provided differing
responses when asked what ACP
meant to them.31 This lack of
consensus highlights our ﬁrst
recommendation from this article:
parents and HCPs should discuss the
deﬁnition and goals of ACP before
partaking in an ACP conversation
(Table 6).
FIGURE 1
A conceptual model of the framework for a family-centered ACP discussion.

the deﬁnition of ACP. Some felt it
was geared toward end of life
speciﬁcally, whereas others had
a more general deﬁnition, such as
understanding the family and their
goals. A comprehensive table of
participant’s comments regarding
their familiarity with and deﬁnition of
ACP can be found in Supplemental
Table 7.

DISCUSSION
This is the ﬁrst qualitative study to
explore how ACP is experienced by

parents of CMC and their HCPs.
Previous research into pediatric ACP
has been focused largely on children
with cancer; however, CMC differ
greatly from this population. In
oncology, patients often experience
stark changes in their quality of life
after a cancer diagnosis. HCPs are
usually able to provide a clear
prognosis, and treatment is usually
oriented to cure. ACP discussions
often occur solely when no further
treatment is possible.8,30 In CMC,
disease-related changes in quality of
life are hard to discern, outcomes are

Family-centered care (FCC) is an
established standard of pediatric care
that centers on the parent and HCP
partnership, respectfully honoring
patient and family care
preferences.32,33 In our study, parents
and HCPs emphasized the importance
of the patient and family being at the
center of ACP discussions and
described the need for a holistic
mind-set and discussion surrounding
quality of life, beliefs and values, and
hopes and goals. Discussing these
topics will allow HCPs to gain broader
understanding and respect of the
patient, their family, and their care
preferences, ultimately allowing for
true FCC. Partnering with families by

TABLE 3 Example Quotations From Parents and HCPs Regarding a Holistic Mind-set
Parent

HCP

“I’m happy with the team because they give me what I need, and if I tell them “We need to do some more to understand who they are, how they like
something, they accept me, they’re just not ignoring me as a mother. They’re
information and how the information should ﬂow and who is involved with
not insisting on what they want.” (ACP 11)
decision-making.” (HCP 4)
“I think the best conversations I’ve had have started with ‘How are things going “We like the team to be aware that this family may have restrictions, whether
right now?’ you know, ‘How do you feel your child is doing?’ and, you know,
it’s ﬁnancial, language, lack of family support et cetera. They need a well‘What are your plans right now?’ and, kind of, like, focus on, like, what is
rounded picture of the family dynamics.” (HCP 10)
important to you guys right now.” (ACP 2)

Downloaded from www.aappublications.org/news by guest on May 15, 2021
PEDIATRICS Volume 145, number 3, March 2020

5

TABLE 4 Example Quotations From Parents and HCPs Regarding Discussion Content
Discussion
Content
Quality of life

Beliefs and
values

Hopes and
goals

Parent

HCP

“Their automatic assumptions…this is all the things she has wrong “I almost feel like we should throw out quality of life because I do think
with her, oh, her life at home is horrible, she has a painful life, she
the family probably has a better sense of whether the child is happy
probably lays in bed all day, she does nothing. And we’re like, what,
or not and whether the pros and cons of whatever intervention
that doesn’t describe our daughter at all.” (ACP 2)
makes sense for this person.” (HCP 5)
“I think when we have advanced care planning discussions, people “The bottom line for health care providers is, ’Do we put a breathing
don’t focus enough on those realities of everyday life; they focus
tube in and pound on the chest or not?’ It’s about the things that
on this stigma or this stereotype.” (ACP 1)
we’re not going to do, whereas the family is far more interested in
hearing about the things that we will continue to do, all the ways we
will continue to provide care and comfort to keep their child alive and
having a good quality of life.” (HCP 11)
“They can tell us, ‘We found out that your child is special needs and “I think one has to be realistic about what the real opportunities or
we are going to do everything in our way to make sure that the
potential for a particular child would be. I’ve seen people give overly
child is comfortable and we will try our best to do everything we
negative sort of pronouncements based on testing, without really
can to help them.’ Instead of ‘Hey, your child is special needs, and
observing the child themselves, or the family.” (HCP 9)
they’re never going to be normal like you and me and they’re
going to have a short life span and you need to get prepared for it
and if they get sick, maybe it’s time to let them go.’” (ACP 7)
“In our faith, I would say it’s kind of like we deﬁnitely deal with the “They told us about their beliefs, in terms of what’s right for families
death with the grief, with the sorrow, but it’s something we have to
and when, in their culture, when God intervenes. The bottom line was
accept it because it’s something has happened from God. It’s
they were quite comfortable.” (HCP 2)
something we couldn’t have intervened.” (ACP 10)
“We were very open with our goals, and we’re religious, it’s like
“Some parents are very well developed in terms of their preferences
ending her life is not even an option that we would be able to
around what they want and what they don’t want and how that is
make ourselves with them.” (ACP 9)
aligned with the bigger picture. So some family’s bigger picture might
be aligned by religion, other family members, their own experiences
from the same child going through things.” (HCP 7)
“Our team has been amazing ’cause they understood the goals that I “It’s about understanding what’s important to the family and what their
had for her and how badly I want to make her life normal and fun
goals are, but also what things are important to them, so making
and positive.” (ACP 9)
memories or having experiences with their family, thinking about
what things would I hate to have missed the chance to do, and then
looking back and not having regrets about that.” (HCP 4)
“That conversation shaped the way we do things in our family. Trips “I think that it’s important to talk about hopes, but it’s also important to
talk about fears as well, to round it out. So I think all of those things
that we think we’ll put off for ﬁve years, it’s more like…if my child
is doing well, maybe we should look at doing that sooner than
go into it. I think the timing, the pace, reading the rules of the game,
understanding goals and hopes, but also fears and worries.” (HCP 4)
later.” (ACP 2)

ﬁrst understanding their goals and
perceptions can help to frame the
ACP conversation. This partnership is
at the core of ACP discussions, and
the resulting outcome of the
discussion is truly secondary to the
partnership that was formed.
Furthermore, parents who believe
that the HCP understands their child’s
needs are conﬁdent in the HCP’s
ability to partner during times of
crisis.15 Therefore, we suggest that
a holistic approach to ACP is essential
in building a strong, trusting
partnership between HCPs and
families of CMC, which will lead to
improved conversations and
communication.
SDM is the basis for FCC34 and occurs
when parents and HCPs work

together to reach agreement
surrounding a treatment plan.34,35
Thus, SDM enables families of CMC
to have decision-making
opportunities that embody their
care goals for their children.
Parents in our study had contrasting
decision-making preferences. This
is consistent with Beecham et al,36
who found that parents’ approaches
to decision-making are dependent
on the type of decision being
made, may change over time, and
reﬂect opportunities to keep
options open. Thus, when providing
ACP to families of CMC, HCPs
should practice SDM by attempting
to understand and support
parents’ varied preferences for
making decisions at each step
in their child’s care trajectory.

This requires HCPs to be ﬂexible
and adaptable when dealing
with individual families and
patients.37
Parents and HCPs believed ACP
should extend beyond medical
goals of care, begin early in the
child’s disease trajectory, and
continue across the child’s life span.
The need for early conversations
has been emphasized in the
literature38,39; notably, initiating
conversations with family members
before the patient is in critical
condition is helpful in maintaining
hope and preparing for the patient’s
death.40 Revisiting and continuing
ACP discussions across the life span
has proven beneﬁcial because it
allows opportunity for goals to
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TABLE 5 Example Quotations From Parents and HCPs Regarding Ways to Enhance Communication in ACP Discussions
Communication
Enhancers
Partnerships in SDM

Supportive setting

Early and ongoing
conversations

Consistent language
and practice

Parent

HCP

“The doctor assumes they know more than you do...but they need “Part of the problem is the health care providers, usually they leave
to see you as the expert, and I mean that with a family with
the decisions completely 100% to the parents. They do not give
a special-needs child, the family is the expert.” (ACP 5)
their recommendation from the beginning, which makes it more
difﬁcult to make decisions. And as a parent, sometimes you
cannot decide about advanced care for your child and you feel
internally forced to do everything for your kid. Even if it’s not the
best for quality of life and care for the kid.” (HCP 3)
“She said we have two options, option A and option B. I heard the “I ﬁnd that in the end, it’s just basically talking to the parents and
2 options, and then I said, ‘But I can’t be the one to make this
making sure that they’re really thinking their decisions through
decision, please take it back to my doctor, and I want him to
and they understand what the consequences are and the kid is
decide or at least tell me what he thinks we should be doing,
involved as can be and you, as a group, come together with
and then we can make the ﬁnal decision.’ I feel like I should
a plan for the child.” (HCP 5)
have the last word, but most of the time, I want them to at least
weigh in and tell me what they think.” (ACP 9)
“My husband wasn’t there at that time, so you know, you’re there “Patient rooms belong to the hospital, they don’t belong to the
patient. The number of times you’re in a discussion with a family
alone, the kid is so sick in the ICU, to have this conversation hit
and somebody just opens the door. There are rooms that can be
you like a load of bricks is the most awful feeling. So it has to
used to have private meetings with family, and they get used a lot
be better planned, like, you want to make a suggestion, like,
because they’re multiple-patient rooms, but families will say, ‘Oh
that, you have to have both parents with the social worker,
this is the bad news room.’” (HCP 11)
somebody to give support, and then explain clearly what you
mean. Instead of like giving these vague types of ideas that are
not helpful at all, ’cause it’s not like I want to make the decision
then anyways, by myself.” (ACP 9)
“I mean we’re dealing with life and death and it’s your child, it’s “I do not force the discussion to be in detail because my clinic, my
a lot to deal with and to take in. So how do you go about
program, my settings, and my clinical area doesn’t allow me to
addressing that with the person but also making sure you have
have an expanded discussion. It needs a separate meeting and
people in place that can kind of read the individual to see if are
multidisciplinary teams, including either social worker or the
they coping with it okay.” (ACP 6)
advanced care or the palliative care team, as well as the primary
care providers for those patients.” (HCP 3)
“I think doctors are always pressed for time, so…having
a conversation at the end of the hallway, to a parent, can be
very challenging. It feels rushed. And the doctor is being
interrupted and there’s people walking by and it doesn’t feel
very private. And you might feel yourself getting emotional and
that sort of thing. And you want to feel like, as a parent, that
you have time to ask your questions.” (ACP 2)
“There needs to be continuous follow-up. Because they have to “I think that they should be spread out and it should be just part of
remember that you’re going to grieve even if the child hasn’t
regular conversation and we should always be reassessing it. I
died yet. Just knowing that that’s going to happen because
think that whenever you can do it out of crisis they’re going to be
that’s what you’re preparing for.” (ACP 2)
much, much more rich and then they’re going to have time for
the parents and the family will have time to think about things,
how they want to be treated.” (HCP 4)
“I think kids who have a condition that’s likely terminal, I think,
having these discussions early and having them very much laid
out is an important piece. Because it’s very hard for parents to
make those kinds of decisions in a crisis.” (ACP 3)
“They kind of assume that you understand everything a lot of the “In the actual conversation, I think you have to use language that is
time, but as parents, you don’t. A lot of us don’t have the
understandable. So people often use lots of medical lingo but
being very simple in terms around what we’re talking about,
medical background, so you have to dumb it down a bit and
you have to really explain things.” (ACP 6)
what we’re expecting and then making it concrete as to what
we’re trying to achieve by the conversation.” (HCP 7)
“He said, ‘Oh, well, you know, with kids at your daughter’s stage, “The next issue is language. The medical profession in all of its
this is what we would expect,’ and my husband and I were like,
different parameters retreats into a language that they feel
comfortable with…unfortunately, that’s the language that
‘What do you mean her stage? I don’t under…’ like, ‘What?’ and
families do not understand, so you need to try to gauge how you
they’re like, ‘Oh, yeah, well, at this stage of the dying process,’
and we’re like, ‘Who? What? What are you talking about? I don’t
address the issue, what kind of words you use with each family,
understand what you’re saying,’ like, ‘We’re not trying to be
and it’s going to vary signiﬁcantly. The other very important thing
difﬁcult, but no one has talked to us about this.’” (ACP 2)
is to be very clear as you speak, not use words that may be
ambiguous. If you’re going to talk about death and dead, speak
about death and dead, don’t talk about passing or something
else, because that means different things to different people.”
(HCP 6)
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TABLE 5 Continued
Communication
Enhancers

Parent

Family readiness

“Be respectful that if it’s too much for them and they want you to
step away, to, you know, have the conversation but then respect
the fact that they may not be ready to have those conversations
at that time.” (ACP 6)

Provider expertise in
discussion

“Perhaps there might be eventually some kind of training for
some of these doctors to be able to listen and want to try some
of the things that we think might be an option or a possibility.”
(ACP 8)

Provider comfort in
discussion

evolve as the patient’s health
changes.31
Also related to timing was the
sentiment of parental readiness.
Participants in both our study and the
adult ACP literature felt that ACP
should not be initiated when the
family does not feel ready.41,42 This
can become challenging if a family
never feels prepared to participate in
these conversations, and it is possible
that assessing readiness is a difﬁcult
task. However, the aim of these

HCP
“It’s really helpful if everybody sort of feels the same way in terms
of what advice to give to the family. I think there’s nothing, well,
it’s extremely difﬁcult when different providers are giving
different prognostic outlooks, and different levels of hope and
messages, type of thing.” (HCP 9)
“For most families, they need time around realizing what’s going on
and what life is going to be like and to digest what the health
care team is saying and to actually believe it. So, you ﬁrst have to
gauge where they are along that continuum.” (HCP 7)
“I don’t think that usually the parents will be ready ever. I think
these discussions should be initiated as soon as the
understanding of the disease has been made. But to be wait for
them to be ready for the discussion is very difﬁcult.” (HCP 3)
“I’ve seen people do an outstanding job, and I’ve tried to model what
I do based on those people. I’ve also seen conversations led by
people who, I think, have done a terrible job, and I’ve tried to not
fall into the same kind of pattern. So I think it’s purely based on
experience.” (HCP 9)
“I think formal training may give you a foundation, but not a lot
more than that. I’ve watched people who have had formal
training come in and they try and apply a model to an advance
care planning discussion and unfortunately their model’s not
adaptable enough for the huge variability of conditions with
which we deal. And that’s where experience and exposure comes
in.” (HCP 6)
“I think that it’s not perfectly taught; I don’t know that it can be
perfectly taught. I do think that it can be better mentored,
though.” (HCP 4)
“If there is a barrier, it’s people’s comfort level. It’s people saying,
‘I’m not really comfortable initiating this discussion,’ and then
feeling uneasy when the family is uneasy. Because it’s not a nice
thing to talk about generally and you can try and be friendly
about it but talking about advanced, difﬁcult scenarios. Not
necessarily death, but stuff that you’re trying to plan for, that
may not be nice to think about. And so that would be the major
barrier, comfort.” (HCP 5)
“It’s probably dwarfed by health care readiness, and are we ready
to have these conversations? I think part of it has to do with if
we’re having these conversations, it means that we have failed in
some way. That’s a perception in medicine, if we’re having
conversations about goals, it must be because things aren’t
going well and that’s because I haven’t managed things well,
which is a total farce. That’s not true at all.” (HCP 4)

conversations is largely to align the
patient and family’s goals of care with
the plan of care. Therefore, reframing
these discussions as such can help to
facilitate these conversations.
Ultimately, we recommend that HCPs
begin ACP discussions as early as
possible and allow them to continue
across the life span; reframing them
as conversations to ensure that the
goals of care align with the plans of
care may result in families feeling less
overwhelmed.

Parents are more likely to have
negative experiences with ACP when
they do not have conﬁdence in the
physician’s knowledge about their
child’s treatment wishes or in the way
that potentially upsetting news is
presented.43,44 Parents in our study
did not speciﬁcally relate negative
experiences to lack of provider
expertise; however, both parents and
HCPs indicated that expertise was or
would be helpful in enhancing ACP
conversations. Previous literature
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TABLE 6 Recommendations for Family-Centered ACP Discussions
Recommendation

Corresponding Themes and Subthemes

Begin with an initial discussion regarding the deﬁnition of ACP. Provide a clear explanation
of what ACP is and discuss parents’ perceptions of ACP.
Approach ACP with a holistic mind-set. Ensure discussion around perception of the child’s
quality of life, the family’s hopes and goals for their child, and the family’s unique beliefs
and values.
Establish an HCP-parent-child partnership that is grounded in a holistic view of the child and
his or her family and provides opportunities for SDM in which each person’s unique levels
of expertise and decision-making preferences are respected.
Implement a standard ACP practice that is used to encourage consistent use of terminology,
is relationship based, and is initiated early and continues throughout a child’s life.
Advocate for organizational support that provides space, time, capacity building,
mentorship, support, and recognition of the time required to provide family-centered ACP
care.

suggests that HCPs often feel
unprepared for discussions
surrounding end-of-life care,45,46 and
HCPs in our study spoke to the
importance of provider conﬁdence in
ACP discussions. In a previous study,
individualized communication
training was felt to be helpful in
improving physicians’ conﬁdence in
end-of-life communication.47
Therefore, capacity-building
endeavors may be beneﬁcial for
HCPs who experience a lack of
conﬁdence in leading ACP
discussions. HCPs must take it on
themselves to advocate at the
organizational level for support that
provides capacity-building and
mentorship opportunities that will
allow them to provide familycentered ACP care.
This discussion of HCP comfort and
expertise leads to the following
question: Who is the best HCP to lead
ACP discussions for CMC? Our results
suggest that this person should be
someone who has experience with
ACP discussions and is comfortable
with the topic of conversation but,
most importantly, has a strong
relationship with and thus,
a comprehensive understanding of

ACP deﬁnition
Holistic mind-set, discussion content: quality of life, hopes and
goals, beliefs and values
Communication enhancers: partnerships in SDM

Communication enhancers: consistent language and practice,
early and ongoing conversations
Communication enhancers: provider expertise in discussion,
provider comfort in discussion, family readiness

the family. Ultimately, this HCP will be
different for each family, from
a palliative care physician to
a primary care provider.
Although our study led to several
recommendations on the basis of our
ﬁndings (summarized in Table 6),
there are some limitations to our
study. The research was conducted
at a single tertiary care institution,
and all parent participants were
English-speaking women from
predominantly well-educated,
middle- to high-income families.
Although in the sampling strategy,
parents of children with various
medical conditions and of various
ethnicities and economic
backgrounds were purposefully
selected to reﬂect the diversity of
families who live in Ontario, Canada,
our study results may not reﬂect the
experiences of fathers or of other
socioeconomically or linguistically
diverse families.

CONCLUSIONS
CMC differ greatly from other
populations because of the
uncertainty surrounding their
incurable illnesses. Because of their

children’s unique medical status,
parents of CMC have valuable insight
regarding ACP discussions. For
families of CMC, ACP is much more
than advance directives and DNR
orders. ACP should be a holistic and
ongoing process that includes
discussions surrounding hopes and
goals, beliefs and values, and quality
of life. Parents and HCPs of CMC in
this study highlighted the need for
and informed the development of
a family-centered framework to
approach ACP.

ACKNOWLEDGMENTS
We gratefully acknowledge the time
and expertise shared with us by the
mothers and HCPs who participated
in the study.

ABBREVIATIONS
ACP: advance care planning
CMC: child/children with medical
complexity
DNR: do not resuscitate
FCC: family-centered care
HCP: health care providers
SDM: shared decision-making

Ms Arje and Ms Weiser contributed to participant recruitment, data collection, and data analysis and interpretation and critically reviewed and revised the
manuscript; and all authors approved the ﬁnal manuscript as submitted.
DOI: https://doi.org/10.1542/peds.2019-2241
Accepted for publication Nov 4, 2019

Downloaded from www.aappublications.org/news by guest on May 15, 2021
PEDIATRICS Volume 145, number 3, March 2020

9

Address correspondence to Reshma Amin, MD, MSc, Division of Respiratory Medicine, Department of Pediatrics, The Hospital for Sick Children, 4539 Hill Wing, 555
University Ave, Toronto, ON M5G 1X8, Canada. E-mail: reshma.amin@sickkids.ca
PEDIATRICS (ISSN Numbers: Print, 0031-4005; Online, 1098-4275).
Copyright © 2020 by the American Academy of Pediatrics
FINANCIAL DISCLOSURE: The authors have indicated they have no ﬁnancial relationships relevant to this article to disclose.
FUNDING: Funded by the Norman Saunders Complex Care Initiative, The Hospital for Sick Children.
POTENTIAL CONFLICT OF INTEREST: The authors have indicated they have no potential conﬂicts of interest to disclose.

REFERENCES
1. Himelstein BP, Hilden JM, Boldt AM,
Weissman D. Pediatric palliative care.
N Engl J Med. 2004;350(17):1752–1762
2. Judson L. Global childhood chronic
illness. Nurs Adm Q. 2004;28(1):60–66
3. Cohen E, Kuo DZ, Agrawal R, et al.
Children with medical complexity: an
emerging population for clinical and
research initiatives. Pediatrics. 2011;
127(3):529–538
4. Kuo DZ, Sisterhen LL, Sigrest TE, Biazo
JM, Aitken ME, Smith CE. Family
experiences and pediatric health
services use associated with familycentered rounds. Pediatrics. 2012;
130(2):299–305
5. Feudtner C, Villareale NL, Morray B,
Sharp V, Hays RM, Neff JM. Technologydependency among patients discharged
from a children’s hospital:
a retrospective cohort study. BMC
Pediatr. 2005;5(1):8
6. Cohen E, Berry JG, Camacho X,
Anderson G, Wodchis W, Guttmann A.
Patterns and costs of health care use of
children with medical complexity.
Pediatrics. 2012;130(6). Available at:
www.pediatrics.org/cgi/content/full/
130/6/e1463
7. Feudtner C, Christakis DA, Connell FA.
Pediatric deaths attributable to
complex chronic conditions:
a population-based study of Washington
State, 1980-1997. Pediatrics. 2000;106(1,
pt 2):205–209
8. Tsai E; Canadian Paediatric Society
(CPS), Bioethics Committee. Advance
care planning for paediatric patients.
Paediatr Child Health. 2008;13(9):
791–796
9. Lyon ME, Jacobs S, Briggs L, Cheng YI,
Wang J. Family-centered advance care
planning for teens with cancer. JAMA
Pediatr. 2013;167(5):460–467

10. Lyon ME, Jacobs S, Briggs L, Cheng YI,
Wang J. A longitudinal, randomized,
controlled trial of advance care
planning for teens with cancer: anxiety,
depression, quality of life, advance
directives, spirituality. J Adolesc Health.
2014;54(6):710–717
11. Liberman DB, Pham PK, Nager AL.
Pediatric advance directives: parents’
knowledge, experience, and
preferences. Pediatrics. 2014;134(2).
Available at: www.pediatrics.org/cgi/
content/full/134/2/e436
12. American Academy of Pediatrics
Committee on Bioethics and Committee
on Hospital Care. Palliative care for
children. Pediatrics. 2000;106(2, pt 1):
351–357
13. Friedman SL. Parent resuscitation
preferences for young people with
severe developmental disabilities. J Am
Med Dir Assoc. 2006;7(2):67–72
14. Hammes BJ, Klevan J, Kempf M,
Williams MS. Pediatric advance care
planning. J Palliat Med. 2005;8(4):
766–773
15. Wharton RH, Levine KR, Buka S, Emanuel
L. Advance care planning for children
with special health care needs:
a survey of parental attitudes.
Pediatrics. 1996;97(5):682–687
16. Bogetz JF, Bogetz AL, Gabhart JM,
Bergman DA, Blankenburg RL, Rassbach
CE. Continuing education needs of
pediatricians across diverse specialties
caring for children with medical
complexity. Clin Pediatr (Phila). 2015;
54(3):222–227
17. Durall A, Zurakowski D, Wolfe J.
Barriers to conducting advance care
discussions for children with lifethreatening conditions. Pediatrics.
2012;129(4). Available at: www.
pediatrics.org/cgi/content/full/129/4/
e975

18. Edwards JD, Kun SS, Graham RJ, Keens
TG. End-of-life discussions and advance
care planning for children on long-term
assisted ventilation with life-limiting
conditions. J Palliat Care. 2012;28(1):
21–27
19. Provincial Council for Maternal and
Child Health. The standard operational
deﬁnition for children with medical
complexity who are medically fragile
and/or technology dependent. 2015.
Available at: https://www.pcmch.on.ca/
wp-content/uploads/2015/10/PCMCHStandard-Operational-Deﬁnition-CMCMFTD_AC-edits-V2.pdf. Accessed May 30,
2019
20. Richards L. Handling Qualitative Data: A
Practical Guide, 1st ed. Thousand Oaks,
CA: SAGE Publications Inc; 2005
21. Pope C, Mays N. Reaching the parts
other methods cannot reach: an
introduction to qualitative methods in
health and health services research.
BMJ. 1995;311(6996):42–45
22. Graneheim UH, Lundman B. Qualitative
content analysis in nursing research:
concepts, procedures and measures to
achieve trustworthiness. Nurse Educ
Today. 2004;24(2):105–112
23. Onwuegbuzie AJ, Dickinson WB, Leech
NL, Zoran AG. A qualitative framework
for collecting and analyzing data in
focus group research. Int J Qual
Methods. 2009;8(3):1–21
24. Carlsen B, Glenton C. What about N? A
methodological study of sample-size
reporting in focus group studies. BMC
Med Res Methodol. 2011;11:26
25. Vaismoradi M, Turunen H, Bondas T.
Content analysis and thematic analysis:
implications for conducting
a qualitative descriptive study. Nurs
Health Sci. 2013;15(3):398–405

Downloaded from www.aappublications.org/news by guest on May 15, 2021
10

ORKIN et al

26. Burnard P. Teaching the analysis of
textual data: an experiential approach.
Nurse Educ Today. 1996;16(4):278–281
27. Padgett DK. Strategies for Rigor. In:
Qualitative Methods in Social Work
Research, 2nd ed. Thousand Oaks, CA:
Sage Publications Inc; 2008:179–198
28. Tuckett AG. Part II. Rigour in qualitative
research: complexities and solutions.
Nurse Res. 2005;13(1):29–42
29. Tong A, Sainsbury P, Craig J.
Consolidated criteria for reporting
qualitative research (COREQ): a 32-item
checklist for interviews and focus
groups. Int J Qual Health Care. 2007;
19(6):349–357
30. Mack JW, Wolfe J. Early integration of
pediatric palliative care: for some
children, palliative care starts at
diagnosis. Curr Opin Pediatr. 2006;18(1):
10–14

34. Adams RC, Levy SE; Council on Children
With Disabilities. Shared decisionmaking and children with disabilities:
pathways to consensus. Pediatrics.
2017;139(6):e20170956
35. Charles C, Gafni A, Whelan T. Shared
decision-making in the medical
encounter: what does it mean? (or it
takes at least two to tango). Soc Sci
Med. 1997;44(5):681–692
36. Beecham E, Oostendorp L, Crocker J,
et al. Keeping all options open: parents’
approaches to advance care planning.
Health Expect. 2017;20(4):675–684
37. Zoppi K, Epstein RM. Is communication
a skill? Communication behaviors and
being in relation. Fam Med. 2002;34(5):
319–324
38. Brighton LJ, Bristowe K. Communication
in palliative care: talking about the end
of life, before the end of life. Postgrad
Med J. 2016;92(1090):466–470

31. Hutchison LA, Rafﬁn-Bouchal DS, Syme
CA, Biondo PD, Simon JE. Readiness to
participate in advance care planning:
a qualitative study of renal failure
patients, families and healthcare
providers. Chronic Illn. 2017;13(3):
171–187

39. Park EM, Check DK, Yopp JM, Deal AM,
Edwards TP, Rosenstein DL. An
exploratory study of end-of-life
prognostic communication needs as
reported by widowed fathers due to
cancer. Psychooncology. 2015;24(11):
1471–1476

32. Dunst CJ, Trivette CM, Hamby DW. Metaanalysis of family-centered helpgiving
practices research. Ment Retard Dev
Disabil Res Rev. 2007;13(4):370–378

40. Shirado A, Morita T, Akazawa T, et al.
Both maintaining hope and preparing
for death: effects of physicians’ and
nurses’ behaviors from bereaved family
members’ perspectives. J Pain
Symptom Manage. 2013;45(5):848–858

33. Kuo DZ, Houtrow AJ, Arango P, Kuhlthau
KA, Simmons JM, Neff JM. Familycentered care: current applications and
future directions in pediatric health
care. Matern Child Health J. 2012;16(2):
297–305

41. Parker SM, Clayton JM, Hancock K, et al.
A systematic review of prognostic/endof-life communication with adults in the
advanced stages of a life-limiting

illness: patient/caregiver preferences
for the content, style, and timing of
information. J Pain Symptom Manage.
2007;34(1):81–93
42. Abdul-Razzak A, You J, Sherifali D,
Simon J, Brazil K. ‘Conditional candour’
and ‘knowing me’: an interpretive
description study on patient
preferences for physician behaviours
during end-of-life communication.
BMJ Open. 2014;4(10):e005653
43. Krahn GL, Hallum A, Kime C. Are there
good ways to give ‘bad news’?
Pediatrics. 1993;91(3):578–582
44. Liberman DB, Song E, Radbill LM, Pham
PK, Derrington SF. Early introduction of
palliative care and advanced care
planning for children with complex
chronic medical conditions: a pilot
study. Child Care Health Dev. 2016;42(3):
439–449
45. Aslakson RA, Wyskiel R, Thornton I, et al.
Nurse-perceived barriers to effective
communication regarding prognosis
and optimal end-of-life care for surgical
ICU patients: a qualitative exploration.
J Palliat Med. 2012;15(8):910–915
46. Granek L, Krzyzanowska MK, Tozer R,
Mazzotta P. Oncologists’ strategies and
barriers to effective communication
about the end of life. J Oncol Pract.
2013;9(4):e129–e135
47. Clayton JM, Butow PN, Waters A, et al.
Evaluation of a novel individualised
communication-skills training
intervention to improve doctors’
conﬁdence and skills in end-of-life
communication. Palliat Med. 2013;27(3):
236–243

Downloaded from www.aappublications.org/news by guest on May 15, 2021
PEDIATRICS Volume 145, number 3, March 2020

11

Toward an Understanding of Advance Care Planning in Children With Medical
Complexity
Julia Orkin, Laura Beaune, Clara Moore, Natalie Weiser, Danielle Arje, Adam
Rapoport, Kathy Netten, Sherri Adams, Eyal Cohen and Reshma Amin
Pediatrics originally published online February 13, 2020;

Updated Information &
Services

including high resolution figures, can be found at:
http://pediatrics.aappublications.org/content/early/2020/02/11/peds.2
019-2241

References

This article cites 41 articles, 10 of which you can access for free at:
http://pediatrics.aappublications.org/content/early/2020/02/11/peds.2
019-2241#BIBL

Subspecialty Collections

This article, along with others on similar topics, appears in the
following collection(s):
Children With Special Health Care Needs
http://www.aappublications.org/cgi/collection/disabilities_sub
Hospice/Palliative Medicine
http://www.aappublications.org/cgi/collection/hospice:palliative_me
dicine_sub

Permissions & Licensing

Information about reproducing this article in parts (figures, tables) or
in its entirety can be found online at:
http://www.aappublications.org/site/misc/Permissions.xhtml

Reprints

Information about ordering reprints can be found online:
http://www.aappublications.org/site/misc/reprints.xhtml

Downloaded from www.aappublications.org/news by guest on May 15, 2021

Toward an Understanding of Advance Care Planning in Children With Medical
Complexity
Julia Orkin, Laura Beaune, Clara Moore, Natalie Weiser, Danielle Arje, Adam
Rapoport, Kathy Netten, Sherri Adams, Eyal Cohen and Reshma Amin
Pediatrics originally published online February 13, 2020;

The online version of this article, along with updated information and services, is
located on the World Wide Web at:
http://pediatrics.aappublications.org/content/early/2020/02/11/peds.2019-2241

Data Supplement at:
http://pediatrics.aappublications.org/content/suppl/2020/02/12/peds.2019-2241.DCSupplemental

Pediatrics is the official journal of the American Academy of Pediatrics. A monthly publication, it
has been published continuously since 1948. Pediatrics is owned, published, and trademarked by
the American Academy of Pediatrics, 345 Park Avenue, Itasca, Illinois, 60143. Copyright © 2020
by the American Academy of Pediatrics. All rights reserved. Print ISSN: 1073-0397.

Downloaded from www.aappublications.org/news by guest on May 15, 2021

