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Improving Advance Care Planning for Seriously Ill Children:
Engaging a Diverse Research Population Early and Often
I
n this volume of The Journal DeCourcey et al describe the
development of a new pediatric serious illness communica-
tion program to support providers in advance care plan-

ning conversations with their patients and families.1 Despite
ticle, p 247
advanced care planning long being consid-
ered the standard of care for patients with
life-limiting or life-threatening conditions,2
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there is increasing awareness that pediatric providers still have
room to improve.3 To address this meaningful gap, the au-
thors used a step-wise, rigorous approach to adapt an adult
communication guide for children. Study participants found
the work to have the potential to “augment current practice
and reduce variation” in advance care planning for children
with serious illness. This patient group, identified in the study
by Feudtner et al, complex chronic conditions,4 may be
familiar to many readers as overlapping with if not synony-
mous with children with medical complexity.

In addition to describing the development of the toolkit
itself, the authors identified barriers to current advance
care planning. These challenges will ring familiar to those
providing time-intensive, conversation-focused medical
care such as care coordination or mental and behavioral
health, to include: barriers to incorporate care into current
workflows, limited provider time, a need
for usable documentation of the conversa-
tion in the electronic health record, and a
gap in training impacting provider comfort with the care
task itself. In particular, the authors highlighted that
although interviewed providers expressed fears that initiating
advanced care planning many cause anxiety or stress in their
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patients and families, the family caregivers and patients
themselves did not share this concern. As quoted in the article
by one parent, “there is little we have not already considered
and worried about.”

Thus, the authors’ work meaningfully addresses the ten-
dency of many pediatric providers to put off advanced care
planning. The adapted forms for patients and their families
include guided prompts to consider goals and other key ele-
ments to share with the provider, in a worksheet-style format.
The accompanying conversation guides for providers, family
caregivers, and patients help with normalizing and initiating
advance care planning and could be used by providers at any
point in their career, trainee or veteran.

In an explicit attempt to make the toolkit generalizable, the
project engaged stakeholders from 2 large urban academic
centers across a variety of disease types. The project included
family and adolescents/young adult patients as stakeholders
early in the process—an approach that should be applauded.
Unfortunately, all family participants and the overwhelming
majority of patients were of white race. Non-English-
speaking participants were excluded. Acknowledging the au-
thors’ stated next steps of further adapting the guide to more
diverse populations, this limitation highlights a widespread
struggle to include nonurban, racial/ethnic minority, limited
English proficient, and low-literacy patients and families in
our research endeavors.

The reality is we must all do better to include diverse pa-
tients and families earlier in our research and quality
improvement work.5 Adaptation of materials designed by
one population is not the same as concurrent involvement
of other populations. It is not self-evident that this worksheet
format and guide are the right set of tools for a more diverse
set of patients and families. Advanced care planning can be
understood as a chief example of shared-decision making,
and research in this area has demonstrated that there are cul-
tural differences in how patients and families choose to
receive information as well as what type of information
they prioritize in making decisions.6,7 There may also be sig-
nificant differences in how groups who have different
communication preferences would choose to express these.
Communication challenges have been shown to lead to
increased team-family conflict in the pediatric intensive
care unit, with higher rates of conflict in the Medicaid pop-
ulation, suggesting possible differential communication
needs or styles for different populations.8 To optimize
communication strategies across a diverse set of populations
might then require a menu of different options of tools rather
than a single applicable of tools.

Institutional challenges with engaging minority popula-
tions in our research endeavors early and often are real and
deserve our targeted eradication efforts. This research team
likely faced common barriers to effective engagement of
diverse groups in their study, although many of these are
addressable. The cost of transcription and translation of
materials into minority languages can be prohibitive during
pilot stages especially; academic centers and sponsor organi-
zations should consider how to support proposed research
budgets to include these costs. Hiring of research staff should
include the recruitment and professional development of
staff with expanded language skills sets, so that participants
with limited-English proficiency and low-literacy can be
included in key-informant interviews, focus groups, and
other stakeholder tasks. Processes for reviewing internal re-
view board submissions also must support the inclusion of
non-English materials by facilitating their rapid review,
rather than the often-real experience of their review
leading to a delay in study start. For example, allowing for
bilingual internal study staff to be certified in translation
may allow for quicker turnaround in language adaptation
within a study.
In attempting to engage more diverse populations in

future research, research teams will also need to contemplate
interpersonal barriers to engagement and consider strategies
to address them. In one study examining enrollment of seri-
ously ill children in research in the pediatric intensive care
unit, only 74% of parents reported they felt respected during
a research approach and 63% believed that they had adequate
time to decide about participation, suggesting both of these
as targets for research teams to consider when attempting
to enroll patients into research studies.9 In addition, for
stakeholder driven studies such as this, study teams may
bring to bear principles of community engaged research to
research conducted within the institution. Respecting that
distinct ethical issues may arise with engaging children and
parents in community-based research approaches, strategies
that embody stakeholder involvement at all stages of the
research process will ideally incorporate the viewpoints of
diverse groups.10 For example, considering partnership
with a local community group engaged in advanced care
planning activities in a community of diverse participants
may be one way to expand the pool of eligible stakeholders.
Adapting community-based engagement strategies for
research in institutional settings in this way could improve
participation of minority groups in subsequent efforts to
modify this important intervention.
Other innovative approaches to improving engagement

should also be considered. With the expanded use of tele-
medicine for clinical care, tools such as secure video-
conferencing can be used to engage patients in focus groups,
interviews, and other stakeholder-engaged research. Often
institutions’ legal and regulatory systems can create barriers
to adoption of these tools due to privacy and other regulatory
concerns. Instead, institutions should work to support these
tools as a means of including participants from more rural
areas or with other transportation barriers, which may
distinctly impact those of lower socioeconomic status.
With the rise of remote health platforms, there may even
be more opportunities to engage patients previously
perceived as out of reach in clinical data collection (eg, phys-
iologic monitoring).
The ultimate goal of these efforts is to design and build our

healthcare interventions with a diverse population as the
17
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starting point. This key limitation in development of the cur-
rent intervention aside, the development of the pediatric
serious illness communication program is an important
step-forward in the expanded use of advance care planning
in pediatrics. Subsequent iterations may benefit from the
strategies discussed here to expand its generalizability and
impact. n
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