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Abstract

model for SDM in the context of PPC.

Background Pediatric shared decision-making (SDM) is a fundamental part of family-centered care. Pediatric
palliative care (PPC) is one of the more difficult fields for healthcare providers when choosing to utilize SDM. However,
to our knowledge, there are still few structured approaches of SDM in PPC. We aimed to build a model of SDM in PPC
that achieves better care and outcomes for children and their family members.

Methods This study is a descriptive phenomenology study. Participants included physicians, nurses, and social
workers in the PPC team. Participants were individually interviewed face-to-face or via an online meeting software.
Data were collected in semi-structured interviews and analyzed using a thematic framework analysis.

Results In total, 27 healthcare providers were interviewed. The model of SDM in PPC identified three themes,
including the participants, the principle and the process of SDM. Decision participants involved the children, parents,
the PPC team and others. The decision principle had three sub-themes including type, standard and precondition.
The decision process describes the fundamental process of SDM and provides suggestions for mobilizing patients
and parents to engage in decision-making and seeking conflict resolution.

Conclusions This is the first study to develop a SDM model in PPC. This model can provide guidance to PPC teams
on SDM practices. In addition, the model contributes to the existing body of knowledge by providing a conceptual
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Background
Pediatric shared decision-making (SDM), a fundamental
part of family-centered care, is defined as the process by
which healthcare decisions are made through respectful
collaborations between clinicians and patients and their
parents [1]. SDM can help to serve the best interests of
the child and the family, and minimize decision conflicts,
as well as to improve compliance, satisfaction and out-
comes [2, 3].

SDM is particularly important in pediatric pallia-
tive care (PPC) because many decisions depend heavily
on the values and preferences of children and families
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[4]. However, PPC is one of the more difficult fields for
healthcare providers when utilizing SDM [5]. Deci-
sion-making in PPC is perceived as a long, emotional
and challenging journey [6]. The challenges commonly
include: (1) Multiple parties: Multidisciplinary teams,
the child and the family are involved in making deci-
sions, which can lead to a complex decision process and
difficult cooperation; (2) Abilities of children: Children
have varied levels of willingness to engage in decision-
making due to their interest in the situation and their
ability to understand it; (3) Complex medical decision-
making: Healthcare providers need to be able to explain
the potential options and possible outcomes of complex
medical decision-making in lay terms to enable parents
to make an informed decision; (4) Emotional burden:
Many end-of-life decisions will cause a huge emotional
burden on the patient and family, which can make it dif-
ficult for healthcare providers to initiate these decision-
making; (5) Limited time and resources; and (6) Ethical
dilemmas [5, 7-9].

However, to our knowledge, there are still few struc-
tured approaches to SDM in PPC. Existing approaches
tend to be limited to life support treatment decisions (e.g.
artificial nutrition) and are targeted at special groups of
patients (e.g. adolescents). A common understanding of
SDM in PPC is still lacking [10]. In our study, we strove
to build a model of SDM in PPC that achieves better care
and outcomes for families and children with life-limiting
conditions.

Methods

Design

This study is a descriptive phenomenology study. This
study aims to construct a general decision-making
model, rather than targeting a specific medical decision.
Therefore, in addition to the decision-making process, we
focus on the principles of SDM practices and strategies to
address difficulties. The research method and its report-
ing follow the Consolidated Criteria for Reporting Quali-
tative Research (COREQ) [11].

Sample criteria

Physicians, nurses, and social workers in the PPC team,
with at least 3 years of working experience, as well as an
abundance of experience in SDM were eligible to partici-
pate in the study. A total of 28 healthcare providers were
invited, 27 of whom agreed to participate. One physician
declined to participate due to limited time availability.
Participants were identified through the Pediatric Pallia-
tive Care Subspecialty Group of the Pediatrics Society of
the Chinese Medical Association. A purposive sampling
strategy was applied to ensure a diverse range of partici-
pant characteristics (e.g., professional group, gender, and
age). Participants could nominate other colleagues to
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participate. A letter with the objective, methods, and data
protection measures of the study was offered to potential
participants.

Data collection

Participants were individually interviewed face-to-face
or via an online meeting software (Tencent meeting and
Zoom), which took place between November 2022 to
January 2023 by SY Cai (MD, female) and L Cheng (PhD,
female). Semi-structured interviews, lasting from 36 to
106 min, were audiotaped and transcribed verbatim.
Interviews were conducted in Chinese. During the inter-
view, nonverbal information such as expressions and tone
were also recorded. Participants were numbered accord-
ing to their identity and interview order (e.g.: Physician
01). The general information of participants was man-
aged and encrypted by the corresponding author. During
the interview, no third person was allowed to be present.
No repeat interviews were carried out. Field notes were
made after the interview.

The interview guide was developed based on the IP-
SDM model and pilot tested in 3 interviews [12]. The
interview explored four questions: (1) Please share your
experience of SDM; (2) What are the steps involved in
SDM in PPC? (3) What difficulties have you encoun-
tered in the process of SDM? And how did you address
these difficulties?; (4) Who may be involved in the pro-
cess of SDM? Participants were asked to add any extra
information they considered important at the end of the
interview. A detailed interview guide can be found in the
supplementary file 1. The sample size was determined by
data saturation when no new information was discovered
in the data analysis. Data saturation was reached after 23
interviews.

Data analysis

Thematic framework analysis was performed using
Microsoft Word and Excel [13]. Data were coded and
analyzed as follows: (1) The researcher became familiar
with the data. (2) Two researchers (SY Cai and L Cheng)
coded 5 transcripts and constructed an initial coding
framework based on the IP-SDM model. (3) Further
transcripts were coded to revise and refine the frame-
work until no new themes were generated and the final
thematic framework agreed upon. (4) A theme table was
created in Microsoft Excel to present the theme, sub-
themes and supporting quotes. The original words of
the interviewees were quoted as much as possible for
keywords or expressions and a descriptive analysis was
conducted. (5) The themes and codes were discussed, val-
idated and revised in regular meetings to reach a consen-
sus on the themes. The regular meetings were organized
by XX Peng and X Zhou, with the participation of core
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Table 1 Characteristics of the healthcare providers (N=27)
Variables

Age 46 (38,51)
Gender Male 4(14.82)
Female 23(85.18)
Occupation Physician 14 (51.85)
Nurse 7 (25.93)
Social worker 6(22.22)
Academic degree Doctor 5(1852)
Master 12 (44.44)
Bachelor 10 (37.04)
Title Professor 6(22.22)
Assistant professor 7 (25.93)
Attending 11 (40.74)
Resident 3(11.11)

Age was described as median (lower quartile, upper quartile)

researchers. Descriptions were returned to the partici-
pants for review and comment.

Ethical considerations

This study was approved by the Ethics Committee of
Beijing Children’s Hospital Affiliated to Capital Medi-
cal University. All of the participants signed the written
informed consent.

Results

In total, 27 healthcare providers were interviewed.
Demographic characteristics are shown in Table 1. Model
of SDM in PPC is shown in Fig. 1. The model of SDM
in PPC identified three themes, including participants,
principle, and process of SDM.

Decision participants

The decision participants mentioned by healthcare
providers included the PPC team, parents, patients,
and others. The core participants in SDM were the
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multidisciplinary PPC team and parents. Participants
stated that children with life-limiting conditions should
be involved in SDM to the extent of their developmental
level, physical condition, and willingness of themselves
and their parents. In addition, participants found that
there were other stakeholders who might be involved in
SDM, including siblings, grandparents, friends, teachers,
spiritual advisors, etc.

Social worker 01: In addition to parents, other rela-
tives may also participate in decision-making, such
as grandparents and brothers and sisters.

Decision principle
The decision principle included three sub themes: type,
standard and precondition.

Type

Almost all participants (92.59%) considered that all deci-
sion contents of PPC were suitable for SDM, including
symptom management, psychological, social and spiri-
tual supports, and after-death planning.

Physician 01: I think children and parents can be
involved in all decisions... I tried to get them to
attend.

Participants generally believed that different decisions
require different types of SDM. Participants stated that
there were two SDM types in PPC: the recommendation
type and the ‘free market’ type. When making treatment
decisions, healthcare providers usually adopted the rec-
ommendation type. They directly presented the option
they believed that was in the child’s best interests and
obtained the family’s consent. Sometimes, they com-
municated in more detail with the family by presenting
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Fig. 1 Model of SDM in PPC
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the pros and cons of each option with a strong emphasis
on the preferred option. When making non-treatment
related decisions, healthcare providers usually adopted
the ‘free market’ type. Healthcare providers would
explain to families all possible options, and guide them on
how to weigh the relevant advantages and disadvantages.

Physician 01: Treatment decisions are different from
other decisions. We need to provide clear sugges-
tions. Otherwise, parents will bear a huge burden
when making decisions... For non-treatment related
decisions, parents sometimes get confused and don’t
know how to choose. We will teach them how to eval-
uate their options. We will not make decisions for
them, but guide them on how to make decisions.

Standard

Participants stated that the SDM of PPC relied on
the ‘best interests’ standard. In addition, participants
believed that, while the child’s best interests were
intended to be the overriding factor, healthcare providers
should also consider the interests of the family as a whole.
Participants mentioned that sometimes they strived to
blend priorities and sought some degree of equipoise of
the interests of both children and their families.

Physician 02: I think care should be patient-cen-
tered. Act in the best interests of the child...We also
need to protect the interests of parents. Parents need
to move on with their lives after the patient has
passed away. We need to ensure that the decisions
we make do not harm them.

Precondition

Participants emphasized that the precondition for
stakeholders to participate in SDM was that they fully
understood the children’s condition and reached a basic
consensus with the PPC team on the overall care goal.

Physician 02: Parents need to know the current con-
dition of the child. We also need to counsel parents
on what PPC is and what our goal is. We should
make sure that we are all on the same page.

Decision process

The decision process describes the fundamental process
of SDM, as well as identifies coping strategies for certain
difficulties. The fundamental process included five steps.
The difficulty of the second step was how to encourage
parents and children to participate in decision-mak-
ing. The difficulty of the third step was how to resolve
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conflicts. For these difficulties, participants provided
their own coping strategies.

Fundamental process

The fundamental process of decision-making is an itera-
tive process that needs to be completed for each decision.
Participants emphasized that, in clinical practice, SDM
might not always fall neatly into the sequential steps as
follows.

Physician 06: The process is not always standard-
ized and we need to make adjustments according
to the actual situation. Sometimes the exchange of
information may take many rounds, or there may
be decision-making participants leaving or joining
midway.

a. Preparation.

Participants mentioned that, before communicating with
the family, the PPC team should hold a multi-disciplinary
team meeting to: (1) assess the experiences and needs of
the family; (2) determine the decisions to be made and
their feasible options; and (3) develop communication
strategies. Participants suggested that the team needed
to reach a unified understanding of the goals of care and
the recommended option, and ensure the consistency of
the information provided by the different healthcare pro-
viders. When the decision required the collaboration of
a multi-disciplinary team, team members needed to dis-
cuss each member’s unique role, skills and capabilities,
and to discuss how to share responsibilities.

Physician 08: Before communicating with parents,
we need to reach a consensus. We will hold an inter-
nal meeting to determine the content and strategy of
communication, as well as the division of labor.

b. Identifying participants and their preferred role
during involvement.

Participants found that the form and extent of the child
and parents’ involvement could vary widely; from no
involvement to dominance, and from a direct to indirect
influence. Therefore, participants suggested understand-
ing the willingness and preferred role of the child and
parents to participate in SDM and developing individual-
ized ways for them. Children’s participation required the
consent of both parents and the children themselves. In
addition, the PPC team could explore whether the fam-
ily wanted other relatives or friends of the child to par-
ticipate in the decision-making process. Before formal
communication, healthcare providers should assess the
deciding participants’ understanding of their children’s
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condition. Participants mentioned that the factors
influencing the individuals’ roles in the SDM process
included, being the dominant voice of the family, the
family culture, the degree of emotional burden on the
individual, and their respective level of knowledge per-
taining to the illness.

Nurse 07: There are significant differences in the
ways parents and children participate in decision-
making... The parents’ educational level and family
atmosphere all have an impact.

Physician 03: Regarding whether the child partici-
pates in decision-making, I will ask the parents first.
If the parents agree, I will ask the child. I will also
ask the family if they want other people to partici-
pate in (SDM).

c. Exchange of information.

Participants stated that communications involved par-
ticipants’ values, tailor-made information on the pros/
cons of each option, and how these decisions fit with the
child’s and family’s preferences, values and resources.
PPC teams could start with topics about values and goals,
which are the basis for decision-making. Participants
suggested that the PPC teams explain not only what
they believe is the best course of action, but whether
this recommendation is supported by evidence and if
not, on what basis this recommendation is being made.
When evidence was lacking or existing evidence was
contested, healthcare providers should acknowledge the
uncertainties.

Participants emphasized that healthcare providers
needed to provide information, especially medical related
professional knowledge, in a language that children and
parents could understand. Furthermore, healthcare pro-
viders needed to constantly check other participants’
understanding of the information provided.

Physician 04: Regarding palliative sedation, I will
tell them the advantages and disadvantages, such
as less time to communicate with children. At the
same time, I will explore the values and preferences
of parents and children and think about how we can
meet their preferences or wishes...We need to talk to
them in terms they understand.

Physician 01: There’s very little research and a lot of
uncertainty, and we need to acknowledge that.

Participants noted that it was difficult for parents to
make rational decisions when they showed strong emo-
tional responses. In addition, parents needed enough
time to absorb information, ask questions, reflect on the
options and build consensus within the family.
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Social worker 01: When they are in an emotional
state, or they need time to process information, we
will give them enough time.

Participants mentioned that they regarded advance care
planning documents as important tools to guide their
communication. In addition, families used advance care
planning documents to understand what decisions might
need to be completed in the future, and to think, com-
municate and record decisions. Participants emphasized
that the process of communication and decision-making
was more important than signing documents.

Physician 12: I use it (advance care planning docu-
ments) as a blueprint for discussion. It can guide my
communication.

d. Confirming agreement and discussing its
implementation.

After full negotiation, an agreement can be confirmed.
Participants mentioned that the PPC team might hold
another meeting to discuss the implementation plan of
the decision and convey important information to the
members of the teams who did not participate in the
decision.

Social worker 01: We will hold another meeting to
discuss the implementation details, and all relevant
staff will participate.

e. Follow-up and implementation.

Participants noted that end-of-life decisions were some-
times made in advance, and families might change their
decisions, therefore regular follow-up needed to be
arranged. Finally, the decision was implemented accord-
ing to the plan.

Nurse 05: The condition of children is changing, and
families’ decisions will also change accordingly.

Mobilizing patients and parents to engage

a. Providing information support and decision
coaching.

The participants emphasized the importance of provid-
ing information support, including the benefits and pro-
cesses of SDM, as well as children’s rights, abilities and
methods to participate in decision-making. In addition,
participants emphasized that many families needed guid-
ance on how to inform the children of their illnesses
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and involve them in SDM. Healthcare providers also
needed to provide decision coaching to guide parents to
reflect on decisions and build skills in deliberation and
communication.

Social worker 02: We should educate parents about
the benefits of SDM. In addition, we should help
them realize that children have the need to be
informed and participate in decision-making.

b. Creating partnerships.

Participants found that families who created partnerships
with the PPC teams were more willing to participate in
SDM. It was more difficult to establish partnerships with
children than adults, which required more time and
cooperation of multidisciplinary teams. Children’s most
trusted team members were usually those who spent
a long time with them, meaning they could become a
bridge for other team members to build strong bonds
with children.

Nurse 03: We need to build a trusting relationship
with the family. We can quickly establish contact
with adults. But it takes a long time for children to
be willing to talk to you.

c. Respecting children’s decision-making ability and
willingness.

All participants encouraged children to participate in
SDM as much as possible. Participants noted that health-
care providers should involve children in a personalized
manner. Some participants believed that although age
was an important factor affecting decision-making abil-
ity, family and social culture, as well as personal experi-
ences also strongly influenced children’s decision-making
ability and willingness. Participants found that children’s
willingness to participate in decision-making was very
different. Some children wanted to actively participate
in SDM, even leading the decision-making process;
some children wanted their parents to make decisions
for them; some children preferred to not be actively
involved in the decision-making process, but rather they
desired to receive information and voiced their prefer-
ences. Participants suggested that when children express
questions or ideas regarding treatment, care and future
planning, healthcare providers could use this opportu-
nity to evaluate the ability and willingness of the children
and use it as a trigger to invite the child to participate in
decision-making.

Social worker 01: We find that age may not be the
most important factor; in some cases a 5-year-old
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child might have the ability to participate in funeral
planning, whereas a 10-year-old child might not.

d. Beginning with simple decisions.

Participants suggested beginning with simple decisions
(such as daily life planning and comfort care), and grad-
ually transiting to complex decisions (such as medical
decisions). Making a simple decision could make families
realize the benefits, feasibility and importance of SDM.

Physician 12: We will begin with simple questions,
something easy to think about and answer.

e. Making the decision with an appropriate timing.

Some participants found that plans made prematurely
might not be applicable at the time of use because chil-
dren’s conditions have changed. Therefore, participants
argued that it was not always better to make decisions
earlier in the disease trajectory, and they believed that
different decisions had different appropriate timing.
Some participants suggested judging the timing of each
decision based on triggers. Triggering factors include
changes in the condition of the children, related ques-
tions raised by the children and their families, etc.

Social worker 01: Each decision has its own appro-
priate time. We need to seize the opportunity. For
example, parents were not willing to make decisions
about funeral affairs too early.

Confilict resolution

Participants stated that deciding participants might dis-
agree on the best course of action. They might differ-
ently view the problems, benefits and risks. Participants
offered some strategies on how to move the conflict
dynamic towards a positive outcome.

a. Identifying the basic reason of the conflict.

Participants believed that understanding the basic reason
behind conflicts was an important way to resolve them.
Conlflicts could result from a difference in values, goals,
priorities, perceptions, and identities. Furthermore, due
to the negative emotion and lack of acceptance of a poor
prognosis, parents might become narrow-minded about
what is best for their child, such as having biases toward
initiating more interventions rather than focusing on
comfort. Participants suggested that viewing issues from
the parents’ perspective would help them understand
their choices.
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Physician 01: 1 will ask parents: “You are particu-
larly reluctant to use morphine. What are you wor-
ried about?” Once we can understand the source of
a problem, we will better know how to solve it. We
need to explore its underlying causes.

b. Seeking common goals among all parties.

Participants stated that siding with one party would lead
to further tension. Participants suggested seeking com-
mon goals and concentrating on areas of shared interest,
which provided a solid basis for conflict resolution.

Nurse 06: We ask parents to focus on their child, to
think about what our common goals are and how to
do the best for the child.

c¢. Understanding that the resolution process is more
important than the result.

Participants noted that healthcare providers should
understand that not all conflicts could be resolved,
especially if the parties have longstanding conflicts.
Nevertheless, important information obtained during
communication, such as values and preferences, should
still be recorded. Participants stated that SDM means a
shared process, not necessarily a shared decision. In the
process of conflict resolution, more attention should be
paid to the process of communication and mediation
rather than the results.

Physician 06: Sometimes we can’t eliminate the dif-
ferences completely. Our goal is to improve their
understanding of decision-making and mutual rec-
ognition in the process of communication.

Discussion

Families and children with life-limiting conditions need
to make a wider range of decisions, including treatment
decisions, death location, social supports, and so on,
which presents emotional response, stress and moral
dilemmas [14, 15]. SDM is promoted as the gold-stan-
dard in PPC [16]. This study developed a model of SDM
in PPC based on the experiences and perceptions of PPC
healthcare providers.

This study was designed to build a model that could
guide clinical practice, therefore we focused more on
strategies to address obstruction rather than a compre-
hensive understanding of the various levels of barriers.
Previous research has shown that the most frequent bar-
riers in SDM of the pediatric field were features of the
options, poor quality information, parent/child emo-
tional state, power relations, and insufficient time [9, 17].
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These barriers also exist in SDM practice in the field of
PPC. Further research is needed to comprehensively
explore the barriers and facilitators of SDM in PPC, in
order to further promote the clinical practice.

Beyond the barriers to universality, the biggest chal-
lenge for SDM in the PPC field is how children partici-
pate in decision-making. SDM in pediatrics is triadic
because children may be as much, or even more involved,
as the parents. Although children’s participation in deci-
sion-making is considered an essential component of
quality of care, healthcare providers and parents usually
do not involve them in the decision-making process [10].
The reasons include underestimation of a child’s capabili-
ties, presumed complexity and uncertainty of the issue,
and protectiveness of the child from reality [18]. This
study provides some suggestions for promoting children’s
participation in decision-making, and the effectiveness of
these suggestions needs further verification.

A child’s capacity to make decisions is not well-defined
in existing literature; furthermore, participants used in
research tend to be older aged children [19-21]. Partici-
pants in this study encouraged children to participate in
decision-making as much as possible and believed that
children’s participation should be determined according
to their actual abilities and willingness, rather than their
age. This opinion challenged the belief that age is the
main barrier to involvement in decisions, and lends some
credence to the assertion that children can also be active
decision makers in PPC. As Alderson et al. found, rather
than age, other factors such as experience, relationships
and values affect children’s involvement in decision mak-
ing [22]. Alderson and Montgomery also put forward
that all children could be included in decisions and that
their participation is a stepped process [23].

Given the broad topic of pediatric end-of-life issues
and the multiple stakeholders involved, the inter-pro-
fessional approach was deemed the key point of SDM
in PPC [24, 25]. PPC involves professionals from vari-
ous disciplines, such as physicians, nurses, psychologists,
social workers, and chaplains. Each discipline contrib-
utes unique expertise and perspectives, allowing for a
more holistic, comprehensive and individualized care
plan [26]. Le’gare” et al. developed and validated a con-
ceptual model for an inter-professional approach to SDM
in primary care [12, 25, 27]. This study is guided by the
model above and provides a theoretical basis for multi-
disciplinary SDM practices in PPC. Although this study
emphasized the importance of information exchange
within the team and multi-disciplinary team meetings,
we did not explore the experiences of non-core members
of decision-making (such as psychologists and chaplains)
and provide guidelines in detail for how to collaborate,
especially when those roles perceived differences in
power. Further research should consider expanding our
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focus to other disciplines, such as psychologists, to gain
a more comprehensive understanding of SDM within the
entire PPC team and the collaborative patterns among
team members.

Strengths and limitations
To our knowledge, this is the first study to develop a
SDM model in PPC.

Differences in culture, system and law between West-
ern countries and non-Western countries may lead to
certain differences in the details of SDM practice. There-
fore, the transferability of the findings to other settings is
uncertain.

Conclusions

This study develops a model of SDM in PPC, which
provides a structural approach to practice from three
aspects: participants, principle and process. From a
research perspective, the model contributes to the exist-
ing body of knowledge by providing a conceptual model
for SDM in the context of PPC. From a clinical practice
perspective, the model provides practical guidance for
healthcare providers in PPC, promoting families’ auton-
omy and satisfaction while ensuring care plans align with
their values.
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SDM  Shared decision-making
PPC Pediatric palliative care
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