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abstractOBJECTIVE: To develop recommendations for pediatric shared decision-making (SDM).

METHODS: We conducted a Delphi method study from 2020 to 2021 with an international panel
(n5 21) of clinicians, researchers, and parents with expertise in pediatric SDM. We conducted
semistructured interviews to identify the key processes of pediatric SDM. We coded the
interviews using content analysis and developed a questionnaire on the potential processes of
pediatric SDM. Using a Likert scale, panelists evaluated each process twice, once for simple
decisions and once for complex decisions. Panelists were provided with a summary of the
results and evaluated each process again. The processes that were agreed on for simple and
complex decisions were reported as “fundamental processes.” The processes that were agreed
on for complex decisions were reported as “additional processes.”

RESULTS: A total of 79 recommendations were developed, including 29 fundamental processes
and 14 additional processes for complex decisions. A recurring theme was the importance of
personalizing the decision-making process. For example, the panel recommended that
physicians should assess the family and child’s desired roles in the decision-making process,
assess their desired level of directiveness, and elicit and clarify their values, preferences, and
goals. The panel also disagreed on several subprocesses, such as how to determine the child’s
role and the appropriate level of directiveness.

CONCLUSIONS: An international expert panel developed recommendations for pediatric SDM for
both simple and complex decisions. The recommendations highlight the importance of
personalizing the decision-making process.
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WHAT’S KNOWN ON THIS SUBJECT Although SDM is
widely accepted in pediatrics, there is currently no
consensus on specific processes unique to pediatrics,
resulting in wide variation in clinical practice and
research.

WHAT THIS STUDY ADDS Using Delphi methodology, an
international expert panel reached a consensus on the
processes involved in pediatric SDM and generated
recommendations on how to facilitate and achieve
pediatric SDM for both simple and complex decisions.
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Pediatric shared decision-making
(SDM) is the set of processes by
which health care decisions are
made through a respectful
collaboration between clinicians and
patients (to the degree that they can
or want to participate) and their
parents or guardians. SDM is
recognized as a key component of
family-centered care1,2 and
endorsed by the American Academy
of Pediatrics,2 as well as other
United States and international
organizations.3–5 Despite these
endorsements, SDM may not be as
widely implemented in pediatrics as
is recommended.6,7 One study
revealed that neonatologists rarely
honored parental preferences
around resuscitation at extreme
prematurity8 and made most clinical
decisions themselves.9 Another
study revealed that, even after
receiving SDM training, only 8% of
pediatric clinicians reported
frequently using SDM in their
clinical practice.10

Suboptimal use of SDM may be due
to a lack of clinician training in best
SDM processes, insufficient time,
power imbalances, and clinician
bias.11 One of the most important
factors inhibiting the
implementation of pediatric SDM,
however, is the basic lack of clarity
and consensus about what specific
processes constitute high-quality
SDM. Nearly all models of SDM are
adult-medicine-focused.12–16 Yet,
key differences exist between adult
and pediatric medical decision-
making, the most obvious being that
many adult patients engage in
decision-making for themselves,
whereas, in pediatrics, parents of
pediatric patients often make
decisions on behalf of their children.
Although the authors of many
pediatric SDM studies adapt and use
adult SDM models, how they do so
varies, impeding comparisons of
data and conclusions.

To address the problems arising
from the lack of a consensus
processes-oriented model of
pediatric SDM, the objective of this
study was to develop an expert
consensus model of pediatric SDM
that incorporates all the processes
that are fundamental to pediatric
SDM.

METHODS

Study Design

We conducted an international
Delphi study between November
2020 and May 2021. The Delphi
method is a widely used technique
to develop health care
recommendations using iterative
rounds of questionnaires,
anonymous rating of items (to
prevent panelists from unduly
influencing each other),
incorporation of panelist feedback
between rounds, and sharing with
panelists the finding of previous
rounds of questions.17,18

The conduct of this study was
approved by the institutional ethics
review board at the University of
Zurich. All participants provided
written informed consent.

Expert Panel

The expert panel included clinicians,
researchers, and parents. We first
identified clinicians and researchers
by searching PubMed to identify
authors who had published $5
manuscripts on pediatric SDM
between 2000 and 2019. Potential
candidates were invited to
participate via E-mail. During initial
interviews, participants were asked
to nominate other experts in the
field of pediatric SDM. This snowball
sampling identified additional
experts in the field of pediatric SDM
who may not have published
extensively yet. All panelists
recommended via snowball
sampling had published $2
manuscripts on pediatric SDM.

Potential parent panelists included
parents who presented on pediatric
SDM at the International Conference
on Patient and Family Centered Care
or who participated in hospital or
national health care organizations’
parent advisory committees.
Additional parent panelists who had
participated in previous pediatric
SDM projects were identified via
snowball sampling as described
above.

Data Collection

Round 1

In this initial round, 1 researcher
(SE) conducted individual
semistructured, open-ended
interviews with panelists via
internet-based video meetings to
explore their perspectives on the
essential processes of pediatric SDM.
The same researcher (SE) then
deidentified, transcribed, entered
into NVivo,19 and coded the
interviews using content analysis.
Twenty percent of the interviews
were double-coded and checked for
agreement between 2 team
members (SE and JS). All
disagreements were discussed and
resolved. Ninety-eight processes
were developed from the codes. All
processes were reviewed by 2 team
members (SE and JS), and all
disagreements were discussed and
resolved.

Mini Round

In Round 1, panelists used a variety
of definitions for pediatric SDM. To
ensure consistency, we established a
common definition of pediatric SDM
to use in Rounds 2 and 3. We used
data from Round 1 to develop 4
potential definitions of pediatric
SDM. Participants selected their
preferred definition and were able
to provide feedback through an
optional free response.

Each panelist was provided with the
results of the Mini Round (that
specific panelist’s selection, the

2 EATON et al



panel’s aggregate results, and a
summary of the comments) via
e-mail before Round 2. Panelists
were instructed to use the agreed
on definition of pediatric SDM as a
framework for Round 2.

Round 2

In Round 2 we evaluated group
consensus on the definition and
processes required for pediatric SDM.
We used an internet-administered
questionnaire (see the Supplemental
Information) in which panelists evalu-
ated 45 potential processes of pediatric
SDM via a Likert scale (Strongly Dis-
agree [1] to Strongly Agree [9]). Some
processes also had corresponding
“subprocesses.” For example, the pro-
cess “determine the child’s role” con-
tained several subprocesses about the
factors that should be considered
when doing so. During this round, pan-
elists also evaluated 6 aspects of the
definition of pediatric SDM. The sub-
processes and definition processes
were also evaluated by a Likert scale.
Panelists had an optional free response
box for each process to provide gen-
eral comments, suggest revisions, or
propose new processes. All processes
were evaluated twice, once in the con-
text of simple decisions and once in
the context of complex decisions. We
used this approach because, during
Round 1, many panelists stated that
the processes of pediatric SDM vary
based on the decision’s complexity.

On the basis of the comments from
Round 2, we revised 17 processes
and 3 subprocesses (mostly minor
wording changes) and added
2 processes and 15 subprocesses for
Round 3.

Round 3

In Round 3, the panelists were
provided with the results of Round
2, including the panelist’s previous
response, a boxplot depicting the
median, interquartile range, and
range of the panelists’ ratings, and a
summary of comments. The results

also included the final definition of
pediatric SDM (which remained
unchanged), with instructions to use
this definition for Round 3.

As in Round 2, processes were
evaluated independently for simple
and complex decisions. All SDM
processes and subprocesses from
Round 2, as well as new processes
and subprocesses generated from the
comments, were included (Fig 1).
Revised and new processes were

color-coded to ensure panelists paid
special attention to the changes.

Data Analysis

We analyzed the responses provided
by respondents for each process and
subprocess, focusing on 2 different
attributes, namely the degree to
which the scores typically endorsed
the process (called “consensus” in the
Delphi literature) and the degree to
which the scores, whether high or
low, were consistent across

-Removal 

12 subprocesses were removed 

(because of redundancy or poor

wording)

-Consensus

29 processes achieved consensus for

simple decisions 

43 processes achieved consensus for

complex decisions 

35 subprocesses achieved consensus

-Disagreement

13 potential processes and 13

subprocessess revealed

disagreement 

Step Method Result

1. Panel formation

-Panelists identified 

Literature review (>5 ped SDM publications)

Snowball sampling ( >2 ped SDM publications)

-Panelists identified (n = 24) 

Agreed to participate (n = 21)

Did not respond (n = 2)

Declined because of lack of  time 

-Semi structured interviews conducted 

-Transcripts coded using content analysis

-Potential processes of SDM generated from codes 

-Interviews (n = 21) 

-Items for Round 2 

45 processes of ped SDM

52 subprocesses

4 definitions of ped SDM 

3. Mini round  
questionnaire 

-Panelists voted on potential definitions of pediatric SDM

generated from Round 1 data  

Multiple choice & optional comments

-Definition of ped SDM selected 

-6 items generated about the definition of

pediatric SDM  

4. Round 2 
questionnaire 

-Items generated from Round 1 were evaluated as generally

necessary processes of pediatric SDM 

Each process was evaluated twice: for simple and

complex decisions

Likert Scale 1–9 & optional comments

-Items about the definition of pediatric were evaluated

Likert Scale 1–9 & optional comments

-Final definition of pediatric SDM selected

(unchanged from the Mini Round) 

4 items achieved consensus and

were incorporated into the final

definition

-Items revised based on panel's comments 

2 processes added

15 subprocesses added

17 processes minorly revised

3 subprocesses minorly revised

5. Round 3 
questionnaire 

-All processess and subprocesses from Round 2 and new

processes and subprocesses were evaluated   

Likert Scale 1–9 & optional comments

-Personalized feedback included beneath each process 

Boxplot of panel's results, summary of comments,

panelist's previous vote

-Processes and subprocesses were evaluated for consensus:

Median >7 

>70% of panelists voted >7

and for disagreement:

17th–5th vote > 3

6. Transformation
into framework 

-Processes that achieved consensus for simple and complex

decisions were classified as "fundamental processes of pediatric

SDM" 

-Processes that only achieved consensus for complex decisions

were classified as "additional procsess of pediatric SDM for

complex decisions" 

- 29 fundamental processes of pediatric
SDM  (with 22 subprocesses) 

- 14 additional processes of pediatric SDM
for complex decisions (with 13
subprocesses) 

Final result

2. Round 1 
interviews 

(n = 1)

FIGURE 1
Methodology and results.
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respondents (called “agreement” in
this study). Consensus endorsement
was defined a priori by 2 criteria:
(1) $70% of the panelists scored the
process $7 and (2) the median score
was $7. This is the most frequently
used definition of consensus in Delphi
studies.20 Processes that were agreed
on for both simple and complex
decisions were classified as
“fundamental processes of pediatric
SDM.” Processes that were only
agreed on for complex decisions were
classified as “additional processes of
pediatric SDM for complex decisions.”

We assessed the degree of
agreement of the responses across
panelists by examining the
dispersion of the scores. Many
Delphi studies define disagreement
as when the following are both
true: (1) $30% of the votes $7 and
(2) $30% of the votes #3. In our
study, although scores #3 were
uncommon, many processes
achieved a preponderance of
scores $7, yet the panelists’
open-ended comments demonstrated
substantial disagreement. Therefore,
interrater disagreement was defined
as being present if <50% of the
scores fell within a 3-point range on
the 9-point Likert scale (that is, >50%
of scores were $4 points apart from
each other).

RESULTS

Expert Panel

The final panel (n 5 21) consisted
of clinicians/researchers (n 5 16)
and parents (n 5 5) from the
United States (n 5 13), Canada
(n 5 3), the Netherlands (n 5 3),
the United Kingdom (n 5 1), and
Australia (n 5 1). The panel
included primary care (n 5 5),
pediatric intensive care (n 5 3),
and neonatology (n 5 7) clinicians.

All 3 rounds had a 100% completion
rate.

Definition of Pediatric SDM

In the Mini Round, 4 potential
definitions of pediatric SDM were
evaluated by the panelists, who
identified 6 attributes within the
various definitions of pediatric SDM.
In Round 2, 4 of the 6 attributes were
agreed on and were incorporated into
the final definition:

Pediatric SDM is a process of
respectful collaboration between
clinicians, patients, and their parents
or guardians to make health care
decisions based on clinical expertise
and the family’s values, preferences,
and goals.

Processes of Pediatric SDM With
Consensus Endorsement

In Round 1, 45 potential processes of
pediatric SDM and 52 subprocesses
were generated and then evaluated
in Round 2. Based on the panelists’
comments from Round 2, 2 potential
processes and 15 subprocesses were
added, and minor wording changes
were made to 17 potential processes
and 3 subprocesses. All the new and
original potential processes and
subprocesses (with revisions) from
Round 2 were included in Round 3.
After Round 3, 12 subprocesses were
removed (10 because of panelists
interpreting the question stem
differently, as demonstrated by their
comments, 1 because of poor
wording and 1 removed because of
redundancy). In total, 47 potential
processes and 55 subprocesses were
analyzed.

Overall, 29 processes achieved
consensus endorsement for both
simple and complex decisions and
were classified as “fundamental
processes of pediatric SDM”; these
processes are listed in Table 1, and
their scores are displayed in Fig 2.
Fourteen processes achieved
consensus for only complex
decisions and were classified as
“additional processes of pediatric
SDM for complex decisions” (Table 2

and Fig 3). Thirty-five subprocesses
achieved consensus: 22 for
fundamental processes and 13 for
additional processes for complex
decisions.

Finally, 13 potential processes and
13 subprocesses were found to have
disagreement (Supplemental Figs 4
and 5, respectively).

Fundamental Processes With
Consensus Endorsement

Processes that achieved consensus for
both simple and complex decisions
were classified as fundamental
processes of pediatric SDM.

Personalizing the discussion(s) to the
family’s needs and preferences was a
common theme. Assessing the
family’s (1) understanding of the
clinical situation, (2) health literacy,
(3) information preference (big
picture or details), and (4) values,
preferences, and goals was essential
to tailoring the discussion. Although
eliciting and clarifying the family’s
values, preferences, and goals is
common to many models of SDM, this
panel determined that this process
varies in depth depending on (1) the
complexity of the decision, (2) the
family’s needs (eg, if they had already
clearly articulated their values), and
(3) the family’s willingness to
discuss their values. The panel also
recommended that when clinicians
determine the appropriate level of
directiveness, they should consider
(1) the family’s desired level of
directiveness, (2) the degree of
clinical uncertainty, (3) the degree of
preference sensitivity, (4) the degree
of clinical equipoise, and (5) the level
of urgency.

The panel concluded that
providing a recommendation
(when appropriate) is a
fundamental process of pediatric
SDM. The panel also recommended
that, when clinicians make
recommendations, they should
(1) reflect on their own biases
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before making a recommendation,
(2) use an interprofessional team
meeting to make a recommendation
in more nuanced cases or when

there is greater clinical equipoise,
(3) ensure the recommendation is in
alignment with the family’s values,
preferences, and goals, (4) continue to

present all permissible treatment
options to the family, and (5) provide
permission for the family to make a
different choice without repercussions.

TABLE 1 Fundamental Processes (and Subprocesses) of Pediatric SDM for Both Simple and Complex Decisions

The Expert Panel Recommendations

Determine if SDM is appropriate
Determine the ethically permissible treatment options

Possible ways to do this:
Use clinical judgement (if the options are obvious or standard)
Review the medical literature
Consult colleagues at the institute
Hold an interprofessional team meeting

Become familiar with the treatment options that will be offered to be able to answer the family’s questions
Reflect on personal biases and employ strategies to mitigate them
Establish a trusting relationship with the family
Provide an opportunity for the family to share pertinent clinical information (eg, past medical history, response to previous therapy, overall wellbeing

before visit)
Identify the problem (diagnosis or signs and symptoms)
Assess the family’s current understanding of the clinical situation
Assess what the family wants to know (eg, more information, a second opinion, a recommendation)
Make clear that there are multiple treatment options
Make clear that there is a decision to be made
Explicitly invite the family (including the child, if possible and appropriate) to participate in the decision-making process
Determine the child’s role in the decision-making process

Factors that should be considered:
Child’s desired role
Child’s decision-making capacity
Child’s required participation in the treatment plan
Child’s familiarity with their illness
Relevant laws

Determine what type of information the family desires (eg, big picture or details)
Assess the family’s health literacy and tailor information to their individual levels of understanding
Determine the appropriate level of clinician directiveness

Factors that should be considered:
Parents’ desired level of directiveness
Clinical uncertainty
Preference sensitivity
Degree of clinical equipoise
Urgency

Present the range of ethically permissible treatment options (which may include the option of no treatment, if appropriate)
Discuss the benefits and burdens of each treatment option
Present data in a way that is useful and meaningful to the family
Elicit and clarify the family’s values, preferences, and goals

The depth of the process will vary based on:
Complexity of the decision
Family’s willingness to discuss these topics
Family’s needs

Provide the family with a recommendation (if appropriate)
Reflect on how personal biases may influence making a recommendation
For more difficult cases, consider holding an interprofessional team meeting to determine if what recommendation should be made
If possible, choose a recommendation that is in alignment with the family’s values, goals, and preferences
Discuss all ethically permissible treatment options with the family
If >1 ethically permissible option, give the family permission to choose alternative option

Ask the family what questions they have
Assess the family’s understanding and address any misconceptions or gaps in knowledge
Discuss the family’s ability to revisit the decision and change their minds at a later time (if possible)
If the family chooses an option that does not seem in line with their previously stated preferences, reassess their understanding
Clearly state the final decision (or plan if a discrete decision was not made) and confirm that the family agrees
Ensure the family feels supported in the decision
Create a feasible care plan that can be implemented and sustained

The processes above are listed in what may be the most typical sequential order in which they might occur.
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Additional Processes for Complex
Decisions With Consensus
Endorsement

This panel found that, in addition to
the fundamental processes (Table 1),
several additional processes are
important to facilitate pediatric SDM
for complex decisions (Table 2).
They recommended that clinicians
assess the parents’ desired roles in
decision-making and explore

whether the family desires to
include any additional stakeholders
(such as grandparents or elders).
They also recommended regularly
reassessing the fundamental
processes that can be personalized
because a family may change their
preferences for different types of
decisions as they become more
familiar with their child’s illness
and the clinical setting.

Although the panel recommended
eliciting and clarifying the family’s
values, preferences, and goals for all
decisions, they recommended
additionally discussing how each
treatment option aligns with the
family’s values, preferences, and
goals for complex decisions.

Process With Between-Rater
Disagreement

Although the panel agreed that
determining the child’s role in
decision-making is a fundamental
process of pediatric SDM, they
disagreed about whether one should
consider (1) the parents’ preference
for the child’s role and (2) the severity
of the consequences of the decision.

Although the panel achieved
endorsement consensus that
determining the appropriate level of
clinician directiveness is a
fundamental process of pediatric
SDM and reached a consensus on
several factors that should influence
the degree of clinician directiveness,
the panel displayed interrater
disagreement over whether the
following factors should be
considered: (1) degree of clinical
uncertainty, (2) degree of clinical
equipoise, (3) severity of the
consequences of the decision,
(4) moral uncertainty, and
(5) clinician’s preference for
decision-making approach (clinician’s
desired level of directiveness).

Lastly, although the panel achieved
endorsement consensus that
providing recommendations (when
appropriate) is a fundamental part of
pediatric SDM, they displayed
between-rater disagreement about
whether the clinician should inquire if
the family desires a recommendation
before providing one.

DISCUSSION

Despite numerous recommendations
that SDM should be the main
method for family-centered

(C)
Create feasible treatment plan (S)

(C)
Support family in decision (S)

(C)
Reassess understanding if choice not consistent (S)

(C)

(C)
Discuss ability to revisit decision (S)

(C)
Assess understanding and clarify misconceptions (S)

(C)
Discuss family's questions (S)

(C)
Provide recommendation (if appropriate) (S)

(C)
VGP*: elicit and clarify (S)

(C)
Data: present in meaningful way (S)

(C)

(C)
Treatment options: present (S)

(C)
Determine clinician directiveness (S)

(C)
Health literacy: assess and tailor (S)

(C)
Assess information preference (S)

(C)
Assess child's role (S)

(C)
Invite participation: child (S)

(C)
Invite participation: parents (S)

(C)
Clarify there are options (S)

(C)
Clarify that a decision exists (S)

(C)
Assess family's desired information (S)

(C)
Assess family's understanding (S)

(C)
Identify the problem (S)

(C)
Allow family to share information (S)

(C)
Establish trusting relationship (S)

(C)
Mitigate personal bias (S)

(C)
Treatment options: familiarize (S)

(C)
Treatment options: determine (S)

(C)
Is SDM appropriate?: determine (S)

789
Score

(S) Simple

(C) Complex

Median Score

Range of
Upper 70%
of Scores

Decision
Type

SDM Processes

Treatment options: discuss benefits/burdens (S)

State decision and confirm agreement (S)

FIGURE 2
Fundamental processes of pediatric SDM (simple and complex decisions).
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decision-making in pediatrics, the
specific processes and
communication techniques for
achieving high-quality SDM have
remained unclear. Using the Delphi
method, a panel of international
experts reached a consensus
regarding the processes of pediatric
SDM. They subsequently developed
a framework that acknowledges that
the SDM approach will vary
depending on the complexity of the
decision. The framework provides
guidance for both simple and
complex decisions by classifying
processes as fundamental processes
(to be used for all types of
decisions) or as additional processes
needed for more complex decisions.

Families vary in their values,
preferences, and goals, including
their preferred approach to making
medical decisions for their
children.21,22 The processes
described here should be used when

SDM is appropriate and desired by
the family. The desired degree of
collaboration will vary between
families, and the processes revealed
by this study should be tailored to
each family’s preference.

Our main findings highlight the
importance of personalizing the
decision-making process to the
family’s preferences and their
unique clinical situation, including
determining the child’s and parents’
roles in the SDM process,
determining the family’s information
preferences, exploring the family’s
values, preferences, and goals,
titrating clinician directiveness, and
providing a recommendation (if
appropriate) on the basis of the
family’s values, preferences, and
goals.

In addition to producing a novel
framework for pediatric SDM, this
Delphi study revealed several areas
of disagreement among the panelists.

For example, the panel did not agree
on (1) which factors determine the
child’s role in the SDM process,
(2) which factors determine the
appropriate level of clinician
directiveness, (3) what the role of
the palliative care team should be,
and (4) if a family should be asked if
they want a recommendation before
clinicians provide one. Panelists also
expressed misgivings about the word
“shared” in SDM. These areas, and
whether the phrase “shared” should
be replaced by “personalized” or
another term warrant additional
exploration and discussion.

This is the first study that has
examined agreement on key topics
crucial to SDM among prominent
experts on pediatric SDM. The
resulting consensus pediatric SDM
model is the first to stratify
recommended processes on the basis
of the clinical decision’s complexity.
This proposed model of pediatric SDM

TABLE 2 Additional Processes (and Subprocesses) of Pediatric SDM for Complex Decisions

The Expert Panel Recommendations

Hold an interprofessional team meeting
This can be used to:
Determine which treatment options should be offered
Determine the recommendation (if one is being provided)
Ensure the clinical team understands the reasoning for a decision
Ensure the clinical team is on the same page so their communications to the family are consistent
Manage moral distress by debriefing with the care team after a difficult case

Establish an appropriate setting
Use a quiet room that ensures privacy
Ensure other clinical responsibilities are covered
Silence phone/pager
Be seated
Have tissues available for the family
Face the family (not a computer)
Use the child’s name

Discuss what the clinician and the family each consider to be the main problem
Assess the parents’ desired roles in decision-making
Determine if family wishes to include additional stakeholders in the decision-making process (eg, grandparents, religious elders)

Invite additional stakeholders to participate in the decision-making process
Regularly reassess the processes of SDM that can be personalized (eg, the family’s desired level of directiveness, their desired roles, their desired type

of information)
Explicitly acknowledge uncertainties and the limitations of data (eg, center–center variability, generalizability)
Discuss how each treatment option aligns with the family’s values, goals, and preferences
Offer the family additional multidisciplinary supports for deliberation (eg, clergy, psychological counseling, social worker, written information)
Assess the family’s interest in a family care conference and use, if desired
Offer the family time to reflect on the decision (if possible)
Offer a follow up conversation with the family
Offer moral distress management for involved clinicians

The processes above are listed in what may be the most typical sequential order in which they might occur.
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is also the first developed from
consensus methodology. Many
recommendations in this framework
are consistent with existing literature
on pediatric SDM, which may follow
from the fact that the panelists are
prolific authors on the topic.7,23–27

Although many of these processes are
discussed in other models, such as

titrating clinician directiveness, we
found key differences in how they
should be done. For example, Kon
suggests that only the parents’ desired
level of directiveness should be
considered,23 whereas Opel contends
that the degree of clinical equipoise
and preference sensitivity should also
be appraised,24 yet this panel

recommended that the parent’s
desired level of directiveness, degree
of preference sensitivity, degree of
clinical uncertainty, level of urgency,
and degree of clinical equipoise should
all be considered. Additionally, this
framework is more extensive than
most SDM models and includes
processes, such as determining the

(C)

Offer moral distress management (S)

(C)

Offer follow up conversation (S)

(C)

(C)

Offer family care conference (S)

(C)

Offer additional SDM supports (S)

(C)

VGP*: discuss alignment with treatment options (S)

(C)

Data: acknowledge limitations and uncertainties (S)

(C)

Reassess personalization SDM (S)

(C)

Determine additional stakeholders: child (S)

(C)

Determine additional stakeholders: parents (S)

(C)

Assess parents' desired roles (S)

(C)

Main problem: discuss views (S)

(C)

Establish appropriate setting (S)

(C)

Hold interprofessional team meeting (S)

123456789
Score

(S) Simple

(C) Complex

Median Score

Range of
Upper 70%
Of Scores

Decision
Type

SDM Processes

Offer time to reflect (S)

FIGURE 3
Additional processes of pediatric SDM for complex decisions.
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child’s role, that have been discussed
in the literature but have not been
incorporated into models of pediatric
SDM.28–31

The authors of this study used an
evidence-based consensus
methodology and followed the
recommended criteria for high-
quality Delphi studies,17,20,32

including providing panelists with
extensive feedback reports between
rounds and recirculating all
processes in every round. An
additional strength of this study is
the caliber and national diversity of
the panel. The panel included
internationally renowned experts on
pediatric SDM from 5 countries and
various specialties. The panel also
included parents with expertise in
pediatric SDM from 3 countries,
resulting in a uniquely informed
model of pediatric SDM because
most proposed models of SDM have
been developed solely by clinicians.
Additionally, all panelists completed
every round of the study. A
limitation of this study includes the
fact that, because of our recruitment

criteria, we may have missed
clinicians who do not publish but
are experts on pediatric SDM. We
attempted to address this through
snowball sampling. Another
limitation is that our panel was
limited to experts from a limited
range of countries and cultures;
because the use of SDM is
spreading globally,33 more work
will need to be done to appraise
key pediatric SDM processes in
other contexts.

CONCLUSIONS

Using the Delphi methodology, an
international expert panel reached a
consensus on the processes involved
in pediatric SDM and generated
recommendations on how to
facilitate and achieve pediatric SDM
for both simple and complex
decisions. The resulting
recommendations emphasize the
importance of personalizing the
decision-making process while also
maintaining the compatibility of
clinician directiveness and
recommendations with pediatric

SDM. Future studies should further
explore the areas of disagreement
revealed by our study, such as
which factors determine the
appropriate level of clinician
directiveness and which factors
determine the child’s role in
the decision-making process.
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