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ABSTRACT

Background Children with complex care needs

are a growing proportion of the sick children seen in

all healthcare settings in the UK. Complex care needs
place demands on parents and professionals who often
require many different healthcare teams to work together.
Care can be both materially and logistically difficult to
manage, causing friction with parents. These difficulties
may be reduced if common best practice standards and
approaches can be developed in this area.

Objective To develop a consensus approach to

the management of complexity among healthcare
professionals, we used a modified Delphi process. The
process consisted of a meeting of clinical leaders to
develop candidate statements, followed by two survey
rounds open to all professionals in a UK children’s hospital
to measure and establish consensus recommendations.
Results Ninety-nine professionals completed both
rounds of the survey, 69 statements were agreed.

These pertained to seven thematic areas: standardised
approaches to communicating with families; processes
for interprofessional communication; processes for
shared decision-making in the child’s best interests; role
of the multidisciplinary team; managing professional—
parental disagreement and conflict; the role of clinical
psychologists; and staff support. Overall, the level of
consensus was high, ranging from agreement to strong
agreement.

Conclusions These statements provide a consensus
basis that can inform standardised approaches to the
management of complexity. Such approaches may
decrease friction between parents, children and healthcare
professionals.

INTRODUCTION

Children’s complex care needs have been
defined as ‘multidimensional health and
social care needs in the presence of a recog-
nized medical condition or where there is no
unifying diagnosis. They are individual and
contextualized, are continuing and dynamic,
and are present across a range of settings,
impacted by healthcare structure’.! Many
children with complex care needs also have
life-limiting conditions, that is, a condition
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WHAT IS ALREADY KNOWN ON THIS TOPIC

= The number of children with complex care needs in
UK hospitals is increasing. Difficulties in the man-
agement of these children can result in incoordinate
decision-making, increased incidence of disagree-
ments with families and a loss of focus on the child’s
best interests.

WHAT THIS STUDY ADDS

= A series of statements agreed by a mixed group of
professionals at a tertiary children’s hospital demon-
strate strong clinical consensus about best practice.

HOW THIS STUDY MIGHT AFFECT RESEARCH,
PRACTICE OR POLICY

= The statements can be used by healthcare teams to
guide better engagement with families, as well as
informing standardised policies to reduce incidence
of disagreements and improve decision-making.

for which there is no reasonable hope for
cure and from which they will die. The preva-
lence of children with life-limiting conditions
in the UK is increasing.”

Decision-making in such cases can be
medically, socially and ethically complex.
Decisions may be misunderstood and/or
contested. Disputes, either between different
professional teams or between clinicians and
the child’s family, are common across clinical
settings.” * Although the broad legal frame-
work for making decisions has remained rela-
tively consistent for three decades, society has
radically changed. Successive National Health
Service reforms have sought to reshape
health provision ‘in the business of customer
service’.” While the welfare of the child
remains the ‘paramount consideration’ in
law,6 decisions for and on behalf of children
are guided by principles of shared decision-
making, where the parentand clinician are on
a nominally equal footing.”® This welcomes
recognition of partnership notwithstanding,
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movements within society assert absolute parental rights
to decide what is best for their child’s health.’

Against this background, advances in medicine mean
that increasing numbers of children with complex care
needs are surviving for longer and occupying a greater
proportion of hospital bed-days.'” Invariably, such
patients fall under numerous medical teams and social
agencies, each trying to serve the needs and wishes of the
child and their family. Commonly, a lack of dedicated
leadership results in incoordinate decision-making, the
family confused and the best interests of the child over-
looked. Such factors might exacerbate professional—-
parental disharmony and contribute to complaints and
litigation, while compromising the well-being of all
concerned parties."!

While much has been written on how best to manage
conflict in paediatric practice,'” ' there is less consensus
on the best approach to decision-making in children with
complex needs. Best practice should help clinicians to
compassionately deliver high-quality, medically appro-
priate clinical care, while successfully collaborating with
children, families and colleagues.

METHODS

We used a modified Delphi process to determine
consensus across key professional groups.'* An initial
face-to-face meeting of selected clinical leaders (doctors,
nurses, managers) was arranged to identify the key
themes underpinning decision-making. Participants
received short lectures on essential law and ethics, the
evidence base for partnership working and the factors
contributing to conflict. There followed three facilitated
discussions. In the first discussion, five groups of partic-
ipants, each containing six to eight professionals from
mixed disciplinary and clinical backgrounds, shared
experiences among themselves of managing complexity.
In the second discussion, groups fed back to one another
the problems faced and approaches used in their own
practice. Finally, participants developed consensus opin-
ions around key themes, which were then developed
after the meeting by CM, ST-U, GB and JF into norma-
tive ‘statements’ around standards and approaches to
managing complexity. The resultant themes and state-
ments were finally shared back with the meeting partic-
ipants who were invited to check them for accuracy. In
two cases, additional statements were suggested by partic-
ipants. These were checked against existing themes and
incorporated into the supporting statements.

Two sequential Delphi rounds were used to rank
supporting statements within each theme. Participants
scored their agreement with each statement using a 5-point
Likert scale: l=strongly disagree, 2=disagree, 3=neutral,
4=agree, b=strongly agree. Participants also had the option
to select 6=don’t know. Invitations to take partin the survey
were sent by email to multiprofessional staff members
across the children’s hospital. This survey involved senior
managers, all medical consultants, all ward nursing

managers, all clinical nurse specialists (CNS), all psychol-
ogists, senior allied healthcare professionals, family liaison
team members and the chaplaincy. The email invitation
directed each staff member to a REDCap portal where they
registered their professional group and level of experience,
and were assigned a unique identifying survey number.
After 16 weeks the survey was closed. Agreement that a
particular statement should be supported and carried
forward to the second round was based on the following:
70% of respondents had scored that statement >3 with
exclusion of those who had indicated ‘don’t know’ .

All participants who participated in the first round of
the survey were then emailed an invitation to participate
in a second Delphi round. In the second round, partic-
ipants were asked to again score their agreement with
each ranked statement from round 1. In round 2, they
were additionally provided with the median score for each
statement from all participants, alongside their own score
from round 1, to explicitly allow participants to revise their
scores on the strength of emerging consensus. The final
scores for each statement, from all participants in round 2,
were analysed to determine their mean, median and IQRs.

Patient and public involvement

Patients and the public were not involved in the design or
reporting of this research for reasons that are explained
in the Limitations section of this article.

Statistical analysis

Items that were scored 6 (=don’t know) were treated
as missing data and not included in the statistical anal-
ysis. We inspected bar charts in order to assess the most
appropriate measure of normality. This provided highly
compelling evidence that scores were not normally
distributed. Therefore, medians and IQRs (25th-75th
percentiles) were used to measure central tendency.

X tests were used to determine the strength of evidence
for any differences (p<0.1) between the median scores
of participants who had dropped out between Delphi
rounds 1 and 2 compared with those who completed
both rounds. We used a p value of 0.1 in order to gauge
whether there may have been some weak associations in
the data which may have otherwise been dismissed due
to the relatively small sample size (rather than as an arbi-
trary cut point of significance)."”

Non-parametric K-sample tests were used to compare
median responses across different professional back-
grounds and years of experience. The large number
of statements being compared (69) could lead to small
p values purely by chance. To avoid this problem of
multiple testing we used the Bonferroni correction
to adjust the p value of interest to be 0.0014 (0.1/69).
Therefore, no association was deemed noteworthy unless
it had a p<0.0014.

RESULTS
The initial consensus forming face-to-face meeting
proposed 69 normative statements grouped into seven
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Box1 Themes

Consensus group themes

= Standardised approaches to communicating with families.

= Processes for interprofessional communication.

= Processes for shared decision-making in the child’s best interests.
= Role of the multidisciplinary team.

= Managing professional—parental disagreement and conflict.

= The role of clinical psychologists.

= Processes to support staff.

key themes (themes summarised in box 1 and full listing
of normative statements in table 1).

In the first Delphi round, surveys were sent to 390
professionals and 163 (42%) replied. In the second
Delphi round, the 163 professionals who had partici-
pated in the first round were surveyed again, and 99
(60%) returned the surveys with all Delphi items scored.
Across the 69 Delphi items answered by 99 participants
there were only 66 responses (0.9%) of 6=don’t know.
There was no statistical difference between the responses
of those participants who only responded to round 1
of the Delphi survey and those who responded to both
rounds 1 and 2.

The professional background of the 99 participants is
shown in table 2.

Statistical analysis showed reasonable evidence that
professional background affected the median value
being assigned for two normative statements. Statement
5 (table 1) was more strongly supported by those from
a consultant, clinical nurse specialist or ‘other’ back-
ground, while statement 56 (table 1) was more strongly
supported by those from psychology backgrounds.

The years of experience of the participants are shown
in table 3.

Statistical analysis showed little evidence that years of
experience affected the median values for any of the
normative statements.

All normative statements met the a priori threshold
(>70% of respondents scoring each statement greater than or equal
to 3) for proceeding to the second Delphi round. In the
second round, while the mean score for each statement
ranged from 3.0 (neutral) to 4.9 (strong agreement) (see
detail in table 1), there was little evidence of differences
across median scores in the manner participants ranked
their responses, either across themes or within themes.

DISCUSSION

The most notable finding in our study was the uniform
degree of consensus across a group of hospital professionals
on how best to approach decision-making in children with
complex care needs. The seven major themes (standard-
ising the approach to communication with families, commu-
nication between professionals, shared decision-making,
the role of the multidisciplinary team (MDT), managing
conflict, the role of clinical psychology and staff well-being)

resonated with colleagues and provided a useful frame-
work for exploring specific principles. While the level of
consensus created by the discussions in the workshop and
subsequently measured in all themes was striking, there is
perhaps some merit for observing those that carried weight
and discussing their implications.

The survey highlights the essential importance of good
communication both with the family and between profes-
sionals. Concepts such as the ‘team around the child’, a
liaison or ‘key worker’ and a single defined clinical lead
are not new but do require some committed resource and
intent. All too often parental-professional disharmony arises
due to misunderstandings or perceived poor coordination
of care. While the survey talks of a ‘standardised’ approach
to communication, this is not intended to imply a ‘one size
fits all’ solution. Each family is unique and good commu-
nication is successful because the needs of each participant
are individually recognised.'® There is a delicate balance
between structure and intimate spontaneity that must be
achieved in practice.

There was a strong agreement that clinicians and parents
should work in partnership for the best interests of the
child. This is particularly pertinent in the wake of recent
court cases'’ where some voices within academic, ethical
and legal circles have argued that a shift in authority towards
parents in shared decision-making is needed.' Participants
supported the principle that children have rights that might
require independent advocacy. However, while there was a
strong consensus that transparency was important, profes-
sionals were more ambivalent about the importance of this
reflecting their own values and goals (statement 24). Finally,
there was a consensus that good care for children might
imply a willingness to consider the child in isolation as well
as within a family unit, and that one should not automati-
cally assume that children will share their parents’ values.

Although children were therefore recognised to be
central to professionals’ considerations, there was also a
strong consensus on the importance of discussing the fami-
ly’s wishes (statements 13, 17, 21 and 22) within a process
of shared decision-making (statement 18). While there was
an acknowledgement of the importance of seeking parents’
views, our survey was not able to adequately explore profes-
sionals’ insight into the ‘lived experience’ of a family navi-
gating the distress of caring for a critically ill child in hospital.
We suggest that grading of parental behaviour using a ‘traffic
light system’ (statement 51) should not be misinterpreted as
a judgemental critique of a family’s behaviour but rather as
an opportunity for professionals to think about their own
assumptions and approaches and a hospital to think about
whether extra resources are required to assist mediation.
Furthermore, while the effects of conflict on professionals
are well reported (statements 61 and 62), we acknowledge
that there is less attention to the effect of conflict on the well-
being of parents and families.

While there was a clear consensus for most statements
(mean scores >/=4) there were some where support was
more ambivalent. An example of this was statement 14 that
reflected the importance of listening to the child’s voice. We
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Table 2 Participant professional background

Professional background Participants (n)

Consultant 46
Senior nurse/ward manager 16
Clinical nurse specialist 25
Psychology B
Allied Health Professional 3
Family support service 2
Chaplain 1
Unknown (did not answer) 1

Total 99

interpret this apparent ambivalence as professionals taking
a pragmatic view in that children with complex needs often
have cognitive and communication deficits, or are venti-
lated on intensive care, which makes knowing the views of
the child challenging. That said, an alternative interpreta-
tion might be that some professionals are not appropriately
inclusive. We would support future studies that look to how
the perspectives of parents and children are represented.
Engagement of parents and, especially, children may require
research processes, such as deliberative methods, that are
less demanding and more resource intense than a Delphi
process.'?

There was a strong agreement about the importance and
structure of the MDT although there was a predominant
view that such a meeting need not be chaired by a profes-
sional outside the child’s primary clinical team (statement
33). Interestingly, there was some ambivalence expressed
regarding the inclusivity of these meetings with regard to
the attendance of the wider team and the giving of weight
to all views (statement 29 or 30). This might reflect a prag-
matic view around the logistics of holding such meetings
in a timely fashion, or an adherence to intraprofessional
considerations of hierarchy and expertise, and where ulti-
mately professionals regard decision-making to lie. In our
view, MDT meetings with or without families form the vital
platform on which clinical decisions are taken. They should
involve all key professionals. Yet it should be acknowledged
that they therefore require much planning, should be
recognised in job plans and be granted sufficient resources.

When things go wrong, complaint and conflict too often
arise. These are challenging for both families and members

Table 3 Participant years of experience

Years of experience Participants (n)

<2 11
2-5 21
5-10 23
>10 43
Unknown (did not answer) 1

Total 99

of the clinical team. There was a tacit acknowledgement that,
despite best intentions and optimal circumstances, conflict
will occasionally still arise. Organisations should give conflict
resolution the highest priority and consider standardised
approaches to clinical ethics consultation and external
second opinions. Referral for external second opinions has
been a consistent recommendation for reducing conflict
in many previous publications.'?*' * However, in our study,
while there was a strong consensus for such processes to
be standardised at a national level (statement 45), there
was slightly more ambivalence around these being intro-
duced as a component of an automatic conflict resolution
pathway at a local level (statements 49 and 50). Participants
in our study were also supportive of involving national peer-
reviewed MDTs where these were available (statement 46)
or establishing such bodies where they were not (statement
48).

There was a consensus for clinical psychology support to
be integrated within clinical teams, and for them to take
an active role in exploring family goals and values and
supporting complex decision-making discussions. Finally,
there was a strong agreement around the importance of
supporting staff, and that in situations of professional—
parental disharmony, poor morale and staff attrition result.
The deleterious impact on clinicians of difficult relation-
ships and challenging dilemmas in practice has been previ-
ously noted.** A primary focus on individual resilience
may miss the importance of investment in institution-wide
structures.”® Healthcare professionals’ intrinsic desire to ‘do
the right thing’ through leading in complex cases may over-
ride their regard for their personal well-being, and increase
their vulnerability to experiencing moral distress, compas-
sion fatigue and burnout.

Limitations

Importantly, we did not consider the views of either parents
or children in this Delphi survey. This is because the survey
was conceived as a quality improvement exercise that sought
to share best practice between professionals in response
to specific institutional challenges. While the exercise
would have been improved with the inclusion of parental
and children’s views, a comprehensive approach would
involve a widespread consultation, probably using a more
interactive and engaging technique than a Delphi ranking.
Unfortunately, such an expanded project was beyond our
scope and resources. Further consensus work will need to
ensure that the statements included here provide a solid
basis for a model for partnership between hospital staff,
parents and children, as well as the range of agencies that
are also involved in complex care within the community:
for example, hospice providers, social work and third sector
agencies.

Given the high degree of consensus shown it is worth
considering if this consensus was genuine. Our statistical
analysis showed that dropping out of the Delphi was not due
to being a statistical outlier, suggesting the process did not
discourage dissenters from taking part. Nevertheless, 74.5%
of those approached did not engage with the process at all.
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Although the level of engagement seems broadly compa-
rable with similar Delphi studies”’ * (and accounting for
the fact that non-engagement is a problem common to
many types of research), we cannot discount the idea that a
proportion of these staff did not value the aims of the study.

CONCLUSION

The number of children with complex care needs in our
hospitals is increasing. Our study of a large mixed group
of healthcare professionals in a tertiary children’s hospital
demonstrates a strong consensus across seven key themes
towards developing best practice in decision-making in chil-
dren with complex care needs: standardising the approach
to communication with families, communication between
professionals, shared decision-making, the role of the MDT,
managing conflict, the role of clinical psychology and staff
well-being. Within each of these themes there are notable
elements of practice that healthcare teams might engage
with to better support the patients and families in their care.
In some situations, a comprehensive adoption of a standard-
ised approach might mitigate against professional-parental
disharmony.
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