
R E S E A R CH A R T I C L E

Initiation of paediatric advance care planning: Cross-sectional
survey of health professionals reported behaviour

Karen Carr1 | Felicity Hasson1 | Sonja McIlfatrick1 | Julia Downing2,3

1Institute of Nursing and Health Research,

Ulster University, Newtownabbey, UK

2International Children's Palliative Care

Network, Bristol, UK

3Department of Medicine, Makerere

University, Kampala, Uganda

Correspondence

Karen Carr, Institute of Nursing and Health

Research, Ulster University, Shore Road,

Newtownabbey BT37, UK.

Email: carr-k2@ulster.ac.uk

Funding information

UK Department of Employment and Learning

(DEL); Department for the Economy (DfE)

Abstract

Background: Globally, initiation of paediatric advance care planning discussions is

advocated early in the illness trajectory; however, evidence suggests it occurs at cri-

sis points or close to end of life. Few studies have been undertaken to ascertain the

prevalence and determinants of behaviour related to initiation by the healthcare

professional.

Method: Underpinned by the Capability, Opportunity, Motivation–Behaviour (COM-

B) model for behaviour change, a cross-sectional online survey was conducted in

United Kingdom and Ireland using a purposive sample of health professionals.

Descriptive and inferential statistics were applied and nonparametric statistical analy-

sis used. Open-ended questions were mapped and correlations between COM-B and

demographic profiles identified.

Results: Responses (n = 140): Paediatric advance care planning was viewed posi-

tively; however, initiation practices were found to be influenced by wide ranging

diagnoses and disease trajectories. Whilst some tools and protocols exist, they were

not used in a systematic manner, and initiation behaviour was often not guided by

them. Initiation was unstandardized, individually led, guided by intuition and experi-

ence and based on a range of prerequisites. Such behaviour, combined with inconsis-

tencies in professional development, resulted in varying practice when managing

clinical deterioration. Professionals who felt adequately trained initiated more con-

versations (capability). Those working in palliative care specialties, hospice settings

and doctors initiated more discussions (opportunity). There was no difference in

Motivation between professions, clinical settings or specialisms, although 25%

(n = 35) of responses indicated discomfort discussing death and 34% (n = 49) wor-

ried about families' emotional reaction.

Conclusion: Although advocated, paediatric advance care planning is a complex pro-

cess, commonly triggered by the physical deterioration and rarely underpinned by

support tools. The COM-B framework was useful in identifying fundamental differ-

ences in initiation behaviour; however, further research is required to explore the

complexity of initiation behaviour and the system within which the care is being

delivered to identify influences on initiation.
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1 | INTRODUCTION

Planning for end of life also known as advance or anticipatory care

planning is a term used to describe ongoing conversations, ideally

starting at diagnosis, between a person, family members and health

professionals about future care and preferences. Advance care plan-

ning is advocated in both adult and children's national and interna-

tional palliative care policy (DOHA, 2018; NICE, 2016). Advance care

planning for adults has been defined (Rietjens et al., 2017) but no defi-

nition specific to children currently exists. Paediatric advance care

planning is reported to enhance parent satisfaction, enable identifica-

tion of patient and family wishes and goals, improve quality of care,

avoid inappropriate paediatric intensive care admissions or futile

treatment and aid the bereavement process (Audigé et al., 2020;

Basu & Swil, 2018; DeCourcey et al., 2019; Kelly et al., 2018; Lotz

et al., 2017). However, despite the potential benefits, there is little

standardization, and the implementation of paediatric advance care

planning is variable globally (Mitchell et al., 2014; Together for Short

Lives, 2017). A key barrier cited is the initiation of conversations, yet

the avoidance or delay may effect recognition and achievement of

wishes and goals throughout the life journey and, ultimately, good

end of life care (Côté et al., 2020; Lord et al., 2020).

To facilitate palliative care discussions, and the process of

advance care planning with adults, conversation starter tool kits have

been developed (Blackford & Street, 2013; de Vleminck et al., 2015;

Guo et al., 2018; Norals & Smith, 2015; Rodenbach et al., 2017; Yeh

et al., 2014). Whilst research has explored paediatric advance care

planning implementation, specifically completion of documentation,

barriers and content (Basu et al., 2021; Hein et al., 2020) a review of

tools, guidance documents and published papers indicated that

although a number of interventions and programmes exist for adoles-

cents (Lyon et al., 2018; Zadeh & Wiener, 2015), few, until recently

(Ekberg et al., 2020; Fahner et al., 2020; van Breemen et al., 2020)

focus on parents of younger children or included initiation (Carr

et al., 2020). It is important to examine the initiation of children's

advance planning discussions within the clinical context, and the aim

of this present study was to identify what current practices, factors

and behaviour determinants influence health professionals'

approaches to initiation of paediatric advance care planning.

2 | METHODS

2.1 | Design

A cross-sectional descriptive correlational study of healthcare profes-

sionals with experience in initiation of paediatric advance care plan-

ning was undertaken. The STrengthening the Reporting of

OBservational studies in Epidemiology (STROBE) standard for

reporting cross sectional studies was followed (STROBE, 2007) (see

Data S1). The data were collected between 12 July and 31 August

2019 in United Kingdom and Ireland.

2.2 | Study tool

A questionnaire to examine current practices, factors and behaviour

determinants influencing health professionals' approaches to initia-

tion of paediatric advance care planning was developed from a

review of the literature and informed by the COM-B framework

(Carr et al., 2020; Michie et al., 2014). The COM-B model proposes

that individuals must be psychologically and physically able (Capable

‘C’), have the social and physical right set of circumstances

(Opportunity ‘O’) and be galvanized (Motivated ‘M’) to complete

the behaviour more than any other opposing behaviours at

this time. COM-B has been used to study different behaviours

but, to our knowledge, has not been applied to pACP providing

new possibilities for understanding clinician behaviour in this

context.

Key Messages

• Paediatric advance care planning is commonly triggered

by the physical deterioration of the child, regardless of

the professionals' level of experience.

• Initiation of advance care planning is influenced by wide

ranging diagnosis and disease trajectories and when

combined with inconsistency in professional training and

education, limited organizational protocols and under-

used resources results in inconsistent practice.

• It was found that professionals identified certain prereq-

uisites that influenced wording, timing and who leads

such discussions. These prerequisites included a rapport

with the family, knowledge of the family dynamics,

readiness of parents and less important to experienced

professionals, the need for a consensus from professional

colleagues and a definite prognosis.

• Approaches that enhance capability and opportunity of

less experienced and non-palliative care staff, particularly

staff already motivated, may facilitate both initiation of

advance care discussions and increase motivation to refer

children to paediatric palliative care services and thereby

improve their opportunity to have a discussion initiated.
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A 54-item instrument was divided into the following sections:

Demographics, Approach, Capability, Opportunity and Motivation

(see Data S2). Multiple choice, open ended and Likert 5-point rating

scale question formats were used.

2.3 | Sample

Perspectives were sought from healthcare professionals working with

children who are life limited (to childhood) throughout the UK and

Ireland who were members of professional groups (Table 1). Acknowl-

edging that initiation of pACP is not specific to one role, but rather

the responsibility of generalists and specialists, it was important to

ensure representation from non-palliative care professionals whilst

also targeting professionals who recognized the term, concept and

responsibility they had in initiating conversations. Membership of the

professional organizations included generalists and specialists not

solely based in paediatric palliative care. Sample size was based on

membership figures of the various groups and calculated using

specialized software (Raosoft, 2004). Identified individuals within the

professional organizations with access to contact details of

members disseminated the invitation to participate via email or their

electronic newsletter. Invitations outlined the inclusion/exclusion

criteria (Table 1). Individuals were self-selected to participate and

were informed that completion of the questionnaire implied their

consent.

To enhance response rate, emails and social media reminders with

hyperlinks were sent 2 weeks after initial e-mail and 1 week before

access closed (Andrews et al., 2003; Dillman et al., 2014; McPeake

et al., 2014).

2.4 | Data collection

Face and content validation and a pilot study (n = 6) resulted in the

addition of two questions (Q28 and Q29) (see Data S2) and minor

formatting changes. The anonymous self-report online questionnaire

was administered via www.qualtrics.com and remained open for

7 weeks.

2.5 | Statistical analysis

Each scale item was assessed for reliability to gauge the scale internal

consistency and data screed for outliers and multicollinearity

(Pallant, 2016). Descriptive participant characteristics were summa-

rized. Surveys were included in the analysis if >95% complete and had

behaviour constructs of Capability, Opportunity and Motivation fully

completed. Descriptive and inferential statistics were applied using

SPSS version 25 (IBM, 2017). Guided by data type (nominal/ordinal),

non-parametric statistical analysis was undertaken using Mann–

Whitney; Chi-Square and Kruskal-Wallis tests were used to compare

differences by demographic characteristics (Pallant, 2016). Explor-

atory factor analysis was used to group construct Opportunity and

Motivation items. Individual questions relating to capability were

analysed not capability as a specific construct. Pearson's rank

correlation was used to identify any correlation between COM-B and

demographic profiles of health professionals. Qualitative responses to

open-ended questions were limited to categorizing the data in pre-

existing categories'.

Ethical approval was obtained from the University Research

Ethics Filter Committee (1 July 2019). Participants were informed of

the study aim prior to participation and that return of the question-

naire implied consent.

3 | RESULTS

A total of 196 responses were received from which 140 (71%) were

eligible for inclusion with >95% item completion. Based on member-

ship of the various groups (n = 327), this constituted a response rate

of 43%. Recommended sample size (n = 177) which enabled a confi-

dence level of 95% and a margin of error of 6% was calculated using

Raosoft sample size calculator (Raosoft, 2004). Demographic data are

displayed in Table 2.

3.1 | Variation in diagnoses

Respondents reflection on their last discussion initiated or observed

initation revealed that the children had a diverse range of diagnoses

(n = 79 from 138 completed responses) (Table 3). The majority of

conditions were unique to children, and 10% of the 138 children had

no confirmed diagnosis (n = 14). A Chi-square test for independence

showed that there was a small association between the number of

TABLE 1 Inclusion and exclusion criteria

Inclusion criteria (must meet all
inclusion criteria) Exclusion criteria

1. Experience initiating or

observing initiation of

paediatric advance care

planning (pACP) discussions.

1. No experience initiating or

observing initiation of

paediatric advance care

planning (pACP) discussions.

2. A health professional affiliated

with one of the United

Kingdom (UK) or Republic of

Ireland (ROI) palliative care

organizations listed below

2. Health professional not

affiliated with one of the

palliative care organizations

listed below

Together for Short Lives members (TfSL)

Association of paediatric palliative medicine (APPM)

Irish Association of Palliative Care (IAPC-CPC)

(inc. LauraLynn Hospice and Jack and Jill service).

Irish hospice foundation National Development Committee

(IHF-NDC-CPC)

Other relevant paediatric group

3. Health professionals working

in UK or ROI.

3. Health professionals not

working in UK or ROI.
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paediatric advance care planning discussions initiated and the need

for a definite prognosis X2 (3, n = 139) = 8.0, p = .046. These results

indicated that staff who initiated more than 12+ paediatric advance

care planning discussions in the previous year did not require the child

to have a definite prognosis.

3.2 | Practice characteristics

Various practice characteristics influenced the initiation of paediatric

advance care planning. Doctors took the lead in the initiation more

than any other professional groupings regardless of clinical specialty

(p = .043). As would be expected, palliative care professionals initi-

ated discussions more often than those not in palliative care

(p = .018). Chi-square test indicated no association between the clini-

cal areas of acute general hospital/community and Hospice/Hospice

community and the number of pACP participated in nor in the number

of pACP initiated.

3.3 | COM-B constructs

Mean and standard deviation of individual COM-B items are repre-

sented in Table 4.

TABLE 2 Demographic characteristics

% n

Professions Medical 35.7 50

Nurses 59.3 83

Allied health professionals 5 7

Seniority: Medical Consultant/general practitioner 32.1 45

Nurses Specialist 41 58

Main role: Palliative/non-palliative Palliative 57.9 81

Non-palliative 40.7 59

Medical specialismsa Palliative 17.1 26

General paediatrics 12.8 18

Other (neonatology, oncology/haematology, intensive

care, neurodisability)

6.3 9

Nurse specialismsb Palliative 36.4 51

Oncology 4.2 6

Advance nurse practitioner 3.5 5

Community children's nurse 2.1 3

Condition specific specialist nurse 2.1 3

Palliative care Doctors 18.6 26

Nurses 36.4 51

Years registered Less than 10 years 11.4 16

11–20 years 25.5 36

Registered 21 or more years 62.8 88

Years caring for life limited children Less than 10 years 33.6 47

11–20 years 36.3 51

More than 21 years’ 30.1 42

Practice setting (adult hospice and all settings

included with children's hospice)

Children's hospice inpatient and/or home care 36 48

Hospital and/or community 64 92

Gender Female 91 128

Ethnicity White (British, Irish, other) 95 133

Religious affiliation Christian 62.9 88

No religion 28.6 40

Other 8.4 12

Affiliation of group in UK or ROI UK 84 117

Ireland 16 22

aSpecialism was not mutually exclusive (therefore, values do not add to 100%), e.g., could be oncology and palliative specialist consultant.
bFifteen Nurses indicated no specialism.
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3.3.1 | Capability

There was a small statistically significant difference between pallia-

tive and non-palliative professionals in the number of paediatric

advance care planning discussions both ‘participated in’ and

‘initiated’ over the previous year and also in ‘developing their own

initiation approach’. The number of professionals who felt ade-

quately trained and the number of paediatric advance care planning

discussions initiated in the past year was statistically significant

(p = .028) (Data S3) when compared to those who indicated training

not adequate.

3.3.2 | Opportunity

Kruskal–Wallis test revealed a small statistical difference in the con-

struct of opportunity between the clinical settings of hospital and/or

community services and hospice (inpatient and at home) services

(p = .007), between palliative and non-palliative care professionals

(p = .007.) and also between the numbers of paediatric advance care

planning discussions initiated (p = . 022) (Data S3). These combined

results implied that those working in palliative care in hospice commu-

nity or inpatient settings indicated they had more opportunity than

those not in these specialties or clinical areas. Those with more oppor-

tunity initiated a higher number of advance care plans.

3.3.3 | Motivation

Kruskal–Wallis test identified no difference in the Motivation con-

struct between medical and nursing professions (p = .658), clinical

settings of acute care and hospice care (p = .252) nor those in pallia-

tive professions and other specialties (p = .202). A correlation was

identified in the use of a paediatric advance care planning tool in initi-

ation, with professionals not using a tool being more motivated

(p = .042). The prerequisite of requiring the parent to indicate readi-

ness was also statistically significant with those needing parents to

indicate readiness more motivated (p = .041) (Data S3).

A total of 108 (77%) professionals responded to open text ques-

tions asking for initiation comments, resulting in 220+ statements.

Statements were mapped to COM-B constructs and identified as pos-

itive or negative. Positive comments on Motivation were identified

most frequently (n = 88) with few negative comments identified

(Table 5).

3.4 | Prerequisites perceived by respondents

When asked about their approach, respondents indicated that criteria

had to be in place before initiation occurred. These included a rapport

with the family, knowledge of family dynamics and an indication that

the parents were ready for discussion. Less influentially, a consensus

from professional colleagues and a definite prognosis were required

(Table 6).

3.5 | Reflection on last paediatric advance care
planning initiation experience

Participants were asked to reflect on their last paediatric advance

care planning initiation experience. Aspects were identified in their

reflection such as wording, initiation stimulus, tools, protocols and

timing.

3.5.1 | Wording used

Analysis of the words used for initiation identified that intuitive con-

versations were held, and different approaches to opening the con-

versations were adopted (Table 7, for examples). Many professionals

began with establishing the parents understanding of the severity of

the stage of the disease and/or the child's status upon which to build

advance care planning. Alternatively, against a backdrop of the child's

deteriorating health or anticipated deterioration, some began by

explaining paediatric advance care planning. Others framed the initia-

tion by confirming deterioration, the non-curative nature of illness or

TABLE 3 Diagnosis of child at last ACP initiation or observed initiation

TfSL category Description Number in group Examples in study

Group 1 Life-threatening conditions for which curative

treatment may be feasible but can fail

32 Osteosarcoma

Intestinal failure

Group 2 Conditions where premature death is inevitable 23 Trisomy 18, 13

Duchenne muscular dystrophy

Group 3 Progressive conditions without curative treatment

options

44 Undiagnosed neurodegenerative

Mucopolysaccharidosis

Group 4 Irreversible but non-progressive conditions causing

severe disability, leading to susceptibility to health

39 Holosprosenchephaly

Lissenchephaly

Total 138a 79 different diagnoses

aTwo respondents did not complete this question.
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TABLE 4 COM-B: Results, mean and standard deviation of individual COM-B items

COM-B Questions

Results

(summarized) Mean SD

Capability refers to individuals' physical and psychological capability (skills, strength or stamina) to engage in a behaviour

Physical No questions addressed this aspect

Psychological 1 I have received adequate training in how to start

pACP discussions

69% SA/A

16% D

2.19 1.123

2 I have developed my own approach to pACP

initiation through experience

89% SA/A 1.56 .847

Opportunity refers to environmental factors that influence behaviour and may be physical or social.

Physical 3 My work environment facilitates pACP discussions

adequately

73% SA/A 2.03 1.075

4 I have enough time to engage in pACP discussions. 75% SA/A 2.05 1.158

5 We have a nominated team member responsible

for initiating pACP discussions

No - 89% 1.89 .310

6 There are protocols in place to help me find the

words to start pACP discussions

No – 74% 1.74 .438

Social 7 I have had opportunities to observe experienced

colleagues planning and initiating pACPs

80% SA/A 1.85 1.090

8 My colleagues are supportive of pACP discussions

with families

85% as/Mt 1.71 .913

9 My ability to begin pACP discussions is impacted

by families' cultural beliefs

61% SA/A 3.60 1.169

10 My ability to begin pACP discussions is impacted

by families' religious beliefs

56% SA/A 3.47 1.206

11 My ability to begin pACP discussions is impacted

by families' spiritual beliefs

55% SA/A 3.47 1.180

12 I delay starting pACP discussions because I am

worried about the family's emotional reaction.

34% SA/A

41% SD/D

2.81 1.166

13 I delay starting pACP discussions because I expect

disagreement with families

11% SA/A

90% SD/D

2.33 1.010

14 I fear parents may lose confidence in me if I start

talking about pACP

8% SA/A

78% SD/D

1.83 .985

15 I worry about families losing hope when I start a

pACP discussion

19% SA/A

61% SD/D

2.27 1.164

Motivation includes all brain processes that guide behaviour and includes reflective and automatic processes.

Reflective motivation includes individuals'

evaluations and plans to engage in behaviour

16 I am confident in how to start pACP
conversations.

88% SA/A 1.68 .838

17 I believe that I know when to start a pACP

conversation

90% SA/A 1.72 .684

18 I believe pACP are unnecessary 93% SD/D 1.22 .586

19 pACP is useful for health care professionals 96% SA/A 1.22 .572

20 pACP is useful for families 96% SA/A 1.25 .573

21 pACP can have an adverse effect on the

relationship the family have with me

12% SA/A

62% SD/D

2.16 1.064

22 pACP fits well with my usual manner of working 87% SA/A 1.50 .708

23 I believe professionals are responsible for starting

pACP conversation not the family

73% SA/A 2.22 .687

24 I believe I am responsible for starting pACP

conversation

52% A/MT

n = 73

2.64 .967

25 I believe the initiation of pACP is another

professionals' responsibility

83% SD/D 2.12 .740

26 I plan how I start pACP (no-one reported not

planning them)

87% SA/A 1.57 .726
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ineffectiveness of curative treatments and moved towards parents'

opportunity to express their future wishes and hopes. Finally, an

instinctive feeling of the parent being open to engage in such conver-

sations provided a path upon which to frame and verbalize its

introduction.

3.5.2 | Initiation stimulus

When reflecting on the key stimulus for initiating the paediatric

advance care planning conversation, deterioration in health was the

main reason with communication (between professionals, parents,

places of care and school), parent cues, diagnosis and paediatric inten-

sive care unit admission the next most common reasons (Figure 1).

3.6 | Tools and protocols

Respondents were invited to name tools they used within their prac-

tice to initiate advance care planning (Data S4). The majority 65%

(n = 91) reported no tool use, and for a third of respondents who

used a tool, the most common used was the Child and Young Person's

Advance Care Plan Collaborative documentation (CYPACP, 2018).

Analysis indicated those not using a tool were more motivated than

those using a tool and 74% reported they had no protocols in place to

help them find the words to start these discussions.

3.7 | Timing

When reflecting on their last initiation discussion, 37% (n = 51) of

respondents (29 non-palliative care and 22 palliative care) stated they

would have preferred to initiate earlier 21/51 (41%).

4 | DISCUSSION

This study is one of only few studies informed by health professionals

that examine the initiation of ACP discussions in children. Starting

these conversations late, mainly due to condition deterioration, is

something that has been reported frequently in the literature (Basu &

Swil, 2018; Durall et al., 2012; Sanderson et al., 2016). Findings sug-

gest capability of engaging in initiation is based on experience and

training. Those who felt adequately trained initiated more discussions;

however, their style and approach were informed by experience. This

emphasized the need for appropriate training as highlighted in past

studies (Tatterton, 2018; Zhukovsky et al., 2013). This cohort differs

from other studies as respondents in this study consisted of almost

59% professionals who had an identified role within children's pallia-

tive care. Arguably, many paediatric palliative professionals represen-

ted had generalist experience prior to focusing on palliative care, and

40% were not working in palliative care, a relatively recently recog-

nized specialty in both UK and Ireland. Notwithstanding, there was

still an indication of the importance of training required for initiation

of these discussions.

TABLE 4 (Continued)

COM-B Questions

Results

(summarized) Mean SD

Automatic motivation refers to emotions,

impulses and habits.

27 I am very motivated to start pACP discussions with

families

88% SA/A 1.58 .681

28 I feel that starting pACP is part of my existing work

process

87% SA/A 1.36 .647

29 I am very uncomfortable discussing death, even

with friends.

25% SA/A

71% SD/D

2.04 1.543

30 I am emotionally prepared to start pACP

discussions with families

93% SA/A 1.59 .915

Abbreviations: A, agree; As, always; D, disagree; Mt, most of the time; pACP, paediatric advance care planning; SA, strongly agree; SD, strongly disagree.

TABLE 5 Examples of mapped COM-B comments and perceived
positivity/negativity

Positive Negative

Capability ‘I feel able to adapt to

differing needs but am

mindful’ (8) and ‘I
have to be very

adaptable’ (64)
(oncology nurse

specialists working in

community and

hospital)

‘It can be hard to judge

the best time to

introduce this’ ([24]
doctor consultant

adult hospice)

Opportunity ‘I am fortunate to have

close working

relationships with

families which allows

time for discussions

on all aspects of care’
(Children's Hospice

Community Nurse

[37])

‘Normally above and

beyond normal daily

working’ (hospital-
based consultant [89])

Motivation ‘Having an honest, open

well communicated

plan helps the family

and team’ ([126]
oncology nurse

specialist)

‘I have had experience of

consultants not

wanting me to engage’
(Children's hospice

nurse specialist [137])
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Those working in palliative care settings, such as hospice, commu-

nity and inpatient units, indicated that they had more opportunity for

such discussions, and resultingly, a higher number of advance care

discussions were initiated. The opportunity for palliative care

professional to initiate discussions can only occur if they are inte-

grated in the child's care in a timely manner. Non-referral and delayed

referral to paediatric palliative care services continue to be a concern

(Kaye et al., 2018; Mitchell et al., 2020; Moynihan et al., 2021;

Neuburg, 2021).

Physical opportunities such as having sufficient time and a facili-

tative work setting, combined with social opportunities such as having

supportive co-workers and peer-observation, indicated higher initia-

tion practices. Additional social opportunity aspects such as respon-

dents' approach being influenced by families' cultural, religious and

spiritual beliefs were similar to previous research (Basu & Swil, 2018;

de Vos et al., 2011; Forbes et al., 2008; Mitchell et al., 2014). How-

ever, it is noteworthy the findings of this study indicated that one

third of respondents still delayed initiation as they worried about

family's emotional reaction.

Capability and Opportunity both impact Motivation and all influ-

ence Behaviour. Physical capability in the COM-B model refers to

having the physical strength, skill or stamina, in this case to initiate

pACP discussions. This was not questioned as the behaviour itself

requires no physical strength, skill or stamina beyond what would be

normally required for health professionals for everyday work in the

health professions. Physical responses to the stressful emotional situ-

ation may impact on their motivation to initiate, hence its inclusion in

this aspect of the model. Reflective motivation responses indicated

professionals believed they, not parents of ill children, held the

responsibility for starting discussions, which echoes previous studies

(Basu & Swil, 2018; Durall et al., 2012; Tsai, 2008).

This current study of ‘experienced’ professionals indicated that

almost 90% believed they knew how and when paediatric advance

care planning conversations should be started. This confidence in

knowing how and when to start paediatric advance care planning

conversations is not in keeping with previous studies (Forbes

et al., 2008; Lotz et al., 2015).

Many automatic motivation responses indicated that respondents

were emotionally prepared to engage in such discussions which

contrasts with previous work (Basu & Swil, 2018; Lotz et al., 2015)

TABLE 7 Words used in current clinical practice to initiate
conversations about paediatric advance care planning

Topic Example conversation start

1 Future planning, wishes and

hopes

‘I would like us to think about

the care that you would like

us to provide for (child's

name) over the coming

weeks’ (140)

I wish, I worry, I wonder—‘I
wish that we will be able to

find a treatable cause but I

worry that will not be

possible and I wonder what

are your thoughts, feeling,

worries, wishes …’ (65)

2 Explain paediatric advance

care planning

‘We have a plan which we

could complete together

which will detail all your

wishes regarding all aspects

of (child's name) … life’ (66)

3 Checking parent

understanding of current

condition

‘What is your understanding

of how … is now and what

are your wishes should her

condition deteriorate

further?’ (114)

‘Hi how is (child's name) …
doing today?’ ‘How do you

feel (Child's name) is?’ (25)

4 Actual and anticipated

deterioration and symptom

management

‘I want to talk about what is

best for (Child's name) in

the event of him taking very

unwell—what are your

thoughts?’ (54)

‘Would you like to have a

discussion about what

happens next time (child's

name) … becomes really

unwell?’ (59)

5 Parent initiation/cue acted

upon

Mum raised issue as she was

ready to discuss ACP. I

asked her if she was

thinking about choices for

her child if he became

unwell again and did she

want to discuss these. (37)

TABLE 6 Prerequisites

Strongly agree Somewhat agree Neither agree/disagree Somewhat disagree Strongly disagree

% n % n % n % n % n

Consensus of the health care team 39.3 55 40 56 10 14 5.7 8 4.3 6

Relationship/rapport with the family 59.3 83 35 49 2.9 4 1.4 2 .7 1

Know the family dynamics 55.7 78 37 52 5.7 8 .7 1 0 0

Indication of readiness from parents 45.5 64 49 56 6.4 9 6.4 9 0 0

Definite prognosis 11.4 16 32.1 45 17.1 24 27.9 39 10.5 15
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although it is important to note that 25% in this study reported they

were ‘uncomfortable discussing death’ even with friends. Previous

research found that health professionals who were comfortable

discussing death with colleagues were more comfortable initiating

discussions with families (Harrison et al., 2014). This study found no

difference between comfort levels of professional groups, whereas

previous studies indicated that doctors were more comfortable with

the initiation of advance care planning discussions (Harrison

et al., 2014; Kruse et al., 2017). Existing research identified that pro-

fessionals with more clinical experience, exposure and practice were

more comfortable in initiation (Fahner et al., 2020; Forbes et al., 2008;

Harrison et al., 2014; Kruse et al., 2017).

Respondents held the intrinsic belief (reflective motivation) that

paediatric advance care plans were useful and necessary and should

be advocated early and gradually in the disease trajectory, also

supported by previous research (Fahner et al., 2020; Liben

et al., 2014; Lotz et al., 2015, 2017; Tsai, 2008). This study found that,

although respondents held this belief, initiation was impacted by a

range of prerequisites. Similar to previous research these pre-

requisites included the need to attain professional consensus, an

indication of parents readiness, knowledge of the family dynamics and

rapport with families (Bradford et al., 2014; de Vos et al., 2011;

Fahner et al., 2020; Harrop et al., 2018; Haynes et al., 2019; Jack

et al., 2018; Mack & Joffe, 2014; Mitchell et al., 2014; Zaal-Schuller

et al., 2016). The need for professionals to have a rapport with

families and know the family dynamics followed by an indication of

readiness from families superseded the other prerequisites.

This study indicated that professionals working in palliative care

in the community with adequate training initiated more advance care

planning conversations, therefore implying that when this ‘perfect’
scenario is not available paediatric advance care planning discussions

are less likely to be initiated. When it comes to initiation of paediatric

advance care planning, the motivation to engage must be stronger

than the motivation to avoid. Only one other study has identified

motivation to engage with families as a requirement (Sidgwick

et al., 2019).

The motivation to engage was often triggered by a physical

deterioration in the child's health, similar to previous research (Fahner

et al., 2020; Hiscock & Barclay, 2019; Kelly et al., 2018; Stark

et al., 2008).

Findings indicated that initiation behaviour was not guided by

tools or protocols; rather, it was unstandardized, individually led and

guided by intuition and experience. The use of tools is reported to

have several benefits such as earlier completion of advance care

planning documentation, enhanced communication and facilitation of

integration to electronic records (Audigé et al., 2020; Haynes

et al., 2019; Kelly et al., 2018). Reasons for the lack of use in this

study were not investigated; therefore, it is not clear if respondents

were not aware of the range of tools available, chose not to use a tool

or if the available tools did not provide initiation advice. The need for

individuals to make and take initiation opportunities, or promptly refer

to palliative professionals in a timely manner is evident.

4.1 | Limitations

A number of surveys have reported on healthcare professionals

experience of advance care planning in paediatrics (Fahner

et al., 2020; Hilden et al., 2001); however, to our knowledge, this

was the first study investigating initiation behaviour. The study has

limitations, for example, the sample comprised of members of vari-

ous children's palliative care organizations who responded to a

request or an advertised invitation. Respondents were mainly

composed of experienced professionals, and therefore, their views

may not be representative of less experienced practitioners or non-

specialist palliative care professionals. As there are no data available

from non-responders, we cannot comment on the characteristics of

this group although many may still be responsible for formative initi-

ation of pACP or referring to paediatric palliative care. Results were

based upon self-reported measures, questioning the generalizability.

The qualitative aspect of this study mainly consisted of categorizing

the data.

F IGURE 1 Key trigger for initiating paediatric
advance care planning
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5 | CONCLUSION

The initiation of advance care planning is a multifaceted complex

process requiring healthcare professionals to navigate uncertainty,

barriers and facilitators. Whilst such conversations are supported in

practice the reality is, they occur late in the trajectory both within chil-

dren's palliative care and in other specialties and mirrors delayed

referral to palliative care services. This has potential implications for

the quality of care delivered and bereavement experience of the

parent. Further research is required to identify what motivates a

professional to want to initiate earlier rather than the need to initiate

discussions because they perceive they have no alternative particu-

larly from acute and non-palliative services perspective. Identifying

behaviours associated with avoidance or late initiation will assist in

the development of targeted interventions most likely to impact the

behaviour and with the greatest likelihood to lead to effective and

established behaviour change.
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