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Introduction 

‘We had two healthy boys, and we were very happy when our beautiful little girl was born. After 
birth everything seemed perfect to us. However, the pediatrician had her concerns. A journey of 
medical investigations begun. A journey between hope and fear. Finally, it turned out she had a 

severe metabolic disorder without any treatment options. From that moment on, we knew that we 
would not have our daughter with us for many years. Although the news was quite hard, it gave us 

some peace of mind. We embraced our daughter with love and care at the heart of our family, 
while facing an uncertain future. ‘Will she die?’ one of her brothers asked one day. I struggled to 

answer and we all cried. Then her other brother said: ‘Mummy, do not worry, we do have an angel 
to care for instead of a family’s princess.’ You know what, when I am worried about the future, his 

words keep me going, every day.’ 

Based on an interview with a mother participating in the IMPACT study 

Anticipating the future is a challenge for most people, since it includes an attempt to face the 

uncertainties the future holds. For children with life-limiting conditions, their parents and other 

family members, facing the future is even more challenging, since it confronts them with 

ongoing losses, their coping strategies and often a need for decision making about future care 

and treatment. In pediatrics, clinicians caring for families of children with life-limiting conditions 

need strategies to support families in anticipating the future in order to achieve high-quality 

care in the best interest of the child and aligned to the values, goals and preferences of the 

family. This chapter provides an introduction on facing the future of children with life-limiting 

conditions and their families and shows how the research questions of this thesis arose.    

Care for children with life-limiting conditions 

Medical and technological advances have increased the life expectancy of seriously ill children, 

resulting in a growing population of children living with life-limiting conditions.1,2 Life-limiting 

conditions are conditions with no curative treatment options leading to a premature death, or 

conditions that might be cured, but could also lead to a premature death.2,3 In the Netherlands, 

there are about 4000-6700 children living with life-limiting conditions.4 About 1000 of these 

children die annually.5 Children with life-limiting conditions often receive highly complex chronic 

care for a long period of time.6,7 Disease trajectories are marked by frequent hospital admissions 
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and high healthcare use, especially at the end of life.6 The high complex care needs lead to 

challenging medical decision making and a need for expertise in communication with families to 

support them throughout the disease trajectories of their child. 8–10  

Children with life-limiting conditions and their families might benefit from early initiation of 

pediatric palliative care, including conversations about goals of care.1,8,11,12 Whereas palliative 

care is still often seen as end of life care, the definition of the World Health Organization clearly 

states palliative care is a philosophy of providing care to those living with life-limiting 

conditions, focused on improving the quality of life of patients and families.13 Palliative care 

starts from diagnosis of a life-limiting condition, regardless of any disease-directed treatments, 

and continues into bereavement care. Palliative care is the active total care of the child’s body, 

mind and spirit and also involves giving support to the family.13  

Pediatric palliative care is rapidly evolving towards provision of long-term care to children with 

life-limiting conditions and their families. Compared to adult care, children with life-limiting 

conditions receive palliative care for a longer period of time, with most of them being alive one 

year after initiation of palliative care.1   

In the Netherlands, pediatric palliative care teams were founded in all seven pediatric academic 

hospitals during recent years, aimed at early and sustainable integration of palliative care for 

children with life-limiting conditions. The recently founded national center of expertise on 

pediatric palliative care attempts to concentrate all expertise on pediatric palliative care to 

provide excellent support to clinicians involved in this care.14  Clinicians are supported by 

regional networks of palliative care experts in the field, including representatives from the 

national center of expertise and members of the academic pediatric palliative care teams. A 

national guideline, that is currently under revision, stimulates a high-quality, evidence-based 

approach of pediatric palliative care, mainly focused on symptom management.15 Whereas 

symptom management is seen as one of the core elements of pediatric palliative care by both 

clinicians and families,1,9 the need for strategies to support communication about goals of care 

and shared-decision making is increasingly recognized as a priority in pediatric palliative 

care.16,17 These strategies need to integrate the child’s best interests with the families’ needs and 
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coping strategies.18  Early integration of pediatric palliative care creates opportunities to talk 

about preferences of the child and family regarding future care and treatment early in disease 

trajectories before the end of life.  With the long-time involvement of clinicians in the care for 

children with life-limiting conditions and their families, opportunities to face the future can be 

used to define goals of care before a crisis occurs or death is imminent. In pediatrics, the disease 

courses of life-limiting conditions often entail one or more episodes of physical decline that 

precede the end of life.3 This creates opportunities to anticipate future scenarios and explore in 

advance individual values and preferences of the child and family before the occurrence of a 

serious event .11 At the same time, periods of recovery may happen, where preferences for care 

and treatment may focus on living a life as normal as possible and living a meaningful life.9,19  

A person-centered approach to care 

The support of children with life-limiting conditions and their families in living a meaningful life 

in line with their goals and preferences for care and treatment, is increasingly seen as an 

important task for healthcare providers.18,20  Exploration of values and needs in the social, 

psychological and spiritual domains besides the medical domain, facilitates attention to the 

personality and identity of the child and family.  In this way, a person-centered approach to care 

can be achieved. In the model of person-centered care, the patient has a central and active role 

as a person in decision making and organizing his or her healthcare, with the ultimate aim of 

living a meaningful life.21 Clinicians and patients work together as partners to achieve a holistic, 

individualized, respectful and empowering approach to care.22 The concept of person-centered 

care evolved from the concept of patient-centered care, that also involves the patient as an 

unique person, but with a stronger focus on disease, medical care and treatment.23 A shift in the 

orientation of care from patient to person is also identified in initiatives to redefine the concept 

of health. Whereas the concept of health was defined by maintenance of a state of complete 

physical, mental and social well-being,24 a shift towards an individualized person-oriented 

concept is seen in literature.25 Health is seen as a dynamic concept based on the ability to adapt 

and to self-manage.25  This indicates there is a need for integration of individualized values, 
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goals and preferred coping strategies to arrange care and treatment in a way contributable to 

quality of life, as perceived by the patient. 

Involving children in their own healthcare to reach a person-centered approach of care is 

challenging, yet considered an ethical obligation in high-quality pediatric care. 26–29 Besides the 

influence of age and developmental stage on the level of involvement of the child, family 

dynamics also play an important role. The unique and strong bond between children and their 

family, can both facilitate and complicate care provision aligned to the child’s wishes and best 

interests. 30 Therefore, often a process of shared management, involving the child and the family, 

rather than a process of self-management of the child is needed. 31 Some experts even conclude 

that family matters can prevail above the child’s interests to protect a family’s integrity.32 

Person-centered care in pediatrics needs a family-centered approach, in which both preferences 

and values of the individual child and of other family members are elicited.  

Both the early integration of pediatric palliative care for children with life-limiting conditions and 

a person-centered approach to care in general, set out a framework in which strategies to 

provide future care aligned to individual patient’ values and preferences can be further 

developed. Advance care planning is such a strategy, which has gained increased attention 

lately, mainly in adult care.   

The concept of advance care planning 

Advance care planning (ACP) is increasingly emphasized as a valuable strategy to explore 

individual values and preferences, even more in the challenging context of life-limiting 

conditions.33 ACP is aimed at providing care concordant with patient preferences. Whereas ACP 

initially focused on documentation of preferences regarding life-sustaining treatments, the well-

known code status, this showed to have limited contribution to person-centered care.34 On the 

contrary, patients felt unheard and forced to make end-of-life decisions in advance.35 From 

thereon ACP evolved over the years into a concept focused on personal conversations between 

patients and healthcare providers about goals and preferences for future care and treatment. In 

2017, an international panel headed by a task force of the European Association for Palliative 

Care (EAPC) defined ACP as a process to enable patients to define preferences and goals for 
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care, to discuss these preferences with healthcare providers and family and to document and 

review these, if appropriate.33 This definition applies to competent adults, to prepare them and 

their surrogates for situations they might become incompetent in decision making. However, 

the main elements of ACP as proposed by the EAPC definition, the identification, discussion and 

documentation of goals and preferences for future care and treatment, are applicable to 

pediatrics as well. Nevertheless, specific interventions to implement ACP in pediatrics might be 

needed.   

In adult care, evidence indicates ACP might have a beneficial effect on several outcomes, such as 

increased prevalence of advance directives, increased concordance between preferred and 

received care, improved quality of life, increased patient-family concordance regarding 

preferences for medical care and better quality of patient-clinician communication.36,37 Evidence 

on current pediatric ACP approaches shows higher documentation rates of advance directives, 

increased dyad congruence and increased knowledge about ACP and options in end-of-life 

care.37 Families and clinicians value the concept of pediatric ACP, even earlier in disease 

trajectories than is customarily practiced. 38–40 Nevertheless, more than 70% of pediatric 

clinicians rated current occurrence of ACP discussions as infrequent and too late.41  

Eliciting individual values and preferences for care and treatment has not been easy in the 

context of healthcare. ACP faces several barriers, such as prognostic uncertainty, identification of 

eligible patients, adequate timing to initiate ACP, fear to cause emotional distress among 

families, provider’s lack of time and differences in illness understanding among clinicians and 

families.42 On the patient side ACP requires the ability and willingness to look towards a future 

while facing the possibility of disease progression and deterioration.43 On the clinician side, 

excellent communicative skills are required to explore patient’ perspectives independently from 

the clinicians’ personal or expertise-based viewpoints on care and treatment.43,44 

Barriers to ACP might be even more prominent in pediatrics, were prognostication is more 

difficult compared to adult care, due to relatively small numbers of patients, wide range of 

sometimes unspecified diagnoses and limited data on diseases courses.1,41 Besides prognostic 

uncertainty, facing the certainty of the child’s death somewhere in the future, causes severe 
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emotional distress, leading to avoidant coping strategies among families and clinicians. 

Clinicians perceived parental factors, such as, unrealistic expectations, understanding of the 

prognosis and readiness to have an ACP conversation, as the most significant barriers.41 

Strategies to facilitate advance care planning in pediatrics 

Although multiple pediatric associations emphasize the value of ACP,45–47 limited research has 

been done to identify appropriate and effective approaches for pediatric ACP. Whereas in adult 

care the number of interventions and strategies to support implementation of ACP in daily care 

is rapidly growing, standardized ACP approaches in pediatrics are scarce.37,48 Interventions from 

adult care need adjustment to be suitable for use in pediatrics due to the position of the 

developing child, the involvement of parents, a broad diversity in disease trajectories and 

specific needs in pediatric end-of-life care. In addition, existing ACP programs often consist of 

complex interventions with multiple interacting components.  This complicates the 

determination of essential elements for adaptation to a pediatric setting. Furthermore, detailed 

descriptions of these complex interventions are often lacking in the literature, which hinders 

their applicability in other contexts.49,50 The most well-investigated and comprehensive ACP 

intervention, adapted for use in pediatrics, is the Family Centered advance care planning (FACE) 

intervention, which is based on Respecting Choices, one of the most widespread ACP 

interventions in adult care. 51,52 The intervention content is protected by a copyright and not 

freely available, complicating any evaluation for use in other contexts.   

Interventions including FACE, that have been adapted for use in pediatrics focus mainly on 

specific patient populations. These include adolescents and young adults with cancer and 

patients living with acquired immune deficiency syndrome.52–56 The focus of these studies, on 

adolescents and their end-of-life preferences, might hinder both their earlier use in disease 

trajectories and their use with younger children and their parents. Other pediatric ACP 

approaches reported in literature, are described more in general, without detailed descriptions 

of specific intervention components or they focus on the documentation of goals and 

preferences for future care and treatment. 57–62 In addition to evidence-based approaches, there 

are also practice-based initiatives funded by governments or healthcare institutions.63 However, 
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the evidence and rationale for these programs is often unclear, limiting their use in the research 

and development of pediatric ACP.  

Objectives and research questions of this thesis 

Despite the potential added value of ACP for a broad population of children living with life-

limiting conditions, a well-described, comprehensive, evidence-based intervention to facilitate 

ACP for children with life-limiting conditions and their families early in disease trajectories and 

continuing until the end of life is lacking. This research project aimed to develop a well-defined, 

evidence-based intervention to conduct ACP in pediatrics with children with life-limiting 

conditions and their families, aimed at providing future care and treatment aligned to the child’s 

and families’ values, goals and preferences.  

The first objective of this project was to identify the key elements of pediatric ACP. Both adult 

and pediatric approaches as described in literature were evaluated to assess their structure and 

content. Stakeholders in pediatric palliative care and pediatrics in general, were involved from 

the very start of the project to specify additional needs in pediatric ACP. The first objective 

included the following research questions: 

1.1 What are the structure, content, theoretical background and empirical evidence of adult and 

pediatric ACP interventions based on a conversation guide? (Chapter 2) 

1.2. How do clinicians and parents anticipate the future of children receiving pediatric palliative 

care? (Chapter 3) 

1.3. How do pediatricians envisage the concept of ACP in general and to what extent do they 

engage in ACP in their daily practice? (Chapter 4) 

1.4. How do parents face the future while caring for a child with a life-limiting condition? 

(Chapter 5) 

The second objective was to design an intervention based on the identified key elements and 

needs in pediatric ACP. This second objective led to the development of the IMplementing 

Pediatric Advance Care Planning Toolkit (IMPACT), guided by the following research question: 
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2.1 What are components of a pediatric ACP intervention based on current evidence, underlying 

theories and stakeholders’ perspectives? (Chapter 6) 

The third objective was to evaluate early experiences with the use of IMPACT in order to 

understand ways of acting and to gain insight in additional needs when using the intervention in 

daily practice. This objective led to the following research questions:  

3.1. What are the content and characteristics of ACP conversations and related documentation 

conducted by clinicians using IMPACT? (Chapter 7) 

3.2. What are the experiences of clinicians and families regarding ACP conversations based on 

IMPACT? (Chapter 8) 

Methods 

Study design 

The Medical Research Council (MRC) Framework for the Development and Evaluation of 

Complex Interventions was used to structure the research project.64 In 2000, the MRC of the 

United Kingdom presented the framework. Initially, the framework focused on the development 

of interventions to be tested in experimental study designs. In 2008, the framework was adjusted 

and became more applicable for non-experimental studies.65,66 The MRC model consists of four 

iterative phases: 1) development of the intervention, 2) assessing feasibility and piloting 

methods, 3) evaluation, and 4) implementation. Our research project covers the development of 

the intervention and a first pilot study.  

According to the MRC-model the developmental phase of complex interventions consists of 

three elements: identifying the evidence base, identifying or developing appropriate theory, and 

modelling process and outcomes. We translated these elements into four steps in the 

developmental phase of this research project, tailored to our study aims and research questions. 

These steps were: 
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• Identification of current evidence on ACP by a systematic review of complex

interventions guiding ACP conversations and by expert consultation on evidence for

pediatric ACP approaches, both nationally and internationally;

• Exploration of the perspectives of children with life-limiting conditions, parents and

clinicians towards ACP. A cross-sectional national survey study was conducted among

pediatricians working in pediatric academic hospitals. The online questionnaire evaluated

their experiences and attitudes with ACP in their most recent case of a deceased child

and with ACP in general; Qualitative interview studies were performed to get insight in

the perspectives on facing the future of children with life-limiting conditions, their

parents and clinicians in pediatric palliative care and in general;

• Design of a theoretical framework based on existing theoretical concepts in relation to

the identified key elements of pediatric ACP in the prior steps;

• Modelling the input from prior steps into individual and specific intervention

components, resulting in IMPACT;

The pilot phase consisted of the fifth step in our research project. 

• Fine-tuning the intervention materials based on experiences of clinicians and families

after use of IMPACT and evaluating first experiences with IMPACT to achieve a deeper

understanding of ways of acting and to reveal further directions for improvement and

implementation;

Study population 

This research project focused on Dutch-speaking children with life-limiting conditions under the 

age of 18, their parents and clinicians. Participants in the sub studies of the developmental 

phase were purposively recruited from pediatric academic hospitals during September 2016 and 

November 2018. A total of 168 pediatricians caring for children with life-limiting conditions were 

included in the survey study. Individual interviews were conducted with 17 pediatricians and a 

specialized nurse caring for children with life-limiting conditions to gain deeper insight in their 

perspectives regarding ACP. A qualitative interview study analyzed the perspectives of 20 

parents of children with life-limiting conditions on ACP, including ten bereaved parents. The 
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perspectives on IMPACT of children living with a life-limiting condition were explored at the 

start of the pilot study. Thirteen children, aged 11 to 18 years, with diverse medical backgrounds 

participated. 

Participants of the pilot study were recruited from pediatric academic hospitals, hospice and 

home care during February and September 2019. Eleven physicians and seven nurses 

experienced in the care for children with life-limiting conditions were purposively recruited to 

attend the IMPACT training. Subsequently, these clinicians invited parents of children with life-

limiting conditions to participate in the study. Children were invited to participate depended on 

their age and mental state. A total of 27 cases of children with life-limiting conditions were 

included, resulting in the participation of 26 mothers, 15 fathers and five children in the pilot 

study.  

Data collection and analysis 

Based on the study design with different sub studies, data collection and analysis yielded several 

strategies. The survey study was based on an online questionnaire and descriptive statistics were 

reported. The qualitative studies of the development and pilot phase were based on individual 

or focus group interviews. These interviews were audio recorded and transcribed verbatim. A 

thematic analysis was performed.  

Outline of the thesis 

This research project started with a systematic review on interventions guiding advance care 

planning conversations, which is presented in Chapter 2.  

In Chapter 3, a qualitative study is presented, exploring how parents of children with a life-

limiting condition and their clinicians anticipate the future when care is provided by a pediatric 

palliative care team 

Chapter 4 describes the results of a survey study among pediatricians caring for children with 

life-limiting conditions about their experiences, attitudes and skills regarding advance care 
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planning. Pediatricians were surveyed about their experiences with ACP in their latest case of a 

deceased child and about their perspectives regarding ACP in general.  

In Chapter 5, the results of a qualitative study among parents of children with life-limiting 

conditions are reported. This study explores how parents envision the future and to what extent 

they share future perspectives with clinicians.  

The results of these chapters constitute the main input of the developmental phase of the 

IMPACT intervention, as described in Chapter 6. This study presents the developmental process, 

integrating insights from literature, stakeholders, and theoretical concepts into specific 

interventions components. In this chapter first reflections on the acceptability of the intervention 

materials from the view of users are presented as well.  

The study presented in Chapter 7 describes the content of ACP conversations conducted by 

trained clinicians based on IMPACT and provides insight in the way clinicians document these 

conversations in medical records.  

In Chapter 8, the experiences of clinicians and families with ACP conversations based on IMPACT 

are described.  

Chapter 9 entails the general discussion, which reflects on experiences within the developmental 

process and the pilot phase of IMPACT. In this chapter the strengths and limitations of this 

research project are reported. Recommendations for future research are included and a final 

conclusion summarizes the insights gained during this research project in the field of pediatric 

ACP.  
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Abstract 

Background: Advance Care Planning (ACP) is a communicative process of defining preferences for future 

medical care. Conversation guides support professionals to conduct ACP conversations, yet insight in 

essential components is limited. 

Objectives: To evaluate the content, rationale and empirical evidence on the effect of ACP interventions 

based on conversation guides. 

 

Methods: Medline, Embase, PsychINFO and CINAHL were searched from January 1, 1998 to February 23, 

2018 to identify peer-reviewed articles describing or evaluating ACP interventions based on scripted 

conversation guides. A thematic analysis of the guides was performed. Data on intervention 

characteristics, underlying rationale and empirical evidence were extracted by two authors independently 

using a pre-designed form. Assessment of risk of bias and quality of reporting was performed using 

COCHRANE tools and COREQ respectively.  

 

Results:  Eighty-two articles reporting on thirty-four unique interventions met the inclusion criteria. 

Analysis of the conversation guides revealed a framework for ACP conversations consisting of four phases: 

preparation, initiation, exploration and action. Exploration of patient’s perspectives on illness, living well, 

end-of-life (EOL) issues and decision making formed the core part of the guides. Their design was often 

expert-based, without an underlying theoretical background. Empirical evidence on the effect of the 

interventions was based on heterogeneous outcome measures. Dyad congruence and preference 

documentation rates increased among intervention subjects in most studies. The studies showed varying 

effects on knowledge of ACP, decisional conflict, quality of communication and preferences-concordant 

care. Qualitative research showed that participants appreciate the importance and benefits of ACP 

conversations, yet perceive them as difficult and emotional.  

 

Conclusion: ACP conversation guides address a diversity of themes regarding illness, EOL and decision 

making. There is a focus on the exploration of patient’s perspectives and preferences. Evidence on the 

translation of explorative information into specific treatment preferences and consequences for care as 

provided is limited.  
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Introduction 

Especially in long-term care, the exploration of patients’ perspectives on their illness and future 

medical needs is essential to provide high-quality medical care.1 Advance Care Planning (ACP) is 

known as a strategy to communicate about preferences for future medical care. ACP is defined 

by an international taskforce as follows: ‘ACP enables individuals to define goals and preferences 

for future medical treatment and care, to discuss these goals and preferences with family and 

healthcare providers, and to record and review these preferences if appropriate.’2  When an 

individual’s health situation worsens, ACP can become more targeted.2  Evidence for the effects 

of ACP on completion of advance directives, improved patient-family concordance regarding 

preferences for medical care and increased congruence between preferences for care and actual 

received care is growing.3–5 Unfortunately, barriers such as lack of knowledge about  ACP  and 

lack of conversation skills among professionals remain.6,7 Several interventions have been 

developed to support health care professionals to discuss goals and preferences for future 

medical care in daily practice. These interventions support professionals by providing guidance 

to the structure and content of ACP conversations by a conversation guide.8 To our knowledge, 

no systematic review has been performed to provide an overview of the content of ACP 

conversation guides, their rationale and effectiveness so far. Such an overview would be helpful 

to understand how the concept of ACP is translated into actual conversations and practices and 

could support health care professionals to conduct ACP conversations themselves. Therefore, 

this review aims to 1) provide a narrative synthesis of the characteristics and theoretical 

background of interventions which incorporate an ACP conversation guide, 2) provide an 

analysis of the structure and content of those conversation guides and 3) summarize empirical 

evidence about the feasibility and effects of the interventions.   

Methods 

Data Sources and Searches 

The Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) checklist 

was used to structure the review process.9 A structured computerized literature search was 

performed in four databases: Medline, Embase, PsychINFO  and CINAHL. The search strategy 
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included terms describing the following domains: ‘advance care planning’, ‘intervention’ and 

‘communication’. (Table 1) Two reviewers (JF, MV) independently screened all abstracts to select 

relevant papers. Disagreements were resolved by discussion. Reference lists of selected studies 

were hand-searched for additional relevant papers (JF and KP).  

Study Selection 

Studies, published in English in peer-reviewed journals between 1 January 1998 and 23 February 

2018 describing a structured approach of ACP conversations by providing a conversation guide 

with verbal examples for health care professionals were considered eligible. If the content of the 

conversation guide was not described in detail more information was requested by contacting 

the corresponding author. Potentially eligible studies were assessed full text independently by 

two reviewers (JF, MV). Disagreements were resolved by discussion.  

Table 1 Search strategy for all databases 

Search strategy for Medline 
(exp "advance care planning"/ OR ((advance adj preferences) or (advance* adj3 planning) or (advance* 
adj2 directive*) or living will* or life-limiting or ("end-of-life" adj (care or plan* or decision*)) or "terminal 
care" or (future care adj3 planning)).ti,ab,kf.) 
AND  
(Communication/ or goals/ OR (intervention or conversation* or facilitate or approach or tool or 
document* or discussion* or goal* or program* or "decision aid" or communication).ti,ab,kf.) 

  

Search strategy for Embase 
('living will'/exp OR 'terminal care'/exp OR (advance NEAR/1 preferences):ti,ab,de OR  (advance* NEAR/3 
planning):ti,ab,de OR (advance* NEAR/2 directive*):ti,ab,de OR (living NEAR/1 will*):ti,ab,de OR 'life 
limiting':ti,ab,de OR    ('end-of-life' NEAR/1 (care OR plan* OR decision*)):ti,ab,de OR 'terminal 
care':ti,ab,de OR ('future care' NEAR/3 planning):ti,ab,de OR ('palliative therapy'/exp) 
AND  
('patient care planning'/exp) AND ('interpersonal communication'/exp OR 'goal attainment'/exp OR 
intervention:ti,ab,de OR conversation*:ti,ab,de OR facilitate:ti,ab,de OR approach:ti,ab,de OR tool:ti,ab,de 
OR document*:ti,ab,de OR discussion*:ti,ab,de OR goal*:ti,ab,de OR program*:ti,ab,de OR 'decision 
aid':ti,ab,de) NOT ('conference abstract'/it OR 'conference paper'/it OR 'conference review'/it OR 
'review'/it) AND [embase]/lim) 
Search strategy for PsychINFO 
(exp Treatment Planning/ and exp Palliative Care/ or exp Palliative Care/ and exp Decision Making/ or 
((advance adj preferences) or (advance* adj3 planning) or (advance* adj2 directive*) or living will* or life-
limiting or ("end-of-life" adj (care or plan* or decision*)) or "terminal care" or (future care adj3 
planning)).ti,ab,id. or exp Advance Directives/) 
AND 
(exp COMMUNICATION/ OR exp GOALS/ or (intervention or conversation* or facilitate or approach or 
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tool or document* or discussion* or goal* or program* or "decision aid" or communication).ti,ab,id.) 
Search strategy for CINAHL 
(MH "advance care planning" or (TI((advance N1 preferences) or (advance* N3 planning) or (advance* N2 
directive*) or (living N1 will*) or life-limiting or ("end-of-life" N1 (care or plan*)) or "terminal care" or 
("future care" N3 planning))) or (AB((advance N1 preferences) or (advance* N3 planning) or (advance* N2 
directive*) or (living N1 will*) or life-limiting or ("end-of-life" N1 (care or plan*)) or "terminal care" or 
("future care" N3 planning)))) 
AND  
((MH "Goals and Objectives+") OR (MH "Goal-Setting") OR (MH "Goal Attainment") or AB(intervention or 
conversation* or facilitate or approach or tool or document* or discussion* or goal or program* or 
"decision aid" or communication) or TI(intervention or conversation* or facilitate or approach or tool or 
document* or discussion* or goal or program* or "decision aid" or communication) or MH 
"communication+") 
Search date 23 February 2018 

Data Extraction and Quality Assessment 

Data extraction was performed by two reviewers (JF, AB) using a predesigned form. 

Characteristics of the interventions were extracted based on the Taxonomy of Schulz.10 Any 

theoretical background and data on feasibility and effectiveness were extracted. Two reviewers 

(JF, AB) performed a risk of bias assessment on the included quantitative studies. For 

randomized controlled trials and non-randomized controlled trials the Cochrane Bias Tool was 

used, evaluating random sequence generation, allocation concealment, blinding of participants, 

blinding of outcome assessment, incomplete outcome data and selective reporting. A score of 1 

was assigned when the criterion had been met, a score of 0 when the criterion had not been met 

and a question mark when the information for rating the criterion was lacking. The rating 

resulted in a total score ranging from 0 to 6. Observational studies were assessed in a similar 

way with the use of an adapted version of the Cochrane Bias tool (Appendix Table A1), assessing 

seven categories: selection study population, comparability of study groups, standardization 

intervention protocol, standardization outcome measurements, missing data, confounders, 

selective outcome reporting. The criteria were rated as described above and this resulted in a 

total score ranging from 0 to 7. The assessment tools do not include a cutoff point for 

categorizing the studies based on their risk of bias. Therefore median scores with ranges are 

presented.  The quality of reporting was assessed for qualitative studies using the 

COmprehensive consolidated criteria for REporting Qualitative research (COREQ).11,12 The 
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checklist evaluates a total of 32 criteria on three categories: 1) research team and reflexivity, 2) 

study design and 3) analysis and findings. A score of 1 was assigned when the criterion had 

been properly described, a score of 0 when it was not described and a score of 0.5 when the 

description was incomplete. The rating resulted in a total score ranging from 0 to 32. Mixed-

methods studies were assessed both for risk of bias and quality of reporting. Disagreements 

were resolved by discussion. In line with the explorative nature of this review, the quality of 

selected studies did not affect inclusion.13 

Data Synthesis and Analysis 

We analyzed the data to provide a narrative synthesis of the characteristics, conceptual 

background and feasibility and effectiveness of the interventions.14 The content of the 

conversation guides was thematically analyzed using NVivo 10.15 Open coding of the first five 

guides and categorization of codes resulted in an initial conceptual framework of the structure, 

themes and language of the conversation guides. Subsequently, guides were coded using these 

initial concepts and new concepts were created when deemed necessary (JF and MK). The 

concepts were clustered into themes. Sample statements were selected from the conversation 

guides to illustrate the themes.  

Results 

The search yielded 15745 unique hits. Eighty-two articles met the inclusion criteria (Figure 1) 

reporting on 34 unique ACP interventions. Sixty-one articles presented empirical data about 27 

interventions.16–76 The remaining articles presented a description of the intervention or a study 

protocol.7,77–96  
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Figure 1. PRISMA Flow Diagram of Literature Review Process 

Records identified through electronic database 
searching 

(n = 20924) 

MEDLINE: 7199 
Embase: 7305 
CINAHL: 2428 

PscychINFO: 3992 

Full-text articles assessed for eligibility 
(n = 306) 

Articles included for analysis 
(n = 82) 

Full-text articles excluded 
(n= 224) 

- No full text available:  25
- No conversation guide: 172
- Duplicates:  9
- Not in English:  1
- Other publication type:  15
- Published before 1998: 2

Records excluded based on 
title/abstract 
(n= 15439) 

Additional articles from reference check 
(n= 0) 

Records screened after duplicates removed 
(n= 15745) 
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Risk of Bias and Quality of reporting 

A detailed overview of the risk of bias assessment and quality of reporting assessment 

underlying the total scores is presented in the Appendix Table A2-A6. The total scores for each 

study are presented in Table 4-6. For RCT’s (n=21) and non-randomized controlled trials (n=3) 

the median total score of sufficiently met criteria was 3 (range 0-4) (Table 4).  No trial met the 

criterion of blinding of participants.  For observational studies (n= 13) and the quantitative part 

of mixed-method studies (n=11) ) the median total score of sufficiently met criteria was 3 (range 

1-5) (Table 5) and 1 (range 0-3) (Table 6) respectively.  The assessment showed a low risk of bias

regarding standardization of the ACP intervention20,22,23,28,36,42,49,61–63,74  and standardization of

outcome measurement in most studies.16,23,28,36,42–44,48,59–62,74,75 For qualitative studies (n=13) an

assessment of the quality of reporting showed a median total score of sufficiently met criteria of

16.5 (range 12.5-29). (Appendix Table A7)  For mixed-methods studies (n=11) the median total

score of sufficiently met criteria was 15 (range 3-18.5).

Intervention characteristics 

The 34 interventions were numbered and their characteristics summarized in Table 2. In general, 

two different designs of conversation guides were identified. About two-thirds of the 

interventions provided an exact scripted conversation guide. 

(Intervention:1,2,4,5,7,9,12,13,14,17,18,21,22,24-31,33) The other one-third provided guidance to 

the conversation by suggesting topics and prompts, but in a less structured format. 

(Intervention:3,6,8,10,11,15,16,19,20,23,32,34) 

Most identified interventions were developed for or tested in populations with serious illnesses. 

(Intervention:1-3,6,7,11-16,18,20-23,25-29,32,34) In some interventions involvement of a 

surrogate decision maker  was an essential part of the intervention. 

(Intervention:2,4,6,13,25,27,29,33) Others left the decision to include a proxy to the patient. The 

interventionists had a broad range of professions including physicians, nurses, social workers, 

patient navigators and psychologists. Most interventions provided educational materials for the 

health care professional, the patient and family or both.  In about half of the interventions, some 
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form of training of the interventionist was included, ranging from a couple of hours to multiple 

day courses.  

Theoretical background 

Most articles reported on the development of the intervention which could involve a review of 

literature, expert panels with professionals and patients, and pilot testing.7,19–22,26,29,38,39,41–47,63,71–

73,79,80,84,91,92,94,95 A description of a theoretical background was often absent.7,16,19–21,26,38,41,43–

45,63,71,73,79,80,91,95,96  

Basic ethical principles were described by some authors as background for their intervention. 

Some stated that the ethical principle of patient autonomy played a central role in Advance Care 

Planning originally, but that principles of communication and relational ethics had been 

introduced, focusing on a deeper conversation between the patient and healthcare professionals 

to identify and respect values of the patient and his psychosocial context.17,18,39,78 Two authors 

used the concept of meaning-searching activities and legacy-making in the intervention.40,46  

Others  used the concept of motivational interviewing as a background for the design of the 

conversation guide.42,72  

Six interventions (Intervention:6,13,24,25,28,31) were based on the representational approach of 

patient education. This theory is based on the Leventhal’s description of  illness along five 

identities (illness identity, cause, time line, consequences and cure/control) and the conceptual 

change model.97 Based on this theory, exploration of patient’s perspectives on ACP-themes and 

provision of patient-tailored information form the key steps in the conversation, resulting in 

highly individualized patient-specific processes.  
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Table 2. Overview characteristics and available evidence 
Intervention 
(Country) 
Accessibility 

Characteristics intervention Included publications 
Mode, schedule 
and setting 

Target Population Interventionist Scripting and 
materials 

Treatment 
implementation 

Description 
intervention 

Feasibility 
outcomes 

Effect 
outcomes 

I1. ACP for adults with 
congenital/pediatric heart 
disease 
(USA) 
Guide included in article16 

Face-to-face 
conversation at 
heart failure and 
transplant clinic 

Patients ≥ 18 years 
with 
congenital/pediatric 
heart disease 

Transplant and 
cardiomyopathy 
coordinators 

- Exact
scripted
conversation
guide
- Patient
information
folders
- Pre visit
provision of
Voicing My
Choices
-
Documentation
format in EHR

Documented 
AD 

Edwards 
201816 

I2. ACP by general 
practitioners 
(Belgium) 
Guide available from author7 

Face-to-face 
conversation in 
general practice 

Patients at risk of 
deteriorating or 
dying 

General 
practitioner 
(2hr training 
program) 

- Exact
scripted
conversation
guide
- Educational
materials GP’s
- Register
eligible
patients
- Educational
booklet
patients
-
Documentation
template

- Template for
documentation
of the
discussion
- GP's
encourage
patient to share
document with
other health
care providers

DeVlemick 
20167 

I3. ACP in COPD 
(Canada) 
Guide as appendix17 

Double session 
face-to-face 
conversation at 
home 

Patients with 
advanced 
COPD and their 
informal care 
givers 

Facilitator 
(trained) 

- Conversation
guide with 
question 
examples 
- Booklet for
patients

Completion of 
advance 
directive 

Simpson 
201117 

Simpson 
201218 

Simpson 
201117 

Simpson 
201218 
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I4. ACP in early dementia 
(UK) 
Guide as appendix19 

Face-to-face 
conversation at 
Memory service 
clinic 

Patients with early 
(mild) dementia 
and their carers 

Senior nurse 
and clinical 
psychologist 

- Exact
scripted
conversation
guide, also
used for
documentation
- Training
package for
staff

Authors 
emphasize 
need to make  
ACP-
documentation 
available to 
other health 
care providers 

Poppe 
201319 

Poppe 
201319 

I5. ACP in geriatric 
patients 
(Norway) 
Guide included in article20 

Single bedside 
face-to-face 
conversation 
at geriatric ward 

Patients admitted 
to geriatric 
hospital ward 

Senior 
consultant of 
geriatric  
department 

Exact scripted
conversation
guide

NS Friis 
201520 

Friis 
201520 

I6. ACP in patients with 
Chronic Kidney  
disease 
(Canada) 
Guide as appendix77 

Face-to-face 
conversation 
included in 
university-
based renal 
Program 

Adults with End 
Stage  
Renal Disease and 
surrogates 

Social workers 
and  
nephrologists, 
preferably 
trained 

Conversation 
guide with 
question 
examples 

Documentation 
of ACP-
process  
in dialysis 
medical record 

Davison 
200777 

Davison 
201276 

I7. ACP for patients with 
inoperable 
lung cancera

(UK) 
Guide partial available in article21 

Face-to-face 
conversation at 
outpatient clinic 

Patients with 
inoperable 
lung cancer 

Lung cancer 
nurses 

- Exact
scripted
conversation
guide
- Letter to
record
discussion
- Checklist to
clarify  content
of ACP record
with patients

GP clinic 
letter to record 
ACP 
discussion 

Horne 
200621 

Horne 
200621 

I8. ACP Group Medical 
Visit 
(USA) 
Guide included in article22 

Two group 
sessions of 2 
hours each, 1 
month apart at 
Senior Clinic  

Geriatric patients 
(age >65)  
receiving care at 
primary care clinic 

Geriatrician and 
social worker 

- Conversation
guide with 
question 
examples 
- Educational
materials
(handout,
video, AD
template)

- Update AD or
medical orders
as needed
-
Communication
preferences to
primary care
provider

Lum 
201622 

Lum 
201723 

Lum 
201622 

Lum 
201723 
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I9. Advance Directive in 
Two Questions 
(USA) 
Guide included in article78 

Face-to-face 
conversation in 
any health care 
setting 

Any patient Any health care 
professional 

Two scripted 
questions as 
base for 
discussion 

Preferences 
described in 
short  
document, 
copies for 
patient, chart 
and palliative 
care team 

Mahon 
201278 

I10. Communication 
about EOL care among 
patients with COPD 
(USA) 
Guide partial available in article 
and from author24 

Face-to-face 
conversation 
based on 
patient-specific 
feedback 
form generated 
by a patient-
reported 
computerized 
process at 
regular visits at 
outpatient clinic 

Patients with 
COPD 

Clinicians Clinician 
Feedback 
report with 
patient specific 
discussion 
topics and 
suggested 
scripts 

Feedback form 
was send to 
clinician and 
patient 

Au 201224 Au 201224 

Reinke 
201725 

I11. Communication in 
life-limiting illness 
(USA) 
Guide included in article80 

Single or 
multiple face-to-
face 
conversation 
preferable in 
outpatient 
setting,  
but can be in 
hospital as well 

Patients with life-
limiting  
illness 

Clinicians Conversation 
guide with 
examples of 
questions 

Authors 
emphasize 
need to record 
ACP 
conversations 
in the patient 
chart and to 
include a copy 
of any 
completed 
documents 

Pearce  
201680 

I12. End of Life 
Preferences Interview 
(Italy) 
Guide as appendix26 

Single or 
multiple session 
face-to-face 
conversation in 
palliative 
(home) care 
centers 

Patients in 
palliative care (23) 
Advanced cancer 
patients in 
palliative care (24) 

Physicians 
palliative care 
centers 
(1 day of 
training) (24) 

- Exact
scripted
conversation
guide
- Manual for
interventionist 

Documentation 
based on 
interview 
format 

Borreani 
200826 

Borreani 
201227 

- 
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I13. Family/Adolescents – 
Centered (FACE) ACP 
interventiona 

(USA) 
Copyrighted: guide based on I25, 
guide partial available in article29 

Three session 
face-to-face 
conversation, 
one week apart 
at outpatient 
clinic 

- Adolescents with
cancer and their
surrogate27,32,33 
- Adolescents with
HIV/AIDS and their 
surrogate28,29,30,31,36 

A certified 
Respecting 
Choices 
Facilitator 

- Exact
scripted
conversation
guide
- Readiness
survey 
- AD: Five
Wishes 
- Information
brochure about 
ACP for 
participants 

Completion of 
AD 

Dallas 
201281,b 
Kimmel 
201582,b 
Curtin 
201783,b 

Jacobs 
201528 

Lyon 
200929 

Lyon 
201333 

Dallas 
201637 

Lyon 
201735 

Lyon 
201736 

Lyon 
200929 

Lyon 
200930 

Lyon 
201031 

Lyon 
201132 

Lyon 
201333 

Lyon 
201434 

Dallas 
201637 

Lyon 
201735 

Lyon 
201736 

I14. Goals of Care 
Communication Guide 
(USA) 
Guide included in article38 

Face-to-face 
conversation 
in outpatient 
setting or at 
home  

Serious ill patients Nurse and 
social worker 

- Exact
scripted
conversation
guide and
documentation
form

Completion of 
written 
document 

Bekelman 
201738 

I15. Heart Failure End of 
Life Discussion 
intervention 
(USA) 
Guide included in article84 

Face-to-face 
conversation 

African Americans 
with heart failure 

Nurse - Conversation
guide with 
question 
examples 
- Trajectory
graph
- Conversation
Ready
pamphlet
- Preferences
form

Completion of 
written 
document 

Piamjariyakul 
201784 
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I16. Kitchen Table 
Discussion 
(USA) 
Guide included in article85 

Single or 
multiple session 
face-to-face 
conversation at 
home 

- Serious ill
patients
- Patients with life-
limiting illness 
receiving home 
care39 

Home care and 
hospice 
nurses38 
Social worker84 

- Conversation
guide with
question
examples
- Guide used
as assessment 
form for 
documentation 

Assessment 
form  in 
medical record 
and send to 
home care 
nurse and 
attending 
physician 

Norlander 
200085 

Ratner 
200139 

Ratner 
200139 

I17. Let me Talk 
(China) 
Guide available from author40 

Single or 
multiple session 
face-to-face 
conversation 
and a family 
conference at  a 
nursing home  

Frail but competent 
nursing home 
residents 

Nurse facilitator - Exact 
scripted 
conversation 
guide 
- Information
leaflet for
residents
- Template for
personal
booklet

Personal 
booklet 
summarizing  
life stories and 
preferences for 
care 

Chan 
201040 

Chan 
201040 

I18. Living Well Interview 
(USA) 
Guide included in article41 

Single session 
face-to-face 
conversation at 
chemotherapy 
ward 

Patients with 
recent 
diagnosis of life-
limiting 
disease/terminally 
ill patients 

Oncology nurse 
(well-trained) 

Exact scripted
conversation
guide

Schwartz 
200341 

I19. Motivational Stage-
Tailored Intervention to 
ACP 
(USA) 
Guide available from author42 

Single session 
face-to-face 
conversation at 
supportive 
housing  
facility 

Low-income older  
adults living in a 
supportive housing 
facility 

Social work 
graduate 
research 
assistant 
(45 hours of 
training) 

- Conversation
guide with
question
examples
- California AD
form
- Training
manual

Completion of 
AD form 

Ko 201642 Ko 201642 

I20. Palliative Care 
Program 
(China) 
Guide as appendix43 

Weekly face-to-
face 
conversations 
at home, part of 
an eight week 
program 

Home care 
patients with life-
limiting disease 

Trained nurse 
facilitators/home 
care providers 
(2 days of 
training) 

- Conversation
guide with 
question 
examples 
- Educational
materials 

Completion of 
DNR order 

Chan 
201443 

Chan 
201443 
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I21. Patient Preferences 
About Serious Illness 
Instrument (PASI) 
(USA) 
Guide available from author44 

Single or 
multiple session 
face-to-face 
conversation in 
hospital, 
outpatient  
or acute care 
setting  

Seriously ill 
patients 

Health care 
practitioners 

Exact scripted 
conversation 
guide 

The interview 
instrument  
should be used 
in conjunction 
with an AD 

Whitehead 
201644 

I22. Patient Navigator 
Intervention to improve 
palliative care 
(USA) 
Guide available from author45 

Five or more (if 
needed) 
session face-to-
face 
conversation in 
setting as 
preferred by 
patient (home, 
outpatient clinic 
or during 
hospitalization) 

Latino adults with 
life-limiting illness 

Patient 
Navigator 
(one month long 
intensively 
training) 

- Exact
scripted
conversation
guide
- Packet of
linguistically 
matched 
materials on 
palliative care 
- AD form

- Completion of
AD -
Documentation
of pain
management

Fischer 
201545 

Fischer 
201545 

I23. Physician’s Guide to 
Talking About  
End-of-Life Care 
(USA) 
Guide included in article95 

Face-to-face 
conversation, 
preferable in 
more than one 
session 

Serious ill patients Physician - Conversation
guide with
question
examples

Balaban 
200096 

I24. Preserving Identity 
and Planning for Advance 
Care (PIPAC) 
(USA) 
Guide available from author46 

Four session, 
one week apart, 
face-to-face 
conversation 
at home 
(including 
assisted living 
facilities and 
nursing homes) 

Individuals with 
early or 
mild stage 
dementia 

Trained 
assessors with 
social worker or 
psychology 
background 

- Exact
scripted
conversation
guide
- Participant
notebook 
- Checklist
- Document
contributions
participants
- Materials for
a reminiscence
product

- A tangible
reminiscence
product
- Consideration
of completing a
legal document

Hilgeman 
201446 

Hilgeman 
201446 
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I25. Respecting Choicesa 

(USA)c 

Copyrighted: guide partial 
available in article86 

Guide available from author89 

 

Single session 
face-to-face 
conversation  
at diverse 
settings,  mostly 
outpatient 
facilities 

Seriously ill 
patients and their 
surrogate 
- CHF47,52,53,89  
- ESRD47,50,52,53 
- High risk open 
heart surgery47 
- Ambulatory 
geriatric patients54 
- Patients from 
cardiothoracic 
surgery clinic55 
- Nursing home 
patients51,62,90 
- Patients newly 
diagnosed with 
advanced lung 
cancer56,57  
- Frail elderly 
patients with 
multiple 
comorbidities / 
advanced 
disease48 
- Residents of 
assisted living 
facilities with 
limited life 
expectancy60 
- Patients with 
advanced lung or 
colorectal 
cancer87,88  
- Cancer 
patients58,59  

Trained 
facilitator 
(Respecting 
Choices 
training) 

- Exact 
scripted  
conversation 
guide  
- Training 
program  for 
facilitators 
- Information 
for patients 
- Checklist for 
interview 

Completion of 
AD 

Briggs 
200486 

Korfhage 
201587,b 
Rietjens 
201687,b  
Malhotra 
201689,b 
In der 
Schmitten 
201190,b 

Briggs 
200447 

Boettcher 
201448 

Hall 
201449 

Song 
201050 

In der 
Schmitten 
201451  
Kirchhoff 
201052 

Schwartz 
200254 

Song 
200555 

Robinson 
201156 

Robinson 
201257 

Niranjan 
201858 

Rocque 
201759 

Boettcher 
201448 

Hall 
201449 

Hammes 
201060 

Pecanac 
201661 

Song 
201050 

In der 
Schmitten 
201451 

Kirchhoff 
201052 

Kirchhoff 
201253 

Schwartz 
200254 

Song 
200555 

Briggs 
200447 

Robinson 
201156 

Rocque 
201759 

Hickman 
201662 

I26. Scripted Nurse pre-
VAD Visits  
(USA) 
Guide included in article63 
 

Face-to-face 
conversation  
in outpatient or 
inpatient setting 

Patients at 
evaluation for VAD 
placement 

Palliative Care 
nurse 

Exact scripted 
conversation 
guide 

- Document in 
EHR 
- Full palliative 
care consult if 
needed 

 O’Connor 
201663 
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I27. Serious Illness 
Conversation Guide 
(USA) 
Guide available from: 
https://www.ariadnelabs.org/areas-
of-work/serious-illness-care/ 

Single or 
multiple session 
face-to-face 
conversation at 
oncology care 
clinics 
 

Seriously ill 
patients 
- patients with 
advanced 
incurable cancer 
and surrogates91 

Clinicians 
(2,5 hour 
training 
program) 

- Exact 
scripted 
conversation 
guide 
- Patient pre-
visit-letter and 
guide 
- Clinician 
reference 
guide 

Structured 
documentation 
in  
Electronic 
Health Record 

Bernacki 
201591,b 

Lakin 
201764 

Lakin 
201764 

I28. Sharing Patient’s 
Illness 
Representations to 
Increase Trust (SPIRIT) 
(USA) 
Guide included in article92 

Single or double 
session face-to-
face 
conversation at 
outpatient clinic 
or home  
 

Seriously ill 
patients 
Adapted for: 
-ESRD67,68  
-Heart failure with 
LVAD65,66  

Trained nurse 
facilitator  
(3.5 days of 
training) 

- Exact 
scripted 
conversation 
guide 
- Goals of 
Care 
document 
- Information 
about AD 

Placement of 
Goals of Care 
document in 
medical record 

Song 201592 

Song 
201893,b 

Metzger 
201665 
Metzger 
201666 
Song 
200967 

Song 
201568 

Song 
201676 

Metzger 
201665 
Metzger 
201666 
Song 
200967 

Song 
201568 

Song 
201676 

Song 
201769 

I29. Structured 
intervention to facilitate  
EOL DM 
(Australia) 
Guide available from author70 

 

Face-to-face 
conversation 

Patients with 
metastatic 
cancer and their 
caregivers 

Psychologist Exact scripted  
conversation 
guide 

DNR order as 
preferable  
documentation 

 Stein 
201370 

Stein 
201370 

I30. The One Slide 
(South Africa) 
Guide included in article71 
 

Face-to-face 
conversation 

NS Health care 
professionals,  
pastors, 
teachers 

- Exact 
scripted  
conversation 
guide 

NS  Stanford 
201371 
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I31. Thinking Ahead 
Project (TAP)a 

(USA) 
Copyrighted: guide based on I25, 
partial available from author72

Single session 
face-to-face 
conversation  
combining MI 
with an adapted 
ACP-interview 
at university 
medical  
Center 

Community-
dwelling African 
Americans 

A certified 
Respecting 
Choices 
Facilitator 
(additional 4 
hour MI-
training) 

- Exact
scripted
conversation
guide
- Package of
ACP
educational
material with
both the
standard and
health literacy
adapted AD

- Completion of
AD

Huang 
201672 

Huang 
201672 

I32. Values-Based History 
(USA) 
Guide included in article94 

Face-to-face 
conversation 
with follow-up 
sessions 

Patients with 
serious illness 

Health care 
providers 

Conversation
guide with
question
examples

Author states 
goal is to 
establish a 
concrete plan 

Prommer 
201094 

I33. Value Discussion 
Guide 
(USA) 
Guide as appendix73 

Facilitated face-
to-face 
conversation  
after self-guided 
discussion at 
medical center 
or at home 

Male veterans with 
AD  
and their surrogate 

Psychologist Exact scripted 
conversation 
guide 

NS Karel 
200473 

Karel 
200473 

I34. Voicing My Choices 
(USA) 
Guide included in article95 
https://f ivewishes.org/docs/default-
source/Samples/vmc-
sample.pdf?sfvrsn=4 

Face-to-face 
conversation 

Adolescents and 
young  
adults with life-
threatening 
conditions  

Health care 
professionals 

- Conversation
guide with
question
examples
- Guide
functions as
planning guide
to document
wishes

- Guide can be
used
as a patient-
held document
to record the
conversation

Zadeh 
201595 

Smith 
201774 

Kazmerski 
201675 

ACP = advance care planning; AD = Advance Directive; CHF= Congestive Heart Failure;  COPD = Chronic Obstructive Pulmonary Disease; EOL = End of Life; 
ESRD= End Stage Renal Disease; DM= Decision Making; DNR= Do Not Resuscitate; GP = General Practitioner; LVAD= Left Ventricular Assist Device; 
MI=Motivational Interviewing; NS = not specified;  
a Conversation guide could not be fully analyzed due to loss of the complete guide (intervention no. 7) or copyright (intervention no. 13,25 and 31) 
b Study protocol for RCT 
c Intervention developed in the USA, adapted for/implemented in Europe51,87,88,90 and Singapore89 
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Content of the conversation guides 

We synthesized a summarizing framework of the structure and content of ACP conversation 

guides. (Table 3) The main structural elements of the conversations guides consisted of four 

phases: preparation, initiation, exploration and action. Sample statements, extracted from the 

conversation guides, are given in Table 3 to illustrate the content.  The exploration phase 

contained the most elaborate statement samples.  

Preparation and initiation 

The preparation phase consists of pre-conversational steps, including the identification of 

eligible patients and practical arrangements. The initiation phase is the start of the actual 

conversation in most interventions, containing different strategies to introduce ACP, to clarify 

the goal of the conversation and to establish a trustful relationship between patient and 

interventionist.  

Exploration 

In most conversation guides, the exploration of patient´s views on multiple themes is the core 

part of the conversation. Illness understanding and views on living with illness are explored 

(Intervention:2,3,6,7,11,13-17,20-29,32) as well as views on living well. 

(Intervention:3,4,7,11,13,16,17,21,22,24-26,29,32)  Another key theme in the exploration phase is 

death and dying, covering both conceptual discussions about death and discussions about 

practical issues regarding the end of life. 

(Intervention:3,6,8,12,13,16,17,19,20,22,23,24,25,28,29,34) Themes related to the psychosocial 

wellbeing of the patient are addressed as well. Fears and worries are discussed 

(Intervention:2,3,6,7,8,11,12,14,16-18,20,22,24-28,32) and hopes are explored 

(Intervention:2,3,6,17,24,25,32) as well as sources of strength. 

(Intervention:12,13,17,18,24,25,29,33,34)  

Planning and goal setting form a bridge between the exploration of personal values and the 

determination of preferences for future medical care.  Personal views on planning and decision-

making are explored.  (Intervention:2,3,4,6,8,10,11,19,22,28,33,34) Patients’ locus of control 

38



(Intervention:1-6,11,12,26,27,29,34) and the desired involvement of family and professionals in 

care and decision-making are discussed. (Intervention:1,4-8,11-13,17,19,21,22,24-27,29,30,32-34) 

Goals of care (Intervention:2,6,7,11,14,16,23,25,26,27,28,32) and trade-offs are defined to identify 

what the participant perceives as tolerable to achieve certain goals 

(Intervention:3,6,8,11,12,20,23,27-28,32,33) Most interventions address treatment preferences. 

(Intervention:1,2,5,6,8-17,19,20,21,23-26,29,30,32,34)  Some interventions use scenarios or 

mentioned specific therapies; others evaluate treatment preferences more in general.  Some 

interventions evaluate whether the patient has or would like to have preferences documented in 

a (legal) document. (Interventions:3,5,11,19,20,25,29,30)  

Action 

The last phase of the conversation guide could include a summary. 

(Intervention:2,3,4,10,11,14,19,22,23,25,27,28,32) Only few interventions make patient-specific 

recommendations based on the prior explorative phase. (Intervention:10,11,23,25,27,32) Most 

interventions propose designation of a surrogate decision maker as a concrete action at the end 

of the conversation. (Intervention:1-4,6,8,9,11,13,17,20,22-26,28-30,32-34) Documentation forms 

range from notes in the patients’ medical record to written documents like Advance Directives, 

Do-Not-Resuscitate-orders or living wills. (Intervention:1,2,8,14-16,19,20,22,23,24,25,32) One 

intervention is based on a patient-held document and left the dissemination to the patient. 

(Intervention: 34) Additional steps could consist of planning follow-up conversations to discuss 

strategies to share the content of the conversation with family and other health care providers.  

Other content of the conversation guide 

Some guides provide examples of ‘guidance-on-the-job’ by the professional as a longitudinal 

element throughout the conversations. (Intervention:2,10,16,19,22,23,24,25,27,28,34) These are 

parts of the conversation in which the professional gives information to clarify certain topics or 

procedures. This includes information about the illness (current state and prognosis), the 

concept of ACP and surrogate decision makers, specific treatment options, expected patient-

specific outcomes, options for documentation and legal issues.  
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Table 3. Synthesis of framework for structure and content of conversation guides 
GENERAL STRUCTURE OF THE CONVERSATION GUIDES 
Preparation  Identification of eligible patients and creation of appropriate circumstances 
Initiation  Setting up the conversation 
Exploration  Eliciting patient’s perspectives on relevant topics 
Action  Translate content conversation into concrete steps  
INITIATION 

Content of  
element 

Themes in 
conversation guides 

Covered 
in guides 

n (%) 
Sample statements (Intervention no.) 

Readiness 
patient 

Address current 
health state 

 

4 (12%) 
 

‘A few months ago we spoke about what kind of care you would want if you were to become very 
ill. We’re now facing that situation.’ (23) 
‘I brought up these issues early so that you would have time to think about what’s important to 
you. I’m not worried that anything will happen in the next weeks.’ (27) 
 

Attitudes to thinking 
about the future 

 

11 
(32%) 

 

‘Do you spend time thinking about your health and your future?’ (6) 
‘Do you think much about the future? What worries you when you think about the future? What 
are your hopes for the future?’ (3) 
 

Ask permission for 
having the 

conversation 
 

6 (18%) 
 

‘To adapt our therapy model to your personal needs, we need to know your preferences 
concerning some aspects that characterize our assistance. Do you wish to talk about them at this 
time?’(12) 
‘Would you like to talk more about the kind of care you would want to have if you were no longer 
able to express your own wishes?’ (22) 
 

Rapport 
building 

Establish relationship 
and trust 

5 (15%) 
 

‘While I can’t cure you, there are still many things I can do for you. I want you to be able to speak 
openly with me, so I can best help you. No matter what happens, I can be here for you—you are 
not alone.’ (23) 
‘As your doctor, I want to make sure we are always doing the things that might help you, and that 
we never do anything that either can’t help you, or you wouldn’t want.’ (23) 
 

Introduction Concept of ACP and 
potential benefits 

 

16 
(47%) 

 

‘One thing I like to do with all my patients is to discuss advance care planning. Do you know what 
this means?’ (10) 
‘We want to help you stay in control of decisions about your care, and to ease things in case your 
family has to make difficult decisions on your behalf.’ (27) 
 

Framing future 
situation 

 

5 (15%) 
 

‘These questions are pertaining to a situation in which you are either no longer able to express 
your wishes, or are in an unsound mental state for making rational decisions—that is, a situation 
when someone else will have to make medical decisions for you.’ (30) 
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Content of  
element 

Themes in 
conversation guides 

Covered 
in guides 

n (%) 
Sample statements (Intervention no.) 

Clarifying 
conversation goals 

11 
(32%) 

‘I know this is hard to talk about, but I’d like to see if we can clarify a couple things about what 
your worries are about the future.’ (27) 
‘We’ve talked about some of the key issues that are important as you get sicker, and I think it 
would be helpful to get a bit more specific about the types of treatments that do and don’t make 
sense in your situation.’ (27) 

Consider invitation 
others 

2 (6%) ‘Is there someone you would like to be present with you for these conversations?’ (11) 

EXPLORATION 
Illness views Illness 

understanding 
17 (50%) ‘What do you understand about your illness or what’s happening to you?’ (11) 

‘What is your understanding of your treatment options; your prognosis?’ (16) 

Living with illness 13 (38%) ‘How have you been feeling since you were given your diagnosis?’ (4) 
‘Tell me about living with COPD day-to-day?’ (3) 

Live views Living well 19 (56%) ‘What makes life worth living?’ (3) 
‘What activities or experiences are most important for you to live well?’ (25) 

Views on 
death and 
dying 

Prior experiences 7 (20%) ‘How have you dealt with loss/death in the past? What do you wish had been different? What 
was OK for them, but would not be OK for you?’ (6) 
‘Have you or someone close to you had experiences with serious illness or death?’ (8) 

Vision on end-of-
life 

13 (38%) ‘We cannot predict exactly what medical treatment you might need at the end of your life. But it’s 
important for me to know your thoughts about what type of medical care you would like to 
receive. How do you imagine spending your last days, weeks, and months?’ (23) 
‘Have you thought about dying (if they have not named this specifically)? Can you tell me more 
about these things?’ (16) 

Psycho-
social 
wellbeing 

Coping 8 (24%) ‘When people get to this stage, some people feel like they want to keep fighting, and other 
people feel like they just want to be comfortable and let things happen as they may. How are you 
feeling now?’ (23) 
‘How are you coping with all of this?’ (16) 

Fears and worries 19 (56%) ‘What worries you most? What is your greatest fear? What helps with this worry and fear?’ (3) 

Hope 7 (20%) ‘As you think about how things are going with the illness, what are you hoping for?’ (3) 
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Content of  
element 

Themes in 
conversation guides 

Covered 
in guides 

n (%) 
Sample statements (Intervention no.) 

Religion and 
spirituality 

10 (29%) ‘Do you have any religious or spiritual beliefs that help you deal with difficult times? If so, tell 
about them. ‘(24) 

Planning and 
decision 
making 

Prior experiences 12 (35%) ‘Have you had any thoughts, discussions with your family or friends about what you would like to 
happen, if you become very ill and needed more support and care?’ (4) 
‘What experience do you have in making health-related choices (for self or others)?’  (6) 

Locus of control 11 (32%) ‘If there are any major decisions, do you prefer: for the doctors to make the decisions / for the 
doctors to give you all the information and help you make the decision / for you and your family 
to discuss and decide together / for you alone to make the decision / other?’ (5) 
‘What would you like to know about your care and treatment, how much information do you 
normally like to have? Are you the sort of person that likes to have all of the information, or would 
you prefer not to know too much?’ (4) 

Goal setting 12 (35%) ‘If your health situation worsens, what are your most important goals?’ (27) 

Trade offs 12 (35%) ‘How much are you willing to go through for the possibility of gaining more time?’ (27) 

Treatment 
preferences 

32 (94%) ‘The staff here will always try and advise what is in your best interests, and will discuss this with 
you whenever possible. It is helpful, however, to know if you have any particular preferences for 
or against specific treatments?’ (6) 
‘Are there certain treatments that you think you would never want? Why?’ (5) 

Other preferences 11 (32%) ‘If you could choose, would you prefer to die at home, in hospice, in residential care, or in 
hospital?’ (11) 
‘Do you have any specific religious or spiritual needs which you would like to be adhered to 
wherever you are cared for, such as attending a local church, or meeting place?’ (12) 
‘Do you have other preferences that we did not address?’ (21) 

Documentation 7 (21%) ‘Have you ever written down your wishes about future care or treatment?’ (5) 

Involvement 
of others 

Family 21 (62%) ‘Have you talked with your family about your health?’ (16) 
‘If they ask us, may we talk to your family about your illness? Is there anyone in your family 
whom you would prefer us not to give information to? Do you prefer anyone particular to be with 
you to hear results or to discuss and make important decisions about your care and treatments?’ 
(5) 
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Content of  
element 

Themes in 
conversation guides 

Covered 
in guides 

n (%) 
Sample statements (Intervention no.) 

Professionals 8 (24%) ‘How much does your primary care provider know about what’s important to you? What 
questions do you need to ask him or her?’ (8) 
‘What do you expect of your health care providers: availability? Information? Participation in 
decision making?’ (6) 

ACTION 
Summarize Check 

understanding 
8 (24%) ‘You have previously said to me that when your time comes, we will let nature take its course. I 

will make sure that you are comfortable at all times, and that ultimately, you are able to die 
comfortably. We will not plan to use cardiopulmonary resuscitation or breathing machines or an 
intensive care unit. Am I correctly stating your preferences?’ (23) 

Looking back on 
discussion 

5 (15%) ‘What was your goal regarding advance care planning or having a conversation, and how did it 
go?’ (8) 

Recommendations 6 (18%) ‘It sounds like…… is very important to you. Given your goals and priorities and what we know 
about your illness at this stage, I recommend…’ (27) 
‘Based on the wide spread of your cancer, the fact that we have no more treatments to stop the 
growth of the cancer, and the fact that CPR doesn’t work for patients with metastatic cancer, I 
recommend that we focus intensively on your comfort, on helping you have as much time as 
possible with your family, and on getting you home.’ (27) 

Agreements Surrogate-decision 
maker 

22 
(65%) 

‘If you cannot, or choose not to participate in health care decisions, with whom should we 
speak?’ (9) 
‘Have you thought about who you might want to make decisions for you? If so, who?’ (24) 

Documentation 17 
(50%) 

‘Would you like any help with writing down your wishes and appointing the right person or people 
to act for you?’ (30) 

Follow-up Next steps 12 
(35%) 

‘What are your next steps regarding advance care planning?’ (8) 
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Feasibility and Effectiveness 

Empirical data on the interventions were very heterogeneous because of varying study designs 

and outcome measures. Inclusion of patients in the studies seemed to be challenging, as 

reflected by a wide range of eligibility rates and a participant refusal rate of more than 50% in 

multiple studies.22–24,45,48,51,54,55,73 Reported reasons for refusal were: already having an AD or 

being engaged in an ACP-discussion, lack of interest and logistic problems (too busy and 

traveling issues).22,23,45,55 After inclusion, the completion rate of the interventions was > 75% in 

most studies. 22–24,29,30,35–37,40,42,43,46,47,49,51,63 Two studies reported much lower completion rates. In 

one study, evaluating a two-step interview, only 33% of the participants completed the full 

interview, including the second part concerning death and dying.26 Another study evaluated a 

program with five visits from a patient navigator.45  Only 31% of the participants received all 

visits.  

Eleven interventions were evaluated in a randomized24,25,29–35,37,40,45–47,50–55,64,68,70,76 or non-

randomized controlled trial40,51,64  (Table 4) The main body of evidence concerns  three 

interventions: Respecting Choices (n = six trials described in seven articles)47,50–55, SPIRIT (n=four 

trials, described in six articles) 65–69,76 and FACE (n = three trials, described in ten articles)28–37.  

Measurements in RCT’s focused on process measures such as knowledge about ACP, 

documentation rates, discussion rates, quality of communication, decisional conflict and dyad 

congruence on treatment preferences. (Table 4) Dyad congruence and documentation rates 

improved due to the interventions.29,33–35,45,47,51,52,54,55,64,68,76 For the remaining process measures 

results were mixed. Measurements of quality of life, psychosocial wellbeing, hospice use and 

concordance of preferences and received care were used less often and the results were mixed 

as well.  

Twelve observational studies and nine mixed-method studies showed similar results, reporting a 

positive trend towards sharing of information with surrogates 22,23,35,42,65,67 and improved 

documentation rates.16,23,42,43,48,49,60,61 (Table 5 and Table 6) Studies evaluating patient’s 

perspectives on ACP conversations, reported a perceived positive experience.20,22,28,42,67,72,75  
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Qualitative data showed that participation in ACP conversations was experienced as positive and 

beneficial by participants on the one hand.(Appendix Table A7) 17–19,21,22,43,56,65–67,69,72 On the other 

hand the conversations were also described as difficult and emotional.17,56,57,66,67,73 ACP 

conversations had a positive influence on relationships with relatives and surrogate decision 

makers.18,19,56,66,67,69,73   
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Table 4. Evidence from trials 
Author, year, 
country 

Methods Population 
no. 

Outcomes Risk of 
Bias 

Total score 
Decreased 
(use of) 

Increased 
(use of) 

No difference 
(in use of) 

I10. Communication about EOL care among  patients with COPD 
Au 201224 

USA 
RCT 
Patient-specific 
feedback form 
vs standard 
form 

Patients with 
COPD 
n = 376 (I: 194 C: 
182) 

Quality of 
communication 
Discussions with 
surrogates 
Discussions with 
clinicians 

2 of 6 

Reinke 201725 

USA 
Subanalysis 
RCT 
Patient-specific 
feedback form 
vs standard 
form 

Patients with 
COPD who died 
after study 
completion 
n = 157 

Documentation of 
EOL care discussions 
Completion of AD’s 
Hospice referrals 

2 of 6 

I13. Family/Adolescents – Centered (FACE) ACP intervention 
Lyon 200929 

USA 
RCT 
FACE vs 
Adolescent 
Health Control 
Condition 

Adolescents with  
HIV/ AIDS 
n = 38 dyads (I: 20 
C:18) 

Decisional conflict Quality of 
communication 
Completion of AD 

Dyad congruence 3 of 6 

Lyon 200930 

USA 
“ “ Satisfaction with 

intervention  
4 of 6 

Lyon 201031 
USA 

“ “ Depression 
Anxiety 
Quality of life 
Likelihood to 
discontinue treatment 

4 of 6 

Lyon 201132 

USA 
“ “ Spirituality 3 of 6 
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Author, year, 
country 

Methods Population 
no. 

Outcomes Risk of 
Bias 

Total score 
Decreased 
(use of) 

Increased 
(use of) 

No difference 
(in use of) 

Lyon 201333 

USA 
RCT 
FACE vs usual 
care 

Adolescents with 
cancer 
n = 30 dyads  
(I: 17 C: 13) 

Decisional conflict Dyad congruence 
Likelihood to 
discontinue treatment 

Quality of 
communication 

3 of 6 

Lyon 201434 

USA 
“ “ Completion of AD Anxiety 

Depression 
Quality of life 
Spiritual well-being 

3 of 6 

Dallas, 201637 

USA 
RCT 
FACE vs 
Adolescent 
Health Control 
Condition 

Adolescents with 
HIV and surrogate 
n = 97 dyads (I:48 
C:49) 

Self-report of both 
positive and negative 
emotions based on 
Satisfaction 
Questionnaire  

4 of 6 

Lyon 201735 

USA 
“ “ Dyad congruence 

Likelihood of 
treatment limitations 

Leeway of surrogate 
regarding EOL 
decisions 

4 of 6 

I17. Let me Talk 
Chan 201040 

China 
Pre-post-
controlled trial 
Let me Talk vs 
usual care 

Frail but 
competent nursing 
home residents 
n = 121 (I: 59 C: 
62) 

Concordance on LST-
preferences over time 
Quality of life 
Discussions with 
family or HCP 

1 of 6 

I22. Patient Navigator Intervention to improve palliative care 
Fischer, 201545 

USA 
RCT 
patient 
navigator 
intervention vs 
information 
packet 

Latino adults with 
life-limiting illness 
n = 64 (I: 32 C: 32) 
Decedents after 12 
months 
n =18 (I: 10 C: 8) 

Completion AD 
Documentation pain 
management 

Outpatient pain 
medication order 
Hospice use 

3 of 6 
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Author, year,  
country 

Methods 
 

Population 
no.  

Outcomes Risk of 
Bias 

Total score 
Decreased  
(use of) 

Increased  
(use of) 

No difference  
(in use of) 

I24. Preserving Identity and Planning for Advance Care (PIPAC) 
Hilgeman 
201446 

USA 

RCT 
PIPAC vs 
minimal 
support phone 
contact 

Individuals with 
early dementia  
n = 18 dyads (I: 11 
C: 8) 

Scale for Depression 
in Dementia 
Self-reported mobility 
dependence 
Decisional conflict 

Subjective quality of 
life in Dementia 
Coping strategies 

Anxiety 
Quality of life in 
Alzheimer’s Disease  
Meaning in life Scale 
Social Engagement 
Emotional and 
anticipated support 
scale 

3 of 6 

I25. Respecting Choices (RC) 
Schwartz 200254 

USA 
RCT 
RC vs local 
proxy form 

Ambulatory 
geriatric  
patients  
n = 61 (I: 31 C:30) 
 

 ACP knowledge 
Dyad congruence 
Comfort proxy as 
decision maker 
 

VAS pain, anxiety 
alertness 

3 of 6 

Briggs, 200447 

USA 
RCT 
RC vs usual 
care 

Patients with 
ESRD, ESHF, HR-
heart surgery   
n = 27 dyads (I:13 
C: 14) 
 

Decisional conflict Quality of 
communication 
Dyad congruence 

ACP knowledge 1 of 6 

Song 200555 

USA 
RCT 
RC vs usual 
care 

Patients at 
cardiothoracic 
surgery clinic 
n = 32 dyads  (I: 
16 C:16) 
 

Decisional conflict  Dyad congruence Anxiety 
ACP knowledge 

1 of 6 

Song 201050 

USA 
RCT 
RC vs usual 
care 

African Americans  
with stage 5 CKD 
n = 17 dyads (I: 10 
C: 7) 

 Quality of 
communication 
Dyad congruence 
Preference for LST  

Decisional Conflict 
Self-perception and 
relationship 
Patient clinician 
interaction 
Cultural sensitivity 
clinician 

4 of 6 
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Author, year, 
country 

Methods Population 
no. 

Outcomes Risk of 
Bias 

Total score 
Decreased 
(use of) 

Increased 
(use of) 

No difference 
(in use of) 

Kirchhoff 201052 

USA 
RCT 
RC vs usual 
care 

Patients with CHF 
or ESRD 
n = 313 dyads   
(I: 160 C: 153) 

ACP knowledge 
Dyad congruence 

2 of 6 

Kirchhoff 201253 

USA 
RCT 
RC vs usual 
care 

Deceased patients 
with CHF or ESRD 
n = 110 deaths  
(I: 62 C: 48) 

Concordance 
preferences/EOL care 

3 of 6 

In der Schmitten 
201451 

Germany 

Non-
randomized 
controlled trial 
Beizeiten 
Begleiten vs 
usual care 

Nursing home 
patients 
n = 575 (I: 136 C: 
439) 

Completion AD 0 of 6 

I27. Serious Illness Conversation Guide (SICG) 
Lakin 201764 

USA 
Prospective 
implementation 
trial 
Clinics with 
SICG vs control 
clinics 

Deceased patients 
in primary care 
clinic 
n = 178 (I: 101 
C:77) 

Documentation of 
conversations 
Comprehensiveness 
conversations 

Discussion of 
prognosis, code 
status/LST or EOL 
planning 
Hospice use 

2 of 6 

I28. Sharing Patient’s Illness Representations to Increase Trust (SPIRIT) 
Song 201568 

USA 
RCT, pre-
posttest, 
SPIRIT vs 
usual care 

Patients on 
dialysis therapy 
n= 210 dyads  
(I: 109  C: 101) 
n = 45 bereaved 
surrogates  
(I: 28 C: 17) 

Anxiety, depression 
and PTSS symptoms 
in surrogate after 
patient’s  death 

Dyad congruence 
Decision making 
confidence surrogate 

Decisional conflict 4 of 6 
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Author, year, 
country 

Methods Population 
no. 

Outcomes Risk of 
Bias 

Total score 
Decreased 
(use of) 

Increased 
(use of) 

No difference 
(in use of) 

Song, 201676 

USA 
RCT, pre-
posttest, 
SPIRIT vs 
usual care 

Patients on 
dialysis therapy: 
n = 69 whites  
(I: 37 C: 32) 
n = 141 African 
Americans (I: 72 
C: 69) 

Decisional conflict 
Bereavement 
depressive symptoms 
surrogates 

Dyad congruence 
Decision making 
confidence surrogates 

4 of 6 

I29. Structured intervention to facilitate End-of-Life decision making 
Stein 201370 

Australia 
RCT, 
intervention vs 
usual care 

Patients with 
metastatic cancer 
and carers 
n = 120 patients (I: 
55 (45 carers) C: 
65 (52 carers) 

Knowledge CPR Anxiety 
Depression 
Caregivers reaction 
assessment 
DNR 
Hospital deaths 

3 of 6 

ACP = advance care planning; AD = Advance Directive; AIDS =  Acquired Immune Deficiency Syndrome; CHF= Congestive Heart Failure; CKD 
= Chronic Kidney Disease; COPD = Chronic Obstructive Pulmonary Disease; EOL = End of Life; ESHF = End Stage Heart Failure; ESRD= End 
Stage Renal Disease; HCP = Health Care Practitioner; HIV = Human Immunodeficiency Virus; HR = High Risk; LST = Life Sustaining Treatment; 
PTSS = Post Traumatic Stress Syndrome; RCT = Randomized Controlled Trial; VAS = Visual Analog Scale; 
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Table 5. Evidence from observational studies 
Author, year,  
country  

Aim and 
methods 

Population 
no.  

Outcomes Risk of Bias 
Total score 

I1. ACP for adults with congenital/pediatric heart disease 
Edwards 201716 

USA 
* To report 
results of 
quality 
improvement 
project for ACP 
* Chart review 

Patients ≥ 18 years 
at Heart Failure 
and Transplant 
Clinic 
n = 58 
 
 

* At baseline no documented ACP discussions or AD, after one year 
75% of adult encounters had a documented ACP discussion and 42% 
had a documented AD 

2 of 7 

I5. ACP in geriatric patients 
Friis 201520 

USA 
* To test 
feasibility of 
systematic 
ACP 
discussions 
* Categorized 
patient reports 

Patients admitted 
to Geriatric ward of 
hospital 
n= 58 

- Discussions were rated as: a positive experience in 72%, a 
reasonable experience in 26% and a stressful experience in 2% 
- "One half" formulated wishes for future treatment during the 
discussion 

1 of 7 

I13. Family/Adolescents – Centered (FACE) ACP intervention 
Jacobs 201628 

USA,  
* To report 
perspectives 
regarding EOL 
care  
* Survey study 
from 
intervention 
arm RCT 

Adolescents with 
cancer  
n =  17 dyads 
n = 30 clinicians  

* Adolescent preferred EOL-discussions in 75% not only 'if dying' and 
felt comfortable about talking about death in 54%. 12% felt not at all 
comfortable 
* Providers felt in 83% their patients’ participation in the study was 
helpful to the patients and 78% felt it was helpful to them as providers. 
No one thought it was harmful for patients. 77% would refer patients to 
an ACP-team 

5 of 7 

     
Lyon 201735 

USA 
* To identify 
ACP needs 
and related 
dyad 
congruence 
* Survey study 
from 
intervention 
arm RCT 

Adolescents with 
HIV and 
surrogates 
n = 48 dyads  

* Adolescent and family concordance:  substantial congruence in that 
being free from pain and understanding your treatment choices were 
very important or important. There was discordance about being off 
machines that extend life and when is the best time to bring up EOL 
decisions 

5 of 7 
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Author, year, 
country 

Aim and 
methods 

Population 
no. 

Outcomes Risk of Bias 
Total score 

I16. Kitchen Table Discussion 
Ratner 200139 

USA
* To determine
effect op ACP
intervention on
home death
* Case series

Patients receiving 
home care 
services 
n = 84 

* 99% agreed to discuss EOL-issues with social worker
* 64% expressed location for EOL-care, which was home in 85%
* 70% of the deceased patients dead at home

2 of 7 

I19. Motivational Stage-Tailored Intervention to ACP 
Ko 201642 

USA 
* To test
feasibility of
the
intervention
* Pre-posttest
structured 
questionnaire 
study 

Low income adults 
aged > 60 years 
from a supportive 
housing facility 
n = 30 

* Engagement in EOL discussions: 33% pre-intervention vs. 47% post-
intervention
* Change in behavioral change stages: pre-intervention: 10% planning
stage, 0% active stage. Post-intervention: 47% planning stage, 23% 
active stage 
* Increase of ACP knowledge and positive attitudes towards ACP
(perceived importance and self-efficacy). No differences in negative
attitudes towards ACP
* 20% appointed a DPA and 83% of them had an EOL discussion with
that DPA
* 23% completed an AD post-intervention of which 86% were unsigned
* Most participants were receptive toward the intervention and
considered it beneficial

3 of 7 

I25. Respecting Choices (RC) 
Hammes 201060 

USA 
* To determine
outcome
change over
time for RC
* Retrospective
review EHR
and death
certificate data
pre/post
implementation

All adult deaths in 
specific region in 
two time periods 
n = 940 (T1 n= 
540, T2 n= 400) 

* Increased prevalence, availability and specificity of advance care
plans  after implementation of RC
* After implementation of RC increase of time period between
completion of AD and death 
* Increased consistency between patient preferences and treatment
provided after implementation of RC

3 of 7 
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Author, year,  
country  

Aim and 
methods 

Population 
no.  

Outcomes Risk of Bias 
Total score 

Boettcher 
201448 

USA 

* To test 
feasibility of 
telephonic 
ACP  
* Prospective 
descriptive 
study data 

Frail elderly 
patients  
with multiple 
comorbidities / 
advanced disease  
n= 576 
Facilitators 
n = 16 

* Telephonic ACP resulted in advance directive: in 55/56 discussions 
* Increased motivation, confidence and feeling prepared and skilled 
among facilitators 3 months post-intervention. This decreased after 6 
six months 

1 of 7 

Hall 201449 

USA 
* To evaluate 
implementation 
of RC 
* Review EHR 
and 
questionnaire 
study 
 

Residents of 
assisted  
living facilities with 
limited life 
expectancy + their 
health care agents  
(n= 10 dyads) 

* Overall quality of patient-clinician interaction rated as excellent in 
90%. All residents and  88% of surrogates were sure the clinician knew 
their treatment preferences, cared about them as a person, listened to 
what they said and gave enough attention  
* Number and type of orders in POLST-documents: all residents had a 
CPR order and orders on specific medical treatments (intubation, 
artificially administered nutrition and hydration, antibiotic use) 

3 of 7 

Pecanac 201661 

USA 
* To determine 
effect RC on 
AD prevalence 
an utilization 
* Retrospective 
review EHR 
pre/post 
implementation  
 

Medical records of 
all decedents from 
2005 to 2010 in a 
300-bed 
Midwestern 
metropolitan 
hospital 
(n = 732) 

* Increased prevalence of AD’s in racial or ethnic minorities after 
implementation of RC. In whites no difference.  
* Consistency of wishes with treatment received was high for all orders, 
no difference after implementation of RC. No racial/ethnic differences.  

5 of 7 

Hickman 201692 

USA 
* To describe 
processes and 
preliminary 
outcomes 
from 
implementation 
RC-based 
ACP 
intervention 
* Descriptive 
study data and 
review EHR 

Long-stay nursing 
home residents 
n = 2709 

* Engagement in ACP discussion: 27%  
* Change in documented preferences in 69% after ACP discussion(s) 
* Review EHR: documentation about ACP conversation present in 42%. 
Key reasons for absence of ACP conversations: 'not gotten to the 
resident yet' (57.6%), resident qualified as ineligible (20.9%), difficulty 
scheduling (9.8%) 

3 of 7 
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Author, year, 
country 

Aim and 
methods 

Population 
no. 

Outcomes Risk of Bias 
Total score 

I34. Voicing My Choices (VMC) 
Smith 201774 

USA 
* To evaluate
the use of
VMC in a
simulated
setting
* Pre-post test
questionnaire
study

Nurse providers 
n = 18 

* Simulation exercise with VMC guide increased self-confidence
regarding initiation of ACP and ability/skills to discuss ACP

3 of 7 

Kazmerski 
201675 

USA 

* To assess
patient and
provider
attitudes and
preferences
regarding VCM

Patients ≤ 22 years 
with advanced CF 
n = 12 
providers n = 7 

* Patients felt sessions helpful in 83% and 58% were satisfied with the
session
* One patient felt angry, afraid or overwhelmed during the session, no
one felt ACP was harmful 
* Patients felt the VCM guide easy to understand and  appropriate for
CF in 90%
* Providers felt the guide helpful and easy to understand, easy to use in
leading an ACP discussion and all providers felt it appropriate for
someone with CF

2 of 7 

ACP = advance care planning; AD = Advance Directive; CF =  Cystic Fibrosis; DPA = Durable Power of Attorney; EHR = Electronic Health 
Record; EOL = End of Life; HIV = Human Immunodeficiency Virus; POLST = Physician Orders for Life Sustaining Treatment; RCT = 
Randomized Controlled Trial; 
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Table 6. Evidence from mixed-method studies 
Author, year,  
country  

Aim and 
methods 

Population 
no.  

Outcomes  Risk of 
Bias 
Total 
score 

Quality of 
reporting 

Total 
score 

Quantitative data Qualitative data 

I8. ACP Group Medical Visit 
Lum 201622 

USA 
* To report 
feasibility of 
Group Medical 
Visits 
* Electronic 
patients 
reports and 
content 
analysis group 
visits 
 

Geriatric patients 
receiving primary 
care 
n= 32  

* Post-intervention 75% had 
an ACP conversation with 
surrogate and 41% felt 
confident loved ones know 
their wishes 
* Groups Visits were rated 
better for ACP talk than usual 
visits and gave useful 
information 
* 80% felt comfortable about 
ACP-talk in groups and 70% 
stated talking with others 
about ACP was helpful 
 

* Patients shared personal 
values and  challenges 
related to ACP 
* Patients initiated group 
discussions of a broad 
range of ACP topics 
beyond topics raised by 
facilitators 
 

1 of 7 18.5 of 
32 

Lum 201723 

USA 
* To report 
feasibility of 
Group Medical 
Visits  
* Chart review 
and content 
analysis group 
visits 

Patients ≥ 65 
years in primary 
care 
n = 118 

* 82% completed both 
intervention sessions 
* Increased documentation of 
surrogate decision maker in 
EHR over study period 
* Increased amount of ACP 
documents in EHR over study 
period 
 
 

* Key reasons for 
participating: recognition need 
for ACP, recommendation by 
primary care providers, 
curiosity about the topic 
 

3 of 7 14.5 of 
32 

  

55



Author, year, 
country 

Aim and 
methods 

Population 
no. 

Outcomes Risk of 
Bias 

Total score 

Quality of 
reporting 

Total 
score 

Quantitative data Qualitative data 

I12. End of Life Preferences Interview (ELPI) 
Borreani 200826 

Italy 
* To pretest
feasibility of
ELPI
* Descriptive
study data and 
semi 
structured 
interviews 
physicians 

Palliative care 
patients 
n =12 
Physicians 
n = 3 

* Physicians proposed ACP
in 27% of eligible patients.
Reasons refusal to
propose: finding right time
and moment
* Completion of first part
intervention: 67%, 
completion of full 
intervention: 33% 

Physicians pointed out that 
the condition necessary to 
propose the interview to the 
patient is his/her awareness 
about the prognosis. 
Physicians were comfortable 
about confronting proposed 
themes, but fear of triggering 
intense emotions exists. 
ELPI is stimulus for 
conversation but  somewhat 
direct with limited possibilities 
for adaptation 

0 of 7 8.5 of 32 

Borreani 201227 

Italy, 
* To test
feasibility of
ELPI
* Descriptive
study data and 
open-response 
questionnaire 

Advance cancer 
patients in 
palliative care 
setting 
n =91 
Physicians 
n = 23 

* Physicians proposed ACP
in 58% of eligible patients.
Reasons refusal to
propose: logistic-
organizational reasons,
poor physical condition of
patient, other reasons
* Completion of full
intervention: 42%

* Factors influencing
communication: patient and
family readiness, physician
willingness, skills and team
support, sufficient time and
adequate timing

0 of 7 12 of 32 
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Author, year, 
country 

Aim and 
methods 

Population 
no. 

Outcomes Risk of 
Bias 

Total score 

Quality of 
reporting 

Total 
score 

Quantitative data Qualitative data 

I20. Palliative Care Program (PCP) 
Chan 201443 

China 
* To report
effectiveness
of PCP
* Pre-posttest
questionnaire
study and
semi-
structured
interview study

Home care 
patients with life-
limiting disease 
n=108 
(quantitative 
outcomes) 
n = 14 (qualitative 
outcomes) 

* Improved physical quality
of life  and decreased need
for social support
* Improved understanding
treatment and goals 
* Family satisfaction tended
to improve 
* Initial decrease in hospital
use, reduced effect after
three months
* Initial increase in
completion AD/living
will/DNR-order, reduced
effect after 3 months

* Improved communication of
treatment plans and after-
death arrangement
* Relief of fear
* Improvement in emotional
support
* Improvement of symptom
management by home care
nurses

1 of 7 15 of 32 

I21. Patient Preferences About Serious Illness Instrument (PASI) 
Whitehead 
201644 

USA 

* To
understand
effectiveness
of PASI and
report on
experiences in
EOL
conversations
* Survey study
and
focusgroup

Nurse practitioners 
n = 47 
(quantitative 
outcomes) 
n = 13 

* 68% were currently having
conversations about EOL
preferences with patients.
32% did not, but was
interested in having them
*89% agreed to be
comfortable having EOL
conversations with patients

* Formal training to conduct
EOL conversations needed
* PASI could improve care, is
useful and can identify a 
patient’s primary concern 

1 of 7 17 of 32 
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Author, year, 
country 

Aim and 
methods 

Population 
no. 

Outcomes Risk of 
Bias 

Total score 

Quality of 
reporting 

Total 
score 

Quantitative data Qualitative data 

I25. Respecting Choices (RC) 
Rocque 201759 

USA 
* To evaluate
implementation
of lay
navigator-led
RC-based
ACP
* Review EHR,
claims data,
questionnaire
and semi
structured
interviews

Lay patient 
navigators n= 26 
Patients from 12 
cancer centers n = 
8704 

* ACP conversations were
initiated in 15% of patients
and 36% completed the
conversation
* Navigators self-efficacy
increased during the study
* Lower hospitalization
rates in patient engaged in
ACP discussions

* Navigator-reported
facilitators for implantation
included physician buy-in,
patient readiness, and prior
ACP experience; barriers
included space limitations,
identifying the ‘‘right’’ time to
start conversations, and
personal discomfort
discussing EOL

1 of 7 15 of 32 

I26. Scripted Nurse pre-Ventricular Assisted Device Visits 
O’Connor 
201663 

USA 

* To evaluate
ACP program
* Prospective
descriptive 
study data and 
interviews 

Patients for VAD-
evaluation 
n= 37 
VAD team 
members 
n = 4 

* All eligible patients agreed
to the visit and completed
the entire scripted visit

* VAD team uniformly positive,
declared visits as ‘valuable’

2 of 7 3 of 32 

I28. Sharing Patient’s Illness Representations to Increase Trust (SPIRIT) 
Song 200967 

USA 
* To determine
feasibility,
acceptability
and effects of
SPIRIT vs
usual care
* RCT, pretest-
posttest, 
questionnaires 
and semi-
structured 
interviews 

African Americans 
with ESRD 
n = 58 dyads 
(I: 29 C: 29) 
Bereaved 
surrogates 
n = 4 (I: 4 C: 0) 

* Increase in quality of
communication and dyad
congruence
* No difference in decisional
conflict, psychosocial and 
spiritual wellbeing and 
surrogate’s decision making 
confidence 

* ACP made it easy to open
up and share feelings. ACP
was emotional but profitable
* SPIRIT increased
knowledge and insight in 
values, LST and family 
dynamics. Patient-family 
relation was strengthened 
* Three bereaved surrogates
made EOL decisions for a
patient, they were well
prepared, and SPIRIT helped
in decision-making.

3 of 7 17 of 32 
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Author, year, 
country 

Aim and 
methods 

Population 
no. 

Outcomes Risk of 
Bias 

Total score 

Quality of 
reporting 

Total 
score 

Quantitative data Qualitative data 

Metzger 201665 

USA 
* To examine
feasibility,
acceptability
and
preliminary
effects of
SPIRIT-HF vs
usual care
* RCT,
descriptive
study data,
questionnaires
and semi
structured
interviews

Heart failure 
patients with LVAD 
n = 29 dyads (I: 14 
C: 15) 

* 21% of eligible patients
declined
* Increase in dyad
congruence 
* No difference in decisional
conflict and surrogate DM
confidence

* Twenty-five participants had
a positive experience, 3
mixed
* All participants declared
conversations like SPIRIT-HF
very important
* Nearly all declared these
conversations should be part
of patient care
* Benefits: being able to
express preferences for EOL-
care; learning about EOL-
scenario’s and DM; being
prepared for ‘what ifs’
* Most common barriers:
timing and scheduling

3 of 7 14.5 of 32 

I31. Thinking Ahead Project (TAP) 
Huang 201672 

USA 
* To examine
the feasibility
of TAP vs
provision of
education
materials
* RCT,
descriptive 
study data, 
questionnaires 
and semi 
structured 
interviews  

Community-
dwelling African 
Americans 
n = 30 (I: 15 C: 15) 
Waitlist controls 
received 
intervention after 
waiting time 
n = 12 

* Increased knowledge of
AD’s in intervention group
* No difference in
satisfaction with 
intervention or intention to 
complete AD 

* Participants noted that the
TAP intervention was “very
well covered” and “helped to
make ACP simpler to
understand.”
* Low engagement in ACP
among African Americans 
due to lack of information and 
patient education resources  
* Participants expressed a
strong desire to learn more
about ACP and have
education or information
delivered to the local
community to meet their
health literacy needs

1 of 7 15 of 32 

ACP = Advance Care Planning; AD = Advance Directive; EHR = Electronic Health Record; EOL = End of Life; ESRD = End Stage Renal 
Disease; DM = Decision Making; DNR = Do-Not-Resuscitate; LST = Life Sustaining Treatment; RCT = Randomized Controlled Trial; (L)VAD = 
(Left) Ventricular Assisted Device 
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Discussion 

Findings 

To the best of our knowledge, this is the first systematic review evaluating the content, feasibility 

and effectiveness of interventions based on a conversation guide to support health care 

professionals in ACP conversations.  Thirty-four unique interventions were identified.  Most 

interventions lacked a comprehensive theoretical underpinning.  A thematic analysis of 

identified conversation guides revealed four subsequent phases of ACP-conversations: 

preparation, initiation, exploration and action. The explorative phase formed the core part of the 

conversation guides discussing illness views, views on living well, views on death and dying, 

psychosocial wellbeing, treatment preferences and views on involvement of others in care and 

decision making. The connection between the distinct phases of the conversation was less well 

described in most interventions. How prior phases inform the action phase and subsequent 

steps in the ACP process remains unclear. Although guided ACP conversations seem to increase 

dyad congruence and ACP documentation rates the evidence for effects on future medical care 

and preferences-concordant care is limited.  

High-quality research answering underlying key questions about the process and effectiveness 

of ACP is still in its infancy. The evidence identified in this review is concentrated around a few 

interventions and does not enable comparison between individual interventions or conversation 

guides. It remains unclear which conversation themes are most helpful in ACP. 

Several factors complicate research about ACP interventions. First, these interventions are often 

complex interventions, consisting of multiple interacting components, which makes their 

evaluation more challenging.98 In our review, this was reflected by the heterogeneity of 

intervention descriptions, study designs, outcome measures and study quality. Besides that, the 

absence of details about the intervention in manuscripts is a generally acknowledged 

phenomenon.99 More transparency about the content of interventions is a first step towards 

more insight in ACP interventions.  

Second, the evaluation of ACP interventions is mainly based on process measures like 

knowledge about ACP, documentation rates, discussion rates, quality of communication and 
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dyad congruence. Although these parameters might influence the effectiveness of ACP 

interventions,  improvement of process factors does not ensure achievement of the final goal of 

ACP, which is ‘to help ensure that people receive medical care that is consistent with their 

values, goals and preferences during serious and chronic illness’100.  

Third, an underlying rationale for the characteristics of the interventions and content of the 

guides was often lacking. The practice-based design of ACP conversation guides complicates the 

understanding of the communicative process and illustrates the need for research to reveal 

underlying communicative, relational and behavioral principles.101,102  

Our review shows there is a large body of existing interventions. The growing interest in ACP 

should therefore not result in the development of more new interventions, but in deeper 

evaluation of current strategies to understand which (components of) ACP interventions are 

effective and why.  

The key question remains how exploration of patient’s perspectives can be used to inform future 

medical decision making and care. The translation of preferences and values into goals of care 

and treatment decisions requires further identification of essential content of the conversation 

and the role, attitude and position of the conversation partners. The professional might have a 

predominantly initiating, facilitating and explorative role, but providing guidance to the patient 

based on the patient’s values and preferences on the one side and medical expertise on the 

other side might be another task of the health care professional.6,80,94 This ‘skilled 

companionship’ might be essential to strengthen the translation of values, life goals and 

preferences into corresponding medical care in different stages of life and illness. Content 

analysis of ACP conversations and thorough, longitudinal evaluation of patient’s perspectives on 

the value of ACP might help in understanding this complex, individualized process. 

Strengths and Limitations 

This systematic review provides a thorough overview of the body of knowledge regarding 

multiple dimensions of ACP interventions based on conversation guides.  Instead of a focus on 
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outcome data, it evaluates the characteristics of the interventions and the content of the 

conversation guides as well.  

Our review has some limitations. First, although 34 interventions were retrieved, the 

identification of articles describing scripted conversation guides might not be complete. 

Although corresponding authors were contacted in order to obtain more details on the 

intervention characteristics, studies might have been excluded inaccurately because of lack of 

insight into the conversation guide. Second, non-profit organizations, patient organizations and 

governmental initiatives respond to the growing attention for ACP with the development of 

ACP-tools. These tools are often only described in grey literature and were not covered by our 

search, but might play a role in daily medical care 

Third, our review did not include interventions based on websites, patient-held workbooks, 

patient-question-prompt-lists and games.103–105 These interventions may result in similar ACP 

conversations compared to interventions based on a scripted conversation guide. The choice 

not to evaluate other approaches limits the evaluation of the added value of a scripted 

conversation guide. 

Conclusions 

Scripted ACP conversation guides structure ACP discussions in four phases: preparation, 

initiation, exploration and action. Exploration of patient’s views on illness, living well, EOL-issues 

and decision making form the core part of ACP conversation guides. This exploration might 

support the professional to align medical care with patients’ preferences. Research evaluating 

the relation between guided ACP conversations and preferences-concordant care is limited. 

Further research needs to reveal underlying theoretical and communicative principles to 

determine which elements are essential to connect exploration of values and preferences with 

future medical care.  
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Abstract 

Objective: To explore how parents and healthcare professionals anticipate the future in pediatric palliative 

care. 

Study Design: A qualitative interview study using thematic analysis was performed. Single and repeated 

semi-structured interviews were undertaken with parents (n = 42) and healthcare professionals (n = 35) of 

24 children, receiving palliative care. 

Results: Initiatives to share future perspectives were aimed at ensuring the child’s quality of life and 

comfort, also during the end of life. Anticipating the future was seen in three forms: goal-directed 

conversations, anticipated care and guidance on the job. Goal-directed conversations were initiated by 

either parents or healthcare professionals to ensure others could align with their point of view regarding 

future care and treatment. Anticipated care meant healthcare professionals or parents organized practical 

care arrangements for future scenarios with or without informing each other. Guidance on the job, was a 

form of short-term anticipation, whereby healthcare professionals guide parents ad hoc through difficult 

situations.   

Conclusions: Anticipating the future in pediatric palliative care is mainly focused on achievement of 

individual care goals of both families and healthcare professionals, practical arrangements in advance and 

short term anticipation when a child deteriorates. A more open approach early in disease trajectories 

exploring perspectives on the future could allow parents to anticipate more gradually and to integrate 

their values and preferences into the care and treatment of their child.  
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Introduction 

In the Netherlands, 4000 to 6700 children with life-limiting conditions can be considered for 

pediatric palliative care (PPC).1 Annually, 1000 of these children die, of whom 30-79% die at 

home with their parents as primary care givers.2–4 This number is increasing as current medical 

treatment options allow critically ill children to live longer,1,5,6 being dependent on high-complex 

care for a longer period of time and expanding care facilities at home.7 During different disease 

trajectories, preparing for future scenarios is perceived as complex and challenging by both 

families and healthcare professionals (HCPs).8–11 For parents, facing the future is emotionally 

challenging as it confronts them with the possible loss of their child.11,12 By discussing the future 

with families, HCPs fear to take away hope and disturb the families’ way of coping with the 

serious illness of their child.9,10 These factors may result in refraining from facing the future 

leading to a delayed initiation of PPC and insufficient attention to the child’s quality of life (QoL), 

especially at the end-of-life.13 However, growing evidence shows that both families and HCPs 

value strategies to explore future scenarios in advance.12,14–17 In recent literature, there is 

growing interest in the concept of advance care planning (ACP) as a strategy to identify goals 

and preferences for future care and treatment, to share these thoughts between families and 

HCPs and document any preferences if considered appropriate.18 Yet, it is known that ACP in 

pediatrics occurs infrequently and often too late due to barriers on the level of families, HCPs 

and healthcare organizations.8–10,15 Limited research is done on current strategies of facing the 

future as used by HCPs and families when caring for a seriously ill child. We hypothesize that 

different ways of anticipating the future may occur. Insight in current approaches of anticipating 

the future in PPC is needed. Based on these insights, strategies can be further developed to elicit 

individual family’s values and preferences for future care and treatment in order to support high 

quality family-centered care from diagnosis of a life-limiting condition until the end-of-life. 

Therefore, this study aims to explore how parents and HCPs currently anticipate and discuss 

future care and treatment in PPC.  
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Methods 

Study design  

As part of a larger study exploring the lived experience of families receiving PPC and their HCPs 

involved, an explorative qualitative study was conducted using inductive thematic analysis to 

elucidate approaches of anticipating the future among parents and HCPs. The research ethics 

committee of the Academic Medical Centre Amsterdam approved the study (June 12, 2013; 

Reference number: W13_120#13.17.0153). All participants gave written informed consent. 

Sample 

Parents of children with a life-limiting condition, receiving care from the pediatric palliative care 

team (PPCT) of the Emma Children’s Hospital, were purposefully selected. Maximum variation 

was sought with respect to the child’s diagnosis, age and disease trajectory, including end-of-

life.19–21 Parents could also be included after the child’s death to achieve insight in very last 

period of life. PPCT case managers as well as other HCPs most involved in each selected case 

were also recruited.  

Data collection 

Parents were individually interviewed at home and HCPs at their workplace or by telephone 

between August 2013 and January 2016. Interviews lasted from 30 minutes to 2 hours. They 

were conducted by independent researchers (LV, MK, MB) from a university hospital other than 

where the PPCT was established. A topic list based on literature and expert knowledge guided 

each interview (Appendix; Topic list 1 and 2). The interviewer explored how and to what extend 

parents and HCPs anticipated the future in PPC and how they experienced this. Audio recordings 

of the interviews were anonymously transcribed verbatim.  

Data analysis 

The data was analyzed using inductive thematic analysis.22–24 Validity was ensured by a rigorous 

study design and repetitive meetings of the research team (LV, JF, SS and MK). An audit trail 

recording methodological choices and substantive ideas and concepts related to the 

74



interpretation of the data was used to further ensure validity and provide transparency of the 

results.  

The analysis yielded four steps. First, transcripts of five cases were (re)read to gain an overall 

understanding of the study objectives in context of the interviews. Meaningful fragments were 

identified in all five interviews. These  fragments were coded in a data-driven manner (LV, SS 

and MK).22 Second, of each interview, a narrative report was made to summarize strategies to 

approach future care. Fragments, initial codes and summaries were compared and discussed 

aimed at reaching consensus in interpretation. The initial codes were combined, recoded and 

adapted towards a code tree with themes and concepts at a more abstract and conceptual level. 

Third, all interviews were coded using NVivo10.25 After coding each case, the coding tree was 

evaluated and, if indicated, revisited. Fourth, based on the code tree potential themes were 

identified. These were consistently verified, reviewed and refined on coherency by constant 

comparison of the data per theme and of the whole thematic map in relation to all the data.23 

Saturation was reached at a conceptual level.26 The Consolidated Criteria for Reporting 

Qualitative Research was used to structure the report.27  

Results 

Of the 35 cases eligible for participation, 24 were included, resulting in the participation of 42 

parents (24 mothers and 18 fathers) and 35 HCPs. Reasons for non-participation were parental 

refusal (n = 5) and HPCs considering a case too vulnerable to participate (n = 6). Three cases 

were included after the child’s death (parents, n = 6; HCPs, n = 10) and in three other cases, a 

repeated interview with the parents (n = 5) and with HCPs (n = 7) was done after the child’s 

death. Several HCPs were involved in multiple cases and, thus, interviewed several times. In total, 

105 semi-structured interviews were conducted (parents, n = 47; HCPs, n = 58). For participant 

characteristics see Table 1 and 2. 
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Table 1. Characteristics of the parents (n = 42) and their ill child (n =24) 

Characteristics Number (N) Percentages (%) 
Gender parent 

    Male  18 43 
  Female 24 57 

Age parenta 

     < 30 2 5 
   30-40 29 73 

> 40 9 23 
Marital stage 

      Married/cohabiting 38 90 
   Divorced/not cohabiting 4 10 

Education 
     Lowb 5 12 

Middlec 15 36 
Highd 22 52 

Age child (at first interview) (years) 
    0-1 1e 4e 

   1-5   13f         54f

   5-12 7 29 
   12-16 2 8 
   ≥16 1 4 

Child gender 
   Male 12 50 
   Female 12 50 

Child diagnosis 
  Non-malignant disease (total) 15 63 

   Congenital anomalies 11 46 
   Neurodegenerative disease 2 8 
   Metabolic disease 2 8 

  Malignant disease (total) 9 38 
   Central nervous system tumor 5 21 
   Bone/soft tissue sarcoma  2 8 
   Neuroblastoma 1 4 
   Leukemia 1 4 

Time since diagnosis
   0 – 6 months 2 8 
   6 – 12 months 3 13 
   1 – 2 years 7 29 
   2 – 5 years 8 33 

>5 years 4 17 
Palliative phase at first interview 

   Diagnostic phase 0 0 
   Phase of loss of normality 15 63 
   Phase of decline 6 25 
   Dying phase 3 13 

Percentages may not equal 100 due to rounding.  
a Age of tw o parents is missing. 
b Low : primary school, low er secondary general education, low er vocational education. 
c Middle: higher secondary general education, intermediate vocational education. 
d High: higher vocational education, university. 
e In one case, the interview  took place after the child's death. 
f  In tw o cases, the interview took place after the child's death. 
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Table 2. Characteristics of the healthcare professionals (HCP) (n = 35) 
 
Characteristics   Number (N) Percentages (%) 
Vocation HCP Pediatriciana 14 40 
 Pediatric revalidation specialist 1 3 
 General practitioner 5 14 
 Case managers (PPCT nurse) 6 17 
 Homecare nurse 7 20 
 Otherb 2 6 
    
Years of  working 
experience in 
palliative care? 

0-5 years 5 14 

 6-15 years 9 26 
 >15 years 19 54 
 Unknown 2 6 
a: general pediatrician (6), pediatric oncologist (5), pediatric neurologist (2), pediatric intensivist (1). 
b: psychologist of the PPCT (1) and child-life specialist of the PPCT (1). 

 

Anticipating the future 

Many parents and HCPs experienced anticipation of the future as difficult because of 

uncertainties due to the unpredictability of the disease course. Moreover, it required 

acknowledgement of disease progression and facing the child’s inevitable death. Despite these 

difficulties, parents as well as HCPs were seen to anticipate future care. Initiatives to share 

perspective were predominantly aimed at ensuring the child’s quality of life and comfort, also 

during the end-of-life. However, individual perspectives regarding the future were not shared 

between parents and HCPs to a large extent. Three forms of future anticipation were revealed: 

goal-directed conversations (GDC), anticipated care (AC) and guidance on the job (GOTJ). For 

illustrating quotes see Table 3. 
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Table 3. Illustrative quotes of goal-directed conversations, anticipated care and 

guidance on the job taken from the interviews 

Aspects of goal-directed conversations 
Goals 
Parents MD, case 23, father: For me, he (son) does not have to suffer pain. In the end that is not 

what we want. […] We have indicated to the oncologist that in case something happens 
and he has to be resuscitated, that we do not want that because he will not survive it 
well. […] We really chose quality of life.  

HCPs MD, case 20, pediatrician: I discussed in the beginning, whether she would go to an ICU, 
[have] a DNR order. Parents were both very clear about it, which made it easier for me, 
no resuscitation and aiming for comfort.  

Parents’ varying strategies to cope with anticipated loss 
Parents NMD, case 7, mother: Now that is he in such an advanced stage of the disease, and 

possibly because of my own character, I need to know [what I can expect in the future]. I 
don’t live in the future, but I need to know, I need to understand. I somehow need to 
prepare myself, because for me it is also important to touch [the future] and see how that 
feels, because I have the feeling that if I don’t do this, I won’t survive the blow that is 
coming. 

HCPs MD, case 13, pediatrician: The father’s character is one of ‘what if, what if’. And the 
mother is much more the one who says ‘yes, yes’, and who gives me the feeling that she 
sometimes would rather not talk  about it. They are two different people in this respect. It 
happens that father addresses me separately, he does a literature search […] and refers 
back to parts of the talks we have had before. 

Framing 
HCPs MD, case 5, pediatric oncologist (after marking end of curative phase): What I usually try 

to do is a sort of look ing ahead. The emphasis will often lie on the first weeks, but […] we 
always [try] to make a sketch of later phases. […] And later we go into those more 
deeply, when they are ready for it, but it is good to know that that phase will come, that 
we sometimes already have to take measures for that now. But talk ing about this also 
helps, […] to already prepare them for it. The next time we meet, I’ve noticed parents 
come back with a lot of questions. And in such a way you color in the drawings more and 
more, the closer it gets.  

Revisiting discussions on future treatment 
Parents NMD, case 8, mother: I feel that Pim [son] is doing better than [the doctors] ever 

expected. So, then I believe it [decisions] should be adjusted, not regarding not 
resuscitating, […] if the heart would stop, it stops and then you might create more 
damage [if you would resuscitate]. But for example, with intense pneumonia, and you 
think  he just needs help a little longer, then I would like him to be given supportive 
respiration. 

Anticipated Care 
Closed 
Parents MD, case 5, father: The conversation with the lady work ing at the funeral company, I 

initiated it myself because I found it important to start with that on time. So, I looked for 
contacts in the neighborhood and it [meeting] was organized in a flash. And she [funeral 
organizer] found it very valuable, despite that it was a very unclear trajectory, […because] 
they could think  ahead already now, or Pieter [son] can indicate for himself what he likes.  

HCPs NMD, case 18, PPCT nurse: At some point, he [child] will be able to do so little that he will 
give up. […] And I think  that when certain things are no longer possible at some point, he 
will quit. I hope that that will still take some time, but it is not for him to get into a 
vegetative state […] My goal with him is, maybe a bit weird, [but] prepare him for death. I 
would want and [organize] someone [to] get into contact with him about the nearing end 
and the process of losing all that he could do.  

78



Open 
Parents NMD, case 21, mother: During the last admission, […] I said then [that] I just do not dare 

take her home before I learn how to do deeper suction and how to resuscitate. Because 
when something happens to her [daughter], I want to be able to do something. […] That 
was a difficult topic, because the pediatrician was think ing […] how am I sending a parent 
home, with so many worries. But what is sometimes not understood is that you would 
send a parent home with even more worries when they are not able to resuscitate. 

HCPs NMD, case 12, pediatrician: Then we thought with the PPCT, what if he has pain, what if 
he becomes dyspneic, what if he gets a seizure, how will we treat that medically, who will 
we involve with the care for this patient. […] Then we wrote a palliative protocol together 
and […] visited the two family doctors […and] made agreements on who would do what. 
[…] And only when you have that clear, you discuss those steps with parents.  

Guidance on the job 
Parents MD, case 22, mother (about the further deterioration of her child): I find it comforting that 

those thoughts occur in steps and that the emotions also surface in steps. You are being 
taken by the hand [by the specialized nurse of the PPCT] a bit to look at the situation 
more from a meta level and to think  about and make decisions together, for things that 
will come but not just yet. […] I think  that that is good because […] now you can do it in a 
well thought-out manner. 

HCPs MD, case 5, homecare nurse (when child becomes increasingly dyspneic): He [child] of 
course did not want anything, he preferred to wait [what would come]. Then I discussed, 
‘you [child] are now so uncomfortable, this is not pleasant’. And the parents also said: this 
is also not what we want. […] We have discussed it, there are many possibilities to make 
you [child] calmer. So, I am very open and discuss why I want to do it [start with 
morphine].  But I have also said that he will not die from the morphine plaster. […] Then 
we gave him extra medication because he [child] was very uncomfortable and told them 
that we would start the pump tomorrow and possibly tonight if things do not improve. 

Some quotes are slightly modif ied to improve readability. Names are f ictitious. DNR: do not resuscitate; HCPs: healthcare 
professionals; ICU: intensive care unit; MD: malignant disease; NMD: non-malignant disease; PPCT: pediatric palliative care team. 

Goal-directed conversations 

Initial conversations, both initiated by HCPs or parents, on future care as a way of sharing each 

other’s perspectives appeared not to occur naturally. Rather, these conversations regarding 

future scenarios had a conscious and goal-directed intention. In order to align the perspective 

on future care and treatment, both HCPs and parents shared their views on care and treatment 

in the future to the other party in the conversation. Initiation of such a conversation and mutual 

alignment of these care goals proved essential to influence the other party’s willingness to adapt 

their perspective and actions. 

HCPs 

Usually HCPs took the initiative to start a conversation regarding future care or treatment. HCPs 

mentioned to initiate a conversation about future care and treatment driven by ethical reasons, 

such as to prevent medically futile treatments or to ask consent for advance directives. They 

mentioned practical conversation goals as well, such as to have clarity about the preferred place 
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of death. Although HCPs mentioned to explore the parents’ perspective in the conversation, 

they reported to have clear ideas about future care and treatment in advance. These care goals 

from the HCP’s perspective were mostly based on their own perspectives or on discussions 

within the medical team.   

Besides their aim for getting parental consent on future care options, HCPs mentioned talking 

about the future was also aimed at preparing parents for difficult decision making to be 

expected in the future. Some HCPs mentioned to initiate a conversation about the future, when 

they felt the parent had an unrealistic and too positive view on their child’s condition.   

HCPs used two strategies in goal-directed conversations in order to create a shared perspective 

on the child’s condition. The first strategy was ‘marking’. This strategy was used to clearly 

indicate that the child had entered a new stage in the disease trajectory. This required from 

parents to reconsider their views on future care. HCPs either marked actual situations in the 

moment or prepared parents to expect marking moments in the future. Examples were a shift 

from disease-directed treatment towards symptom-directed treatment or a hospital admission 

due to deterioration of the child, indicating the child’s increased vulnerability. The second 

strategy was ‘framing’. This strategy entailed discussing the child’s condition in relation to 

different disease trajectories and possible options for care and treatment, in order to clarify 

consequences for the child. For example, this entailed framing the high likelihood of a pediatric 

intensive care unit admission when continuing treatment or the negative consequences of 

resuscitating children given their condition.  

Parents 

Parents took the initiative to start a conversation about the future in order to achieve a good life 

for their child with the least amount of suffering as possible. Another reason to discuss their 

future with HCPs could be parental goals of continuing regular family life and to receive clues 

around the prognosis of their child based on the HCPs’ expertise. Parents needed the 

knowledge and insights of the HCP to be able to arrange the care for their child for a longer 

period of time and to be able to develop their perspectives on family planning. Parents also 

needed the HCP’s formal approval to get access to care arrangements, such as modifications to 
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their homes. Above mentioned goals were mainly reported by parents with a focus on 

prolonging the child’s life as well as by parents with a perceived longer life expectancy of their 

child.  

Those parents who had a focus on comfort care without striving for prolonging life, initiated 

conversations about their child’s future to be able to cope with their own ongoing loss. Some 

parents reported to start a conversation about future care in order to prevent their child’s 

suffering and unnecessary prolongation of life. These parents sought HCPs’ expertise, guidance 

and agreement on limitation of life-sustaining treatments and options to allow a natural death. 

Parents who perceived their HCP as easily approachable, felt more openness to ask questions 

about delicate issues, such as when to stop tube feeding and what could occur during the dying 

phase of the child. Some parents reported that HCPs had not been open for exploring the future 

or answering their questions, mainly by referring to prognostic uncertainty. 

Few parents reported to initiate a conversation about the future aimed at reconsidering prior 

treatment limitations written down in an advance directive. These parents had observed a clear, 

yet unexpected improvement in the child’s condition, which in their opinion justified revisiting 

treatment limitations. Some parents used the strategy of ‘framing’ similar to HCPs, especially 

when they feared difficulties at the HCPs side to align to the parents’ perspective. Parents felt a 

need to place the child’s condition in relation to a broader context of disease course and 

treatment options in order to convince HCPs to align to their perspective and goal setting as a 

parent with expertise on their child’s condition.  

Overall, the parents’ way of coping with the future loss of their child influenced their ability to 

discuss future care and treatment. Parents, who tend to focus on the ‘here-and-now’ to be able 

to cope with feelings of loss and the daily burden of care, experienced difficulties or refused to 

discussed future care and treatment with HCPs.  

Anticipated care 

AC involved being prepared for future scenarios by shaping and organizing care arrangements 

in advance, in response to anticipated future needs of the child or family. AC was mostly 
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initiated by HCPs and sometimes by parents. It either had a ‘closed’ or ‘open’ character 

depending on whether HCPs or parents informed each other about the care arrangements 

made. Disclosure of ‘closed’ AC occurred when a need arose among either HCPs or parents to 

inform each other about the preparations.  

HCPs 

AC was mainly conducted by HCPs experienced in PPC, such as PPCT members or pediatric 

homecare nurses, and often discussed amongst HCPs preparing for future care without 

informing the parents at the time. Examples included ordering medications and equipment for 

the home setting, creating a contact plan for parents, and involving other important HCPs, such 

as the PPCT, general practitioner, psychologist or child-life specialist. HCPs often started with 

‘closed’ AC, mainly to prevent unnecessary burden to the parents or to prevent disruption of the 

parental coping strategy. Disclosure of ‘closed’ AC occurred when parents were perceived as 

ready for the intended care arrangements or when the HCPs perceived the child’s or the parents’ 

interest as threatened when withholding the planned care. The tuning and timing when to 

provide insight in ‘closed’ AC arrangements was experienced as a delicate task, preventing that 

care would be provided too late or started too early.  

Parents 

Only a few parents seemed to prepare for the future by organizing care arrangements in 

advance. Parents also used ‘closed’ or ‘open’ AC. Parents only informed HCPs when HCPs invited 

them to do so or when parents needed help from HCPs to arrange the care they aimed for. An 

example of ‘closed’ AC performed by parents is organizing their child’s funeral in advance 

without mentioning this to their HCP. An illustration of ‘open’ AC was a mother requesting a 

resuscitation course from the pediatrician to become able to take care of her daughter at home 

during an emergency.  

Guidance on the job 

GOTJ was discerned as a form of short-term anticipation on scenarios or symptoms to be 

expected in the near future. This form of anticipating the future was only conducted by HCPs. 
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GOTJ entailed guiding parents through situations they felt not prepared for but had to face in 

the nearby future due to the course of the child’s disease. HCPs guided parents by explicitly 

framing the child’s current situation and short-term expectations thereof, indicating the 

necessity why certain actions or approaches were required. In addition, they guided parents by 

informing them on how to act in the expected situation.  

Most examples of GOTJ were related to moments of acute deterioration of the child or 

situations where death was imminent. HCPs used GOTJ to help parents to provide care aligned 

to the child’s altered needs. It was done in situations where parents seemed to be at risk to 

overlook new care needs of the child or felt unable to adequately respond to them. This could 

either be a result of inexperience or of difficulties in coping with the child’s end-of-life. This 

included for example being afraid to hasten the child’s death by starting morphine of withdrawal 

of feeding. GOTJ was both child-focused, aimed at improving the child’s comfort, as well as 

parent-focused, aimed at coaching and supporting parents to ‘be there’ for their child and to act 

in the best interest of their child in situations that were difficult to predict or hardly bearable. 

Parents indicated appreciation of GOTJ. It made them feel supported and helped them to cope 

with uncertain future scenarios. It prepared and enabled them to go through difficult steps in 

the disease trajectory of their child. Some parents felt relieved that HCPs took the lead to 

proceed in the end-of-life process, not wanting the final responsibility for decisions regarding 

the child’s end-of-life, such as treatment limitations, start of palliative sedation or to end 

feeding.  

Discussion 

Parents and HCPs faced the future to various extends when caring for a child receiving palliative 

care. Parents and HCPs anticipated the future in order to safeguard the child’s quality of life, 

comfort and quality of death, and to maintain family balance. Three forms of anticipating the 

future were identified: goal-directed conversations, anticipated care and guidance on the job. 

The parents’ coping with the anticipated loss of their child and the expertise of HCPs to support 

parents in facing the future largely influenced the occurrence of goal-directed conversations and 

the need for anticipated care and guidance on the job. 
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Many cases in this study showed moments where thoughts about future care and treatment 

were shared to some extent. However, this study also showed that currently parents and HCPs 

shared future perspectives mainly when they considered it necessary to safeguard care goals or 

because the involvement of the other was indispensable. Consequently, these moments of 

sharing future perspectives rather had a directional than an open, explorative character. Given 

the current family-centered ideal of providing PPC28,29, anticipating the future might need 

strategies to explore families’ values and preferences for future care, in addition to a goal-

directed approach as conducted currently by HCPs in conversations.15,18  

All parents, even parents who coped with distress by living day-by-day in the present, regularly 

had thoughts about their child’s anticipated early death. This knowledge should stimulate HCPs 

to explore these perspectives and open up a conversation about what is important to families 

facing the child’s possible death. An open and explorative approach could facilitate shared 

decision-making and allow for an earlier and more gradual integration of conversations about 

future care and treatment, as is aimed for in ACP. It is known that parents value ACP, yet they 

might hesitate to share their values and preferences for their child’s care and treatment by 

themselves.11,30,31 As such, it might be helpful when ACP tools support HCPs and parents to find 

ways to achieve an open and explorative approach when anticipating the future in 

conversations.  

Besides GDC, we also identified AC and GOTJ as forms to anticipate future care and treatment. 

Although AC was based on the HCPs’ or parents’ own perspective mainly, values, goals and 

preferences, as shared in discussions about the future, could inform AC more adequately and 

align to the families’ needs. GOTJ could consecutively build on earlier discussions as well and 

benefit from well-organized AC. In cases with little or no GDC or AC, occurrence of GOTJ was 

more prominent and required HCPs to keep track of the child’s situation more actively to 

identify any changes in time. If GOTJ was not performed actively, adequate childcare could be 

addressed too late, again emphasizing the importance of timely initiation of ACP.30,31 Moreover, 

GDC, AC and GOTJ ideally co-exist and will be used aligned to prior discussions and to the 
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child’s and family’s actual needs. As such, PPC becomes tailored to the individual needs of 

families. 

A barrier to anticipating the future for both parents and HCPs, also found in previous studies, is 

uncertainty due to the unpredictable course of the disease.8,10,11,20 However, predicted survival 

time is often known to be unreliable32 and many parents lag behind in accepting the reality of 

their child’s impending death compared to HCPs.20,33,34 As such, Kimbell et al.30 argue that 

uncertainty should not be a barrier but a trigger for conversations about future care, because 

these conversations could otherwise be addressed too late. Timely initiation of these 

conversations would allow parents a well-timed transition from an attitude of preserving their 

child at all costs towards letting go when time has come.31  

Kimbell et al. and other studies10,30 also highlighted the importance of a continuing process in 

ACP, with regular reviewing preferences and goals of care. In this study, parents initiated 

revisions of previously made agreements, such as advance directives, when they saw their child’s 

condition improved. HCPs regularly discussed the child’s current state with parents but whether 

they monitored changes in parents’ perspectives on future care and treatment was less clear. 

Research for future ACP interventions can investigate how to incorporate regular monitoring 

and, if needed, revisions of preferences for care and treatment. 

This study had some strengths and limitations. Being a one-center study, the generalizability of 

our results might be limited. Nevertheless purposeful sampling facilitated a wide variation 

regarding diagnosis, age and phase of palliative trajectory. In addition, this research offers a 

broad and diverse perspective on data from 24 cases crossing different age groups and 

including insights of both parents and HCPs. Some HCPs regarded few eligible parents to be too 

burdened to participate, preventing or delaying their inclusion. This is known as gatekeeping 

and often seen in palliative care research.35 This aspect might have resulted in an overestimation 

of the occurrence of GDC, AC and GOTJ and an underestimation of parents who have difficulties 

to anticipate future care. We did not capture differences in cultural and religious aspects, which 

is a limitation because there are cultural differences in decision-making and communication 

styles.36 Our findings might be limited by not analyzing recordings of the actual conversations 
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between parents and HCPs, however the interviews were believed to give valuable insights into 

perspectives regarding anticipation of the future. Future research could focus on the 

implementation of ACP to anticipate the future in a more comprehensive way, while exploring 

values and preferences for future care and treatment without any need for achieving goals, 

decision-making or arranging care at that moment. Perspectives shared in ACP can function as a 

foundation for the content of GDC, AC and GOTJ, which might remain necessary in certain 

situations, even when adequate ACP occurred in advance.  

Conclusion 

This study showed that parents and HCPs anticipate the future in PPC mainly by goal-directed 

conversations, anticipated care and guidance on the job.  Sharing of future perspectives often 

occurred with the intention to achieve a self-defined individual goal in the care for the child, by 

either the HCP or the parent. The extent of sharing future perspectives was influenced by the 

parents’ ability to cope with anticipated loss and the HCPs’ perception thereof. In addition to a 

goal-directed approach, a more open approach exploring mutual perspectives on future care 

and treatment could improve timely anticipation of future care needs of the child and family and 

allow parents to anticipate the future more gradually.  
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Abstract 

Aim: Advance care planning (ACP) is a strategy to align future care and treatment with preferences of 

patients and families. This study assesses the experiences of ACP among pediatricians caring for children 

with life-limiting conditions.  

Methods: Pediatricians from five Dutch university hospitals and the national oncology center completed a 

survey  during May to September 2017 which investigated experiences with ACP in their most recent case 

of a deceased child and with ACP in general.   

Results: A total of 207 pediatricians responded (36%). After exclusion of responses with insufficient data 

(n=39), 168 were analyzed (29%). These included experiences with an individual case in 86%. ACP themes 

were discussed with parents in all cases. Topics common to many cases were diagnosis, life expectancy, 

care goals, the parent’s fears, and code status. ACP conversations occurred with children in 23% of cases. 

The joy in living was the most frequent topic. The frequency of ACP conversations was insufficient 

according to 49% of the respondents. In 60% it was stated that ACP has to result in a documented code 

status.  

Conclusion: Pediatricians reported having ACP conversations mainly with parents focusing on medical 

issues. There was limited insight into the child’s preferences for care and treatment. 
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Introduction 

Medical and technological advances have increased the chances of survival among seriously ill 

children, resulting in a growing population of children living with life-limiting conditions.1 These 

children and their families receive complex chronic and palliative care. As such, they often need 

support in communicating with the medical team and in medical decision-making.2 Parents feel 

that adequate medical decision-making, designed to serve the best interest of their child is a 

central element of their parenting role.3 Clinicians in pediatrics need to identify individual 

parental wishes and needs in order to be able to support parents in caring for their child until 

the end of life.4 Medical associations emphasize the importance of anticipating future care and 

care decisions for children with life-limiting conditions.5,6 In 2017, an international panel of 

experts in palliative care defined advance care planning (ACP) a supportive strategy to identify, 

discuss and document preferences and goals for future treatment and care in collaboration with 

family and healthcare providers. 7 Although research on pediatric ACP is still in its infancy, 

growing evidence suggests that healthcare providers and families value the concept of ACP.8,9 In 

adult medicine, a growing body of evidence suggests that ACP improves the quality of end of 

life care and contributes to preferences-concordant care in various patient populations and 

countries.10 Physicians in adult medicine recognize the importance of ACP, but encounter 

barriers such as a lack of knowledge and the discontinuity of care.11 A single center pediatric 

study from the United States showed that pediatricians in intensive care medicine and oncology 

felt prepared to conduct ACP discussions. They perceived parental factors, such as, unrealistic 

expectations, understanding of the prognosis, and readiness to have the conversation, as the 

most significant barriers.12,13 It is largely unknown whether these results can be generally applied 

to European countries, because specific healthcare contexts influence attitudes and medical 

decision-making.14 Besides that, it is unknown whether general pediatricians and other 

subspecialties have similar experiences and skills.  In the Netherlands, the concept of ACP is not 

well known among pediatricians, although we hypothesized that they integrate elements of ACP 

in their daily practice. Insight into pediatricians’ actual experiences with ACP, or elements of ACP, 

is essential to inform a systematic development of programs and policies to support further 

implementation of ACP in pediatrics and to develop strategies to overcome perceived barriers. 
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Therefore, we invited university hospital pediatricians, both in general and from all 

subspecialties, plus those from the Dutch national oncology center, to share their experiences, 

attitudes and skills regarding ACP. We aimed to identify how pediatricians integrate elements of 

ACP in their daily practice and how pediatricians envisage the concept of ACP in general.  

Methods 

Study population 

From May to September 2017, we performed an observational cross-sectional online survey of 

pediatricians providing tertiary care for children, under the age of 18, with a life-limiting or life-

threatening disease. All seven university pediatric care centers in the Netherlands were invited to 

participate. Two centers refused to participate for reasons unknown. Five participated in the 

study: the Amalia Children’s Hospital, Nijmegen; the Beatrix Children’s Hospital, Groningen; the 

Emma Children’s Hospital, Amsterdam; the Sophia Children’s Hospital, Rotterdam and the 

Wilhelmina Children’s Hospital, Utrecht. The national oncology center, the Princess Máxima 

Center for Pediatric Oncology, in Utrecht also took part. All pediatricians, including fellows, in 

active employment in the centers mentioned above were invited to participate. The Participant 

Information Sheet indicated that the study focused on pediatricians who were the primary 

providers of care of children under 18 years of age with life-limiting or life-threatening diseases. 

It was up to the participants themselves to decide whether they were eligible for participation or 

not. Residents in pediatrics were not eligible to participate as they rarely take care of children 

with life-limiting conditions without the involvement of a supervisor.  All procedures performed 

in this study were in accordance with, the ethical standards of the institutional and national 

research committees and the Helsinki Declaration and its later amendments. Participants were 

informed about the study by a separate online page before the survey started. Informed consent 

was obtained by virtue of completion. 

Data collection 

All pediatricians received an invitation by email with a link to the survey via contacts in the 

centers participating. The survey was conducted using the electronic software NETQ Collector 
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Premium, Version: 2015.Q2 (Survalyzer BV, Utrecht, The Netherlands). A reminder email was sent 

twice at approximate intervals of three weeks to all non-responders.  

Survey development 

ACP was defined on the introduction page of the survey, since pediatricians in the Netherlands 

are not familiar with the concept of ACP in general. ACP was defined for this survey as: 

‘communication with seriously ill children and their families about the goals and preferences for 

future medical care and treatment.’ We used the theory of planned behavior to identify which 

determinants might influence experiences and perspectives regarding ACP among pediatricians. 
15 The theory of planned behavior consists of three determinants that influence one’s intention 

to perform certain behavior. These are: perceived behavioral control; attitudes toward the 

behavior; and subjective norms. In order to address those determinants, we asked respondents 

how they perceive their own communication skills, relevant in ACP, in both their most recent 

case of a child who subsequently died and in general. In addition questions were asked about 

what they expect from ACP and what they perceive as subjective norms for the timing, 

frequency, and content of ACP. The survey was divided into two parts. Part one of the survey 

explored the ACP experiences of pediatricians in their most recent case of a child who died. The 

second part concerned the skills, attitudes, and perspectives regarding ACP in general. The 

survey consisted of 73 items and was based on an existing questionnaire 12,13 and items 

developed from the beginning of the research based on the previous work of the study team.7,16 

An expert panel of five pediatricians performed pilot surveys which resulted in several linguistic 

adjustments. (See Appendix for the questionnaire) 

Statistical analysis 

Data were analyzed using IBM SPSS Statistics for Windows, Version 25.0 (IBM Corp, Armonk, 

New York, USA). The descriptive statistics were reported. Data are reported as means with 

standard deviations or ranges for quantitative variables, and as frequency distributions for 

categorical data.  
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Results 

Of the 572 pediatricians invited to participate, 207 responded (36%). A total of 39 responses 

were excluded from further analysis due to incomplete data (< 10/73 items) (19%). The 

characteristics of the remaining 168, out of 572 pediatricians, (29%) are reported in Table 1. A 

total of 84% of the participants whose responses were analyzed had practiced for more than ten 

years. Nearly one-third of these physicians worked in general pediatrics (27%).  

Table 1  Respondent characteristics 

Experiences with a case of a child who died 

Among the responses analyzed, 145 pediatricians reported on their most recent case of a child 

who died after a life-limiting condition (86%). The case characteristics are presented in Table 2. 

The majority of cases concerned a child who had died in the past two years (81%).  Cancer 

(16%), neurologic disorders (18%), and conditions originating in the perinatal period (17%) were 

the most common diagnoses. The respondents had been involved as the child’s primary 

physician for a mean period of 2.2 years (SD +/-3.8). Some respondents, (27%), were involved in 

all phases of the disease trajectory, from diagnosis to death. In 40% of the cases, children died 

Characteristics Respondents 
Involved as primary physician until a child’s death  
(n = 168), n (%) 
    Yes 
    No 

145 (86) 
23 (14) 

Gender (n = 160), n (%) 
   Female 
   Male 

102 (64) 
58 (36) 

Mean age (n=158), years (SD) 46.0 (+/- 8.6) 
Mean working experience (n =160), years (SD) 18.3 (+/-8.8) 
Working experience (n=160), n(%) 
   < 10 years 

10-20 years
>20 years

25 (16) 
84 (53) 
51 (32) 

Subspecialty (n =160), n (%) 
   General pediatrics 
   Neonatology 
   Oncology 
   ICU 
   Neurology 
   Other 

43 (27) 
31 (19) 
25 (16) 
19 (12) 
12 (8) 
74 (46) 
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within their first year of life. In 37%, children died at an age of 1-12 years, and 23% died at or 

older than 12 years of age. A hospital was the place of death in 70% of the cases. Children were 

judged by the respondents to be competent during their disease trajectory in 17% of the cases. 

These children had a mean age at death of 13.1 years (range 3.9-18.0, SD +/- 4.2). In 42%, these 

children were aged under 12 at the time of death. The common reasons for being judged 

incompetent were their young age (55%) and developmental disorders (18%).  

Table 2 Case characteristics 

Characteristics Children who died 
Gender (n=145), n (%) 
   Male 
   Female 

88 (61) 
57 (39) 

Year of death (n = 145), n (%) 
   < 2015 
   2015 
   2016 
   2017 

19 (13) 
9 (6) 

37 (26) 
80 (55) 

Mean age at death (n =145 ), years (SD, range) 6.0 (+/-6.2, range 0.0-18.0) 
Place of death (n=145), n (%) 
   Home 
   Hospital 
   Hospice 
   Elsewhere 

42 (29) 
100 (69) 

2 (1) 
1 (1) 

Diagnosis (n=145), n (%) 
     Neoplasms 
     Neurologic disorders 
     Congenital anomalies 
     Perinatal disorders 
     Other 

23 (16) 
26 (18) 
14 (10) 
24 (17) 
58 (40) 

Competent (n= 145), n (%) 
     Yes 
    No, due to young age 
    No, due to developmental disorder 
    No, due to low consciousness 
    No, due to emotional distress  
    No, due to other cause 

24 (17) 
79 (55) 
26 (18) 
12 (8) 
2 (1) 
2 (1) 

Involvement of respondent as primary physician in 
… (n=145), N (%) 
   Diagnostic phase 
   Stable phase 
   Phase of decline 
   End of life phase 

82 (57) 
79 (55) 
121 (83) 
118 (81) 

Mean duration of involvement as primary physician 
(n=145), years (SD, range) 2.2 (3.8, range 0.0-17.0) 
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An overview of how ACP was addressed in the cases described, is presented in Table 3. 

Pediatricians discussed one or more topics related to ACP with parents in all cases. Topics 

commonly discussed with parents were the child’s diagnosis (91%), life expectancy (90%), goals 

of care (87%), fears and worries (87%) and code status (86%). Discussion of ACP themes with 

children occurred in 23% of the cases. Of these children, 67% were judged to be competent. The 

children who were not judged as competent, but were still involved in the conversations had a 

mean age of 8.9 years (range 2.2-12.2) at death. With two competent children, none of the 

topics, previously listed, were discussed. Common topics discussed with children were: their joy 

of life (19%); their diagnosis (17%); their fears and worries (17%); the goals of care (15%); and 

their hopes (15%). Location of death (5%) and code status (5%) were the least reported as being 

discussed with the children.  

Pediatricians reported that in 92% of the cases, some goals and preferences for future medical 

treatment and care had been documented in the medical record. An absence of any 

documentation of goals and preferences for future medical treatment and care in the medical 

record was reported in 8%. Discussions about whom to identify as the legal representative of the 

child occurred in 52%. In 41% of all cases the legal representative was documented in the 

medical record, being both parents in 77%, and the mother alone in 18% of those cases.  

The care provided was perceived as in line with the parent’s preferences in 86% of the cases 

reported. In 5%, the respondents reported it was unclear to them if the care provided was in line 

with the parent’s preferences. Pediatricians reported that in 25% of cases, they perceived the 

care provided as in line with the child’s preferences. In 74%, they reported the degree of 

agreement was unclear to them. The care provided was reported as in line with prior ACP 

conversations in 92%. The pediatricians reported being satisfied with their own role in 

communicating in 95% of the cases reported.  
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Table 3 Elements of ACP in the reported cases 

Elements of ACP With parents With children 
Themes discussed (n=145), n (%) 
   Diagnosis 
   Life expectancy 
   Goals of care and treatment 
   Fears and worries 
   Code status/treatment limitations 
   Future physical functioning 
   Symptoms in end of life period 
   Coping with feelings of loss 
   Social network 
   Capacities of the family 
   Practical issues daily care 
   Hopes 
   Location of death 
   Child’s joy in living 
   Future social functioning 

132 (91) 
131 (90) 
126 (87) 
126 (87) 
125 (86) 
122 (84) 
122 (84) 
117 (81) 
116 (80) 
108 (75) 
107 (74) 
102 (70) 
95 (66) 
92 (63) 
93 (64) 

25 (17) 
17 (12) 
22 (15) 
25 (17) 

7 (5) 
15 (10) 
10 (7) 
15 (10) 
10 (7) 
10 (7) 
12 (8) 
21 (15) 

7 (5) 
28 (19) 
10 (7) 

Cases 
Self-reported documentation of preferences and goals of 
care in the medical record (n=145), n (%) 
   Yes 
   No 
   Partial 

80 (55) 
11 (8) 
54 (37) 

Discussions about legal representative (n=145), n (%) 
   Yes, with child 
   Yes, with father 
   Yes, with mother 
   Yes, with someone else 
   No 

6 (4) 
61 (42) 
71 (49) 

2 (1) 
70 (48) 

Reported documentation of legal representative in the 
medical record (n=145), n (%) 
  Yes 
   No 

60 (41) 
85 (59) 

Table 3, continued Cases 
If yes, who was documented as the legal representative in 
the medical record (n=60), n (%) 
   Both parents 
   Father 
   Mother 
   Someone else 

46 (77) 
2 (3) 

11 (18) 
1 (2) 

Perceived agreement of care with preferences as 
discussed in conversations (n=143), n (%) 
   Not at all/not really 
   Somewhat 
   Very much/Totally 

7 (5) 
5 (3) 

131 (92) 
With preferences 

parents 
With preferences 

child 
Perceived agreement of care (n=145), n (%) 
   Not at all/not really 
   Somewhat 
   Very much/Totally 
   Unclear 

2(1) 
11 (8) 

125 (86) 
7 (5) 

1 (1) 
1 (1) 

36 (25) 
107 (74) 
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Attitudes regarding ACP 

Attitudes regarding ACP in general are represented in Table 4. Sixty-six percent of the 

respondents reported that ACP discussions are indicated in all phases of the disease trajectory. 

The respondents confirmed that ACP can improve the quality of care (97%) and shared decision-

making (98%).  They confirmed in 81% that ACP can contribute to the use of palliative care. 

Twenty-three percent of the participants indicated that ACP conversations occur often enough. 

Sixty percent of the pediatricians stated that ACP has to result in the documentation of a code 

status. One third (37%) confirmed ACP conversations are mainly intended to inform children and 

their parents. The majority of physicians (68%) supported the statement that ACP conversations 

give children and families more control.   

Table 4 Attitudes regarding ACP in general 

Statement Strongly 
disagree/disagree Neutral 

Agree/ 
Strongly agree 

In current practice, ACP 
conversations occur often enough 
(n=160), n (%) 

79 (49) 44 (28) 37(23) 

ACP conversations improve the 
quality of medical care 
(n=160), n (%) 

1(1) 4 (3) 155 (97) 

ACP conversations improve the use 
of palliative care  
(n=160), n (%) 

5 (3) 25 (16) 130 (81) 

ACP conversations have to result in 
a documented code status or 
treatment limitations 
(n=159), n (%) 

26 (16) 38 (24) 95 (60) 

ACP conversations are intended 
mainly to inform child/parents 
(n=159), n (%) 

58 (36) 42 (26) 59 (37) 

ACP conversations put parents in 
control (n=160), n (%) 9 (6) 42 (26) 109 (68) 

ACP conversations improve shared 
decision-making 
(n=160), n (%) 

0 (0) 4 (3) 156 (98) 
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Barriers and facilitators 

The respondents were asked to rate previously stated factors, deemed facilitators of, and 

barriers to ACP. Uncertainty about life expectancy (24%), the emotional distress of patient and 

family (24%), and an inability of the child and family to assess their situation (19%), were most 

commonly indicated as barriers. (Figure 1) Most commonly perceived facilitators were continuity 

of care by the same physician (97%), the presence of a nurse at ACP conversations (79%), and 

prior multidisciplinary consultation (74%). (Figure 2) 

Fig. 1 Frequencies of perceived barriers to ACP 

Fig. 2 Frequencies of perceived facilitators of ACP 
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Self-perception of communication skills 

Physicians indicated that they were able to explore, adequately, parent’s fears, feelings and 

expectations in 97% of the responses, to discuss with parents bad news in 96% and code status 

in 91%. They were also able to explore, adequately, children’s’ fears, feelings, and expectations in 

63%, discuss bad news with children in 61% and discuss a code status with a child in 52%.  

(Figure 3)  Physicians agreed in 94% that they were also able to check, adequately, the 

understanding of their conversation partners and to deal with emotions in the conversations in 

89%.    

Fig.3 Pediatricians’ agreements with their ability to demonstrate communication skills  

Discussion 

To the best of our knowledge, this was the first survey which evaluated pediatricians’ self-

reported ACP behavior in actual cases.  Our study elicits the following three key issues.  

Firstly, although a broad range of ACP topics were reported by the pediatricians as regularly 

being discussed with parents, their conversations seem to predominantly focus on medical 

issues. In addition to this, a substantial number of pediatricians believed key elements of ACP 

were the provision of information and discussion of code status or treatment limitations. This 

might be a barrier to an early and open exploration of the family’s perspective on living with a 

child’s illness and living well. This is including the family’s views on physical, psychosocial and 

spiritual domains. ACP originally focused on the completion of advance directives. But, today, 
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there is consensus that the key elements of ACP are the exploration of personal values and 

preferences regarding living with an illness, now, or in the future, and sharing of these values 

and preferences with others.7,17 It remains unclear whether pediatricians conduct ACP 

conversations with families in an informative way with a focus on treatment decisions or whether 

they are able to engage in deeper explorations of the child’s and family’s underlying individual 

values and preferences. An analysis of the content of actual ACP conversations might give more 

insight into their approach.  

Secondly, the exploration of the child’s perspectives appears to be difficult. In our study, 

pediatricians reported in the majority of cases to have no insight into whether the child’s 

preferences were in line with the care as provided. ACP conversations with children occurred in a 

minority of cases. Most children were considered incapable of expressing their wishes due to 

their young age, or because of developmental issues. However, some children were involved in 

the conversations about, at least, some topics, even at a very young age and without being 

considered competent. The involvement of children in ACP and in decision-making in general is 

challenging.18 Evidence about interventions to engage children in decisions related to their 

health is limited. A systematic review identified only five interventions, including one ACP 

intervention.19 Within the triad of child, parents and healthcare professionals, the perspectives 

and the best interests of the child need to be identified. It is of pivotal importance to support 

parents in their role as substitute decision-maker, because the child might be unable to present 

his or her own perspectives and preferences.4 In our sample, the legal representative was 

explicitly defined in only half of cases and infrequently documented. It seems natural in 

pediatrics to rely on the parents for decision-making in the best interest of the child. However, it 

is known that neither parents nor professionals reflect the voice of the child routinely, and even 

less in stressful times during the end of life phase.20,21  Although the vast majority of 

pediatricians were satisfied with their communications skills with regard to parents, only a small 

minority of physicians confirmed they had adequate skills to communicate about ACP topics 

with children. This is supported by findings from literature, where pediatricians felt unprepared 

to for discussing ACP with adolescents or conducting family conferences.12 It is known that 

parents too feel difficulties in discussing these issues with their children.20   
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Thirdly, although pediatricians were satisfied with their approach in the cases reported, in their 

communication skills in general and in particular on the benefits of ACP, only a small minority 

confirmed ACP conversations occur often enough.  This is in line with a retrospective chart 

review in the United Kingdom which showed that there was no documentation of any ACP 

conversation in the medical record of 25% of the children approaching the end of life.22 Other 

research showed that more than 70% of pediatric clinicians thought that ACP discussions often 

occur too late.12,13,23 An improvement in the frequency and timing of ACP conversations might 

be challenging. In our sample, pediatricians themselves see barriers to ACP mainly in parental 

factors. This is in line with earlier findings where parent-related factors such as unrealistic 

expectations, a perceived lack of parental readiness to discuss end of life issues, and not wanting 

to burden parents, were perceived as key barriers to ACP in paediatrics.8,13 Research suggests, 

however, that parents want to be involved in decision-making and many prefer open, honest 

and complete information about end of life care.24–26 They do not, however, always actively 

search for it.27 Parents consider engagement in ACP important but perceive it as difficult. They 

need a sensitive, affective, individualized, and gradual approach, with room for patterns of 

hopeful thinking.9,28 The perceived facilitators of ACP were mainly associated with the healthcare 

professional, with a focus on a team-based approach. This is consistent with earlier research 

which showed clinicians prefer to discuss end of life decisions within a medical team prior to 

conversations with parents.29  

These key issues might indicate that interventions to support ACP in pediatrics need to focus on 

education about the concept of ACP and about the involvement of the child in ACP. In addition, 

physicians might need more insight into the background of perceived parental barriers for ACP. 

These barriers are persistently reported by physicians, even though parents themselves report 

clear preferences to ACP. The integration of multidisciplinary approaches, such as 

multidisciplinary consultations prior to ACP conversations, and involving different professions in 

the conversation itself, might be valued by pediatricians and might support them to engage in 

ACP more often.   
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Strengths and limitations 

The invitation to participate in this survey study was sent to all pediatricians working in the 

hospitals participating in order to prevent selection bias based on subspecialty. As a result, our 

study population included a broad range of pediatric subspecialties. Our broad invitation 

strategy might have led to a lower overall response rate. The focus on children with life-limiting 

conditions in the introduction of the survey might have held back some readers from 

participation since not all pediatricians in university care centers serve this population. 

Nevertheless, this aligns with the idea that response representativeness might be more 

important than response rate in survey research.30 The responders turned out to be a selection 

of experienced pediatricians with a mean working experience in pediatrics of 18.3 years. This is 

possibly an adequate reflection of the fact that in pediatric medical practice in the Netherlands, 

the more experienced professionals take care of the more complex medical cases.  

Although the care for seriously ill children in the Netherlands is concentrated in the university 

medical care centers, these children receive care from other pediatricians and general 

practitioners as well. Therefore our results might underestimate the full range of ACP activities 

provided to seriously ill children and their families. The focus on the most recent case of a child 

who died might have both underestimate or overestimate current ACP activities. It could be that 

for an individual respondent the most recent case was not a good model for their actual ACP 

activities. We focused on the most recent case to prevent selection bias by the respondents. 

However, we could not check whether the respondents really reported on their most recent 

case. They might have chosen a case which came directly to mind, or a case in which they valued 

the conversations they have had. This may have biased the results.   

In addition, our data collection did not cover any data from non-responders, which complicates 

comparisons between our sample and the total group of eligible participants. Another limitation 

of the study is that we do not know at what moment in the disease trajectory elements of ACP 

were discussed and with what intention. Respondents might have labelled conversations in 

hindsight as part of a longitudinal ACP process, whereas they, at that actual moment, did not 

discuss these items intentionally as part of ACP.  
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Conclusion 

Dutch pediatricians caring for children living with life-limiting conditions reported mainly having 

ACP conversations with parents. Conversations with children occur only in a minority of cases. 

Pediatricians acknowledge the benefits of ACP and report that they are competent in ACP 

communication. Conversations about code status or treatment limitations are considered key 

parts of ACP. A minority feel that ACP conversations occur often enough. The barriers to ACP 

conversations are mainly perceived as related to parents. Education in the explorative nature of 

ACP, the involvement of the child in ACP, and parental preferences for ACP, might contribute to 

the further engagement of pediatricians in ACP.  
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Abstract 

Advance care planning enables parents to discuss goals and preferences for future care and treatment of 

their seriously ill child. Although clinicians report parental factors as common barriers for advance care 

planning, parental views on reflecting on their child’s future have had limited exploration. A clear 

understanding of their perspectives might help clinicians to implement advance care planning tailored to 

parental needs. This interpretive qualitative study using thematic analysis aims to identify how parents 

envision the future when caring for their seriously ill child. Single interviews and two focus groups were 

attended by 20 parents of 17 seriously ill children. Parents reported to focus on the near future of their 

child. However, their actions and deeper thoughts showed perspectives towards a further future. Future 

perspectives initial focused on practical, disease-related themes, but more existential elaborations, 

reflecting underlying life values, were also identified. Parents needed acknowledgement of their 

challenging situation, care tasks and expertise as a precondition for sharing their deepest thoughts 

regarding the future of their child.  

Conclusion: When envisioning the future of their seriously ill child, parents tend to stay in the near future, 

whereas they value the opportunity to share further thoughts within a compassionate relationship with 

clinicians.  
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Introduction 

As survival rates have improved in pediatric care due to medical and technological advances, the 

number of children and young adults living with life-limiting conditions has increased over 

time.1  

These children and their families are in need of palliative care, and often need support in 

decision making about future treatment and care.2 However, early integration of palliative care 

discussions remains challenging. A qualitative interview study from Hungary showed that 

physicians tend to place palliative care at the end of a disease trajectory, when there are no 

curative options left.3 Advance care planning (ACP) aims to facilitate early planning of future 

treatment and care, including end-of-life care, through exploration and understanding of 

individual values, preferences and goals for care and treatment.4    

Although research on pediatric ACP is still in its infancy, emerging evidence suggests that 

families and clinicians value the concept of ACP, even earlier in disease trajectories than is 

customary practice.5–11 

However, it has also been established that parents, whilst valuing ACP greatly, simultaneously 

experience ACP as emotional.8 Clinicians’ receptiveness to parental feelings of unease poses a 

barrier to initiate ACP conversations with parents.9,12–14 Consequently, although both parents and 

clinicians contemplate future care, a substantial exchange of their perspectives does not seem to 

occur sufficiently. 12,13,15 So far, current literature focusses on the experiences of bereaved 

parents, mainly within the end-of-life phase.8,11 

To engage parents and medical teams in ACP, clinicians need a profound understanding of 

parental preferences towards anticipating and discussing the future. Insight into parental 

experiences and perspectives regarding the future, both early and late in a disease trajectory, is 

lacking. Therefore, this study aims to elucidate how parents of children with life-limiting 

conditions, contemplate the future and under which conditions parents share these future 

perspectives with clinicians caring for their child.  
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Methods 

To elucidate parents’ perspectives on contemplating the future, we conducted an interpretative 

qualitative interview study using an inductive thematic analysis.16–18 The COmprehensive 

consolidated criteria for REporting Qualitative research (COREQ) were used to structure the 

study report.19   

Sample 

A purposive sample of Dutch-speaking parents of children diagnosed with a life-limiting 

condition less than 18 years of age was included. To capture a wide range of perspectives, 

variation was sought with respect to the parent’s gender and education, the child’s diagnosis, 

stage of illness, life expectancy and age.  Both bereaved and non-bereaved parents were 

eligible. Bereaved parents were included as they are able to reflect on their thoughts about their 

child’s future in retrospect, while overseeing their child’s whole disease trajectory, including end 

of life.  Pediatricians in one university medical center and two peer supporters introduced the 

study to parents and asked permission for the researchers to contact them.  

Data collection 

Parents were offered a choice to participate in a prescheduled focus group interview or an 

individual face-to-face interview. The interviews took place between June 2018 and March 2019. 

Individual interviews were scheduled at a location and time as preferred by the parents. The two 

focus group interviews were moderated by JF (trained qualitative researcher, MD) and MCK 

(experienced qualitative researcher, RN). JF conducted the individual interviews. The interviews 

were guided by a topic list, which was based on literature and expert knowledge. The topics 

included future time frame, future perspectives, sharing of future perspectives, future goal 

setting and decision making. Interviews were audio recorded and transcribed verbatim. Parent 

and child demographic variables were collected through an additional questionnaire. The 

research ethics committee of the University Medical Center Utrecht determined that this study 

was exempt from the Medical Research Involving Humans Act (September 27, 2017; Reference 

number: 17-662/C). All participants provided written informed consent.  
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Data analysis 

A thematic analysis was performed.16 During the entire process, three researchers (JF, TT, MCK) 

were involved. Researcher triangulation was ensured to improve reliability and validity of the 

analysis. The thematic analysis consisted of three phases.17,18 First, the core researchers (JF, TT, 

MCK) individually (re)read the transcripts of five individual interviews to get familiar with 

common aspects and phrases. Two researchers (JF, TT) individually analyzed and coded 

meaningful fragments in the light of the research question and compared interpretations 

together. The meaning of the separate text fragments was determined by interpreting them in 

light of the whole interview.20 Initial codes were recoded, resulting in an adapted code list with 

themes and concepts at a more conceptual level.16 During the second phase, new interviews 

were read and discussed by two researchers (JF, TT). One researcher (JF) coded all transcripts, 

supported by the software program Nvivo 11. The code tree was evaluated and adjusted. Lastly, 

the research team (JF, TT, MCK) identified key themes and related subthemes. The researchers 

went back and forth between the different steps to guarantee constant comparison. Code 

saturation was reached on a conceptual level.21 

Results 

In total, 20 parents of 17 children were interviewed. Ten parents attended a focus group 

interview of five participants each. Individual interviews took place in the hospital (n=8), at home 

(n=1) and at the parent’s workplace (n=1). The interviews lasted from 30 minutes to three hours. 

For respondent characteristics, see Table 1.  
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Table 1. Parent and child characteristics 

 n (%) 
Parent characteristics (n=20)  
Female 15 (75) 
Age 
     30-40 years 
     40-50 years 
     > 50 years 

 
9 (45) 
8 (40) 
3 (15) 

Marital stage 
     Married/cohabiting 
     Not cohabiting 

 
18 (90) 
2 (10) 

Caucasian race 20 (100) 
Level of education 
     Secondary school 
     Vocational education 
     High school 
     University 

 
1 (5) 
4 (20) 
6 (30) 
9 (45) 

Religion 
     Protestant 
     None 

 
11 (55) 
9 (45) 

Child characteristics (n=17)  
Female 5 (30) 
Deceased  
     Total 
 
     < 2000 
      2000-2010 
      > 2010 

 
6 (35) 

 
1 (17) 
1 (17) 
4 (67) 

Age at death/at interview 
     < 1 year 
     1-5 years 
     5-12 years 
     > 12 years 

 
3 (18) 
6 (35) 
5 (29) 
3 (18) 

Diagnosis 
     Chromosomal anomaly 
     Congenital heart disease 
     CNS tumor 
     Cystic Fibrosis 
     Neuromuscular disease 
     Epilepsy syndrome 
     Perinatal asphyxia 

 
7 (41) 
4 (24) 
2 (12) 
1 (6) 
1 (6) 
1 (6) 
1 (6) 

Age at diagnosis  
    < 1 year 
     1-5 years 
     > 5 years 

 
12 (71) 
3 (18) 
2 (12) 

113



Attitudes towards the future 

All parents expressed some thoughts about the future of their child and family. Several triggers 

stimulated them to contemplate the future. These were often disease-related triggers, like 

upcoming medical evaluations, procedures or decision making. Besides that, questions about 

the child’s development in the context of his or her disease, stimulated parents to think about 

the future.  Triggers could also be related to safeguarding the continuity of care. Parents 

reported external triggers, like changes in laws and financial support, and internal triggers, such 

as worries about the long-term task of caregiving and related parental burden of care. Lastly, 

parents mentioned that existential questions stimulated them to think about the future of their 

child. These questions could arise from prior experiences with illness, death and dying or from 

their spiritual beliefs. These questions made parents think about their underlying values and 

influence of these values on future decision making.  

Four main themes were identified when parents were asked to envision the future of their child. 

It was seen that 1) there is a focus on the near future; 2) future perspectives are intertwined with 

experiences in the present and the past; 3) future perspectives range from a disease-related 

orientation to a value-based orientation; and 4) there is ‘no sharing without caring’. 

Representative quotations were chosen to illustrate the identified themes. (Table 2) Perspectives 

on the future while caring for a seriously ill child as described below were quite similar for both 

bereaved and non-bereaved parents. 

Focus on the near future 

Although many parents said to live one day at a time, they could not neglect future 

perspectives. As parents expressed thoughts about the future of their child and family, they 

focused on the near future initially. They felt being withheld from looking further ahead by 

recurrent episodes of clinical deterioration of their child, prognostic uncertainty, upcoming 

medical procedures and the actual burden of daily care giving. (Table 2, Quote 1A) Although 

most parents limited their reflections to the near future initially, they showed contemplation of a 

further future in actions they reported. These actions showed that parents prepare themselves, 

at least in a practical way, for a further future where deterioration of their child’s condition might 
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occur. For example, these were practical arrangements for the child’s death (Table 2, Quote 1B) 

and integration of certain facilities in a rebuilding plan for their homes.  

Intertwinement of future perspectives with experiences in the present and the past 

When parents shared perspectives about the future in the interviews, it was seen that these 

perspectives were very intertwined with experiences in the present and the past. First, the 

content of their future perspectives was influenced by their attitude towards the current 

situation. Parents who were suffering and struggling in the present, tended to see the future as a 

black box, while parents with a consistent, balanced view on the actual situation of their child 

could more easily look forward. This did not seem to be related to an either better or worse 

prognosis. (Table 2, Quote 2A) Besides that, in case of experiencing more prognostic certainty in 

the present, either better or worse, parents showed more ability to elaborate on the future. If 

future scenario’s seemed realistic to parents, they were more tempted to reflect on those 

situations, even though it confronted them with unfavorable outcomes for their child.  (Table 2, 

Quote 2B) Some parents mentioned that feeling at peace with intense end-of-life experiences in 

the past, made them more open-minded to think and discuss about a future where similar 

scenarios could occur. (Table 2, Quote 2C) Few parents envisioned the future in relation to 

decisions made in the past. This made them think about the life they could have had as a family, 

if only they had made different choices in the past. These elaborations were followed by 

thoughts about all the good things being a parent of their seriously ill child had brought them. 

These positive thoughts supported them to face the future. (Table 2, Quote 2D) Some parents 

experienced a connection between past, present and future based on their life views and 

spiritual beliefs. They framed their perspectives on the future as part of a continuing life story, 

influenced by a higher power, like God. (Table 2, Quote 2E) 

Future perspectives range from a disease-related orientation to a values-based orientation 

Most parents mentioned practical, disease-related perspectives at first, when asked about their 

views on the future. Common topics were disease progression, next medical evaluations, the 

child’s development, financing the care costs, safe-guarding care at home, maintaining family 

life and organization of multidisciplinary care. (Table 2, Quote 3A) When asked about their 
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thoughts on the future most parents did not talk spontaneously about underlying life views, 

values, hopes, fears and worries. However, when specifically asked about, they presented all 

sorts of reflections on more existential themes. Hopes for the future could be concrete, realistic 

hopes or wishes and dreams that were to be cherished. (Table 2, Quote 3B) Fears and worries 

regarding the future concerned the loss of their child to death, facing difficult decisions, possible 

suffering of the child, the ongoing heavy burden of care and achieving a life as normal as 

possible for their child. Some parents expressed that addressing these fears was emotional and 

burdensome to them. Recognizing or discussing their fears confronted parents with worst-case 

scenarios as a reality and disrupted their coping strategy of focusing on the here and now. 

However, parents demonstrated this made them not unwilling to contemplate the future. It 

enabled them to prevent or prepare themselves for a feared situation and left them with a 

greater peace of mind in the present. Some parents mentioned in hindsight they would have 

valued more attention to their fears, because they felt overwhelmed and unprepared when a 

worst-case scenario occurred.  

When parents were asked about future care goals for their child a distinction between disease-

related aims and value-based aims was seen as well.  Some parents had clear short-term 

disease-related aims, such as correction of a tracheostomy. These parents could more easily 

formulate goals of future care. Parents who reported broader, all-encompassing, value-based 

aims for their child, such as being happy or trying to live an ordinary life, had more difficulties to 

demonstrate how these aims could guide them to formulate goals of future care. (Table 2, 

Quote 3C) Some parents mentioned that taking the perspective of their child, like ‘what would 

my child value the most’, helped them to define goals of future care and treatment. 

Most parents recalled discussions about treatment limitations when thinking about future goals 

of care. They showed to experience these discussions as touching their underlying values, 

whereas clinicians framed these discussions more in the context of the child’s disease and any 

medical futility. (Table 2, Quote 3D) Some parents addressed treatment limitations themselves 

because they considered this an essential part of what they valued as good care for their child. 

However, parents emphasized they would prefer clinicians to initiate these discussions, because 
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the accompanying emotional distress could be a parental barrier to initiate a conversation about 

treatment limitations.     

No sharing without caring  

Although all parents presented elaborate thoughts about the future of their child during the 

interviews, few said to have discussed the rich content of these thoughts with their clinicians. 

Several factors were identified that would support sharing of future perspectives with clinicians. 

First, parents mentioned they need acknowledgment of their challenging context. Parents 

expressed they felt clinicians have no idea of the impact of caring for a seriously ill child on their 

daily life. They showed a need for acknowledgement of the burden of care that is on their 

shoulders. (Table 2, Quote 4A) Second, parents want their growing expertise to be 

acknowledged and be taken into account when it comes to medical decision making. (Table 2, 

Quote 4B) Most parents felt a struggle to be treated as the expert of their child. Some parents 

felt being judged for their perspectives on their child’s future and feared unintended 

consequences for their child’s care, without opportunities for reconsideration. Third, parents 

reported little room to share perspectives outside the medical domain, although they would 

appreciate it. (Table 2, Quote 4C) Besides that, parents expressed to value clinician’s awareness 

of the child’s identity apart from his or her disease. (Table 2, Quote 4D) When their child was 

seen as an individual person, with an own life story, they felt sharing perspectives on their child’s 

future with clinicians made more sense.  

Lastly, parents expressed a need for a consistent approach of clinicians regarding future care 

and treatment over time and among different disciplines. Parents reported to struggle to get all 

clinicians on the same page. If parents felt a shared goal within the team and felt part of the 

team, this positively influenced their openness to share their perspectives. (Table 2, Quote 4E) 
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Table 2. Quotes that illustrate parental attitudes towards the future and sharing of future 
perspectives 

(sub)Theme Quote 
Focus on the near future 
1A Initial orientation on the near future R20: mother of a girl, 6 years, MD. “Our live was 

really divided into periods until the next MRI. I 
could not look further than the next scan, no way. I 
got angry or anxious when we got invitations for 
events scheduled after that period.”  

1B Preparatory actions show further perspectives R3: mother of a boy, 3 months, NMD. “Not to 
prepare everything in detail, but I bought clothes 
for him to wear in the coffin, you know?... And then 
I put them away in a bag over there.”  

Intertwinement of future perspectives with 
experiences from the present and the past 
2A Future perspectives are related to the current 
situation 

R7: father of a boy, 4 years, NDM. “He already 
survived his own prognosis. We are going to help 
him stay the longest-living infant with this 
syndrome.”  

2B Prognostic certainty stimulates thinking about 
worst-case scenarios further away 

R13: mother of a girl, 1 year, NMD. “The doctors 
are just really sad about her future. We distinctly 
discussed how we will…. what we will do when she 
loses consciousness [during an event at home]. 
Shall we call the doctor, or will take her in our 
arms, where she will pass away?”  

2C Future perspectives are related to experiences 
from the past 

R6: mother of a boy, 4 years, NMD. “We proved 
with our other child [parents lost another child with 
the same diagnosis after withdrawal of life 
sustaining treatment], grimly said, that we are 
capable of taking a child off the ventilator. That 
somehow grants you the confidence that, even 
though you never thought you would be capable of 
doing that, you might be able to do it again.”  

2D Prior decision making influences attitude 
towards the future 

R1: mother of a boy, 1 year, NMD. “If we […] 
would have known everything, that it would be so 
tough, we would have […] not carried to term. In 
hindsight. But at that time you didn’t know. But it is 
so beautiful to know him. You would not have 
known that it could be so beautiful.. So he keeps 
you going… there is nothing else to do.. 

2E Life views connect past, present and future R13: mother of a girl, 1 year, NMD. “This we really 
know…that eventually her life is simply in God’s 
hands and He knows. He knew her beginning and 
He knows her end, her life’s end. And we hope it 
[her life] will not end sometime soon.” 

Future perspectives range from a disease-
related orientation to value-based orientation 
3A An initial practical, disease-related orientation R11: mother of a boy, 6 years, NDM. “On the one 

hand there is this question: ‘how long will his future 
be?’ and on the other hand ‘how are we going to 
fulfil his care needs?”  

3B More existential thoughts emerge in deeper 
conversations 

R13: mother of a girl, 1 year, NMD. “Yes, I would 
really love to see a little bit of development, just a 
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little bit of interaction [with her daughter], but 
actually I do not really hope for it anymore, 
because I don’t believe it will happen. It is more 
like a wish.”  

3C Defining future goals of care needs deliberation  R11: mother of a boy, 6 years, NDM. “Uhm, well… 
Look, in the ideal situation we would prevent big 
problems, more big problems, in the future. But if 
you are talking about cure [as opposed to care], 
this is a difficult thing, because you can’t foresee 
what will cross your path in the future.” 

3D Discussing treatment limitations touches 
underlying values 

R5: mother of a boy, 3 years, NMD. ‘Unjustly, the 
question whether it has been enough or whether 
we should continue treatment is asked about him 
very often…Other children are very ill as well and 
sometimes unhappy, but no one dares to ask this 
question in their case…While with [her son] it is 
asked all the time… That is quite confrontational… 
very painful…. (R5) 

No sharing without caring 
4A Need for acknowledgment challenging parental 
context  

R10: father of a girl, 7 years, NMD. “I am always 
feeling ill and on the move, and you can just see 
that I won’t make it. You can see how my engine is 
starting to fail…”(R10) 

4B Need for acknowledgment growing parental 
expertise 

R7: father of a boy, 4 years, NMD. “When I call the 
neurologist to say it is not OK with my son’s 
epilepsy, than he will take some action. He will not 
ask any further questions, but trusts me in my 
observation the epilepsy is getting worse and 
something has to be done about it.  

4C Attention to perspectives outside the medical 
domain 

R5: mother of a boy, 3 years, NMD. “I would 
appreciate it [to discuss matters out of the medical 
domain]. His emotional wellbeing and his 
development are part of who he is.  

4D Awareness of the child’s identity R5: mother of a boy, 3 years, NMD. “He is not just 
a respiratory infection, he is simply a human 
being.” 

4E Need for consistency towards shared care 
goals 

R2: mother of a boy, 3 months, NMD. “I believe 
that as long as the shared goal is being put 
forward, you are already halfway there. Then you’ll 
have an understanding of each other [parents and 
clinicians], respect each other and appreciate each 
other deeply.”  

MD, malignant disease; MRI, magnetic resonance imaging; NMD, non-malignant disease; 

Discussion 

When envisioning the future of their seriously ill child, parents tended to stay close to the here 

and now. However, parents showed to experience thoughts that go beyond the present, even 

beyond their child´s death, and they reported activities showing preparations for a further 

future. When sharing future perspectives, parents focused on practical and disease-related 
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themes initially. More existential, value-based perspectives were shared less spontaneously, 

mostly after being specifically asked about. However, parents reported to value opportunities to 

share their deepest thoughts with clinicians. When parents experienced a relationship of trust 

and reciprocity with their clinician and felt acknowledged as experts of their child, they shared 

more elaborate thoughts about the future with their clinician.  

Sharing of preferences and goals for future care is a key element of ACP. The main findings of 

our study provide some insights that might be useful for the further development and 

implementation of pediatric ACP. First, whereas ACP aims to discuss future situations, parents 

might need a stepwise approach that begins close to their actual situation. With the current 

tendency to initiate ACP early in a disease trajectory,4 aiming to oversee a future which is further 

away,  it becomes even more important to achieve a shared understanding of the child’s illness 

and the actual situation as a first step in ACP.22–24 This need for an initial focus on disease-

related issues when discussing the future, is in line with earlier research, where the strive for 

controlled symptoms and controlled disease was the key parental aim.25 Another study 

identified taking control as one out of four coping strategies of parents who take care of their 

child receiving palliative care and found that taking control reduced emotional distress.26 In our 

study, parents who showed to feel in control over their daily live and care tasks, seemed to be 

able to overview the future more easily, whereas parents who were struggling in their parenting 

role had more difficulties to achieve a thorough perspective on the future. Our study suggests 

that sharing of future perspectives in the context of the actual situation, supports parents to 

identify what really matters to them and where they should focus on together with the clinical 

team. Consequently, sharing these thoughts with clinicians showed to support parents in 

pursuing their goals and meeting their needs.8,11 

Second, parents in our study reported that they did not naturally share their more existential 

thoughts with clinicians. Contemplating more sensitive issues regarding the future, like hopes, 

fears and worries, is a demanding and, sometimes burdensome endeavor to parents.8 However, 

this parental unease does not reflect unwillingness to talk about these issues. Therefore, it 

should not be seen as a barrier for ACP, although clinicians tend to do so.12 Findings from our 
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study indicate that parents might not experience sufficient opportunities from clinicians to share 

their deepest thoughts regarding the future. Whereas ACP includes the physical, psychological, 

social, and spiritual domain,27 parents might not expect clinicians to show interest in all these 

domains.  In that way both parents and clinicians continue to focus on medical issues, leaving 

other domains undisclosed. This might complicate a shared understanding of future care goals 

and hinder shared decision making. Conversation guidelines may help clinicians to address 

existential issues in the context of ACP.24,28 

Third, in line with earlier research, the results of this study underline the importance of a trustful 

relationship between parents and clinicians when sharing future perspectives.8,29 Our study adds 

that parents need to feel cared for as a precondition to share future perspectives. This applies in 

particular to sharing of deeper, personal perspectives. It is known that parents have mixed 

experiences in their relationships with clinicians.26 Parents in our study showed clear factors that 

influences this relationship positively. Clinicians, who take these factors into account when 

discussing the future with parents, might create more openness and deeper insight in parental 

preferences and underlying values. Ongoing research continues to report that key barriers for 

ACP as perceived by clinicians, are, in their perspective, related to parental factors.30 Our study 

illustrates that those perceived barriers need to be approached from a different point of view. 

Parents may indeed face challenges when thinking about and sharing future perspectives, but 

they value attention to their deepest fears and worries, and can reflect on what they need in 

sharing future perspectives. These insights can be helpful for clinicians to approach parents in an 

appropriate way, instead of refrain from ACP, based on perceived parent related barriers. 

This study had some strengths and limitations. Our study included both non-bereaved and 

bereaved parents, whereas research in this field is often based on experiences of bereaved 

parents alone.8,11 We considered both perspectives valuable. Non-bereaved parents share their 

current experiences, while actual facing a challenging future. However, their current coping 

strategies might influence their perspectives.26 Bereaved parents can reflect on their child’s end-

of-life. Despite the influence of recall bias and coping with bereavement, they can reflect on 

what they wish that could have gone differently.  Our study did not focus primarily on 
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experiences with ACP itself, as has been studied before,8,11 but focused on how parents envision 

the future when caring for a seriously ill child and on their attitude regarding sharing of future 

perspectives with others. This knowledge might support further research to develop strategies 

to implement ACP in pediatrics and align ACP to parental needs. Our findings might be limited 

by the diversity of interview settings. Some parents were interviewed during admission of their 

child, which might have influenced their perspectives. A shorter duration of some interviews, due 

to other appointments of the respondents, might have caused parents to refrain from exposing 

their vulnerability through complete openness. However, this might be a reflection of daily 

practice, were all kind of actualities effect conversations about future care. Other limitations 

were the recruitment of some parents by peer supporters and the predominantly participation 

of highly-educated mothers, which may have biased the results.  

Conclusion 

All parents in our study contemplated the future to varying degrees of extend, with a primary 

focus on the near future. However, exploration of deeper thoughts and occurrence of 

preparatory actions revealed a scope to a further future. Future perspectives are intertwined with 

experiences in the present and the past. Sharing perspectives towards the future within a trustful 

relationship between parents and clinicians can give deeper insight in family values, preferences 

and goals for future care.  

122



References 

1. Fraser ALK, Miller M, Hain R, et al. Rising National Prevalence of Life-Limiting Conditions in
Children in England. Pediatrics. 2012;129(4):e923–e929.

2. Feudtner C, Tammy I, Hexem KR, et al. Pediatric Palliative Care Patients: A Prospective Multicenter
Cohort Study. Pediatrics. 2011;127:1094-1101.

3. Nyirő J, Zörgő S, Enikő F, Hegedűs K HP. The timing and circumstances of the implementation of
pediatric palliative care in Hungarian pediatric oncology. Eur J Pediatr. 2018;177:1173-1179.

4. Rietjens JAC, Sudore PRL, Connolly M, et al. Review Definition and recommendations for advance
care planning : an international consensus supported by the European Association for Palliative
Care. Lancet Oncol. 2017;18(9):e543-e551.

5. Lyon ME, Dallas RH, Garvie PA, et al. Paediatric advance care planning survey: a cross-sectional
examination of congruence and discordance between adolescents with HIV/AIDS and their
families. BMJ Support Palliat Care. 2017;(2):bmjspcare-2016-001224.

6. Jacobs S, Perez J, Cheng YI, Sill A, Wang J, Lyon ME. Adolescent end of life preferences and
congruence with their parents’ preferences: Results of a survey of adolescents with cancer. Pediatr
Blood Cancer. 2015;62(4):710-714.

7. Lotz JD, Jox RJ, Borasio GD, Führer M. Pediatric advance care planning: A systematic review.
Pediatrics. 2013;131(3):e873-e880.

8. Lotz JD, Daxer M, Jox RJ, Borasio GD, Führer M. “ Hope for the best , prepare for the worst ”: A
qualitative interview study on parents ’ needs and fears in pediatric advance care planning. Palliat
Med. 2016;31(8):764-771.

9. Lotz JD, Jox RJ, Borasio GD, Fuhrer M. Pediatric advance care planning from the perspective of
health care professionals: a qualitative interview study. Palliat Med. 2015;29(3):212-222.

10. Myers J, Cosby R, Gzik D, et al. Provider Tools for Advance Care Planning and Goals of Care
Discussion : A Systematic Review. Am J Hosp Palliat Med. 2018;35(8):1123-1132.

11. Decourcey DD, Silverman M, Oladunjoye A, Wolfe J. Advance Care Planning and Parent-Reported
End-of-Life Outcomes in Children, Adolescents, and Young Adults With Complex Chronic
Conditions. Crit Care Med. 2019 Jan;47(1):101-108.

12. Durall A, Zurakowski D, Wolfe J. Barriers to conducting advance care discussions for children with
life-threatening conditions. Pediatrics. 2012;129(4):e975-82.

13. Sanderson A, Hall AM, Wolfe J. Advance Care Discussions: Pediatric Clinician Preparedness and
Practices. J Pain Symptom Manage. 2016;51(3):520-528.

14. Bergstraesser E, Inglin S, Abbruzzese R, Marfurt-Russenberger K, Hošek M, Hornung R. The needs
of professionals in the palliative care of children and adolescents. Eur J Pediatr. 2013;172(1):111-
118.

15. Heckford E, Beringer AJ. Advance Care Planning: Challenges and Approaches for Pediatricians. J
Palliat Med. 2014;17(9):1049-1053.

123



16. Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol. 2006;3(2):77-101.

17. Thomas DR. A General Inductive Approach for Analyzing Qualitative Evaluation Data. Am J Eval.
2006;27(2):237-246.

18. Casterle BD De, Gastmans C, Bryon E, Denier Y. QUAGOL : A guide for qualitative data analysis. Int J
Nurs Stud. 2012; 49: 360–371.

19. Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative research ( COREQ ): a
32-item checklist for interviews and focus groups. Int J Qual Heal Care. 2007;19(6):349-357.

20. Kvale S. InterViews: An Introduction to Qualitative Research Interviewing. Thousand Oaks, California:
SAGE publications; 1996.

21. Hennink MM, Kaiser BN, Marconi VC. Code Saturation Versus Meaning Saturation : How Many
Interviews Are Enough? Qual Health Res 27(4):591–608

22. Donovan HS, Ward SE, Song MK, Heidrich SM, Gunnarsdottir S, Phillips CM. An update on the
representational approach to patient education. J Nurs Scholarsh. 2007;39(3):259-265.

23. Briggs L. Shifting the Focus of Advance Care Planning: Using an In-depth Interview to Build and
Strengthen Relationships. J Palliat Med. 2004;7(2):341-349.

24. Fahner JC, Beunders AJM, Heide A Van Der, et al. Interventions Guiding Advance Care Planning
Conversations : A Systematic Review. J Am Med Dir Assoc. 2019;20(3):227-248.

25. Verberne LM, Kars MC, Schouten-van Meeteren AYN, et al. Aims and tasks in parental caregiving
for children receiving palliative care at home : a qualitative study. Eur J Pediatr. 2017;176(3):343-
354.

26. Verberne LM, Kars MC, Schouten-van Meeteren AYN, et al. Parental experiences and coping
strategies when caring for a child receiving paediatric palliative care : a qualitative study. Eur J
Pediatr 2019;178:1075–1085

27. Sudore RL, Lum HD, You JJ, et al. Defining Advance Care Planning for Adults : A Consensus
Definition From a Multidisciplinary Delphi Panel. J Pain Symptom Manage. 2017;53(5):821-832.e1.

28. Waldman E, Wolfe J. Palliative care for children with cancer. Nat Rev Clin Oncol. 2013;10(2):86-93.

29. Gilissen J, Pivodic L, Smets T, et al. Preconditions for successful advance care planning in nursing
homes : A systematic review. Int J Nurs Stud. 2017;66:47-59.

30. Fahner JC, Rietjens JAC, van der Heide A, van Delden JJM, Kars MC. Survey of paediatricians caring
for children with life-limiting conditions found that they were involved in advance care planning.
Acta Paediatr. 2019;00(July):1-8.

Appendices 

Topic lists Developmental phase 

124



Chapter 6 

Evaluation showed that stakeholders valued the support provided by 

the Implementing Pediatric Advance Care Planning Toolkit 

Jurrianne C. Fahner 

Judith A.C. Rietjens

Agnes van der Heide

Megan M. Milota 

Johannes J.M. van Delden

Marijke C. Kars 

Acta Paediatr. 2020 May 20. doi: 10.1111/apa.15370. Online ahead of print. 

125



Abstract 

Aim: This study described the development, and pilot evaluation, of the Implementing Pediatric Advance 

Care Planning Toolkit (IMPACT).  

Methods: Key elements of pediatric advance care planning (ACP) were defined using a systematic review, a 

survey of 168 pediatricians and qualitative studies of 13 children with life-limiting conditions, 20 parents 

and 18 pediatricians. Participants were purposively recruited from six Dutch university hospitals during 

September 2016 and November 2018. Key elements were translated into intervention components guided 

by theory. The acceptability of the content was evaluated by a qualitative pilot study during February and 

September 2019. This focused on 27 children with life-limiting conditions from hospitals, a hospice and 

home care, together with 41 parents, 11 physicians and seven nurses who cared for them.  

Results: IMPACT provided a holistic, caring approach to ACP, gave children a voice and cared for their 

parents. It provided information on ACP for families and clinicians, manuals to structure ACP 

conversations and training for clinicians in communication skills and supportive attitudes. The 53 pilot 

study participants felt that IMPACT was appropriate for pediatric ACP.  

Conclusion: IMPACT was an appropriate intervention that supported a holistic approach towards pediatric 

ACP, focused on the child’s perspective and provided care for their parents. 
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Introduction 

The number of children and adolescents living with life-limiting conditions has increased due to 

medical and technological advances.1 These are conditions where there are no curative 

treatment options left or where a cure might be possible, but could still lead to a premature 

death.1 The importance of communicating with children and their parents about care options is 

widely acknowledged. Advance care planning (ACP) is a valuable communications strategy that 

aligns future medical care with individual values and preferences, in a timely manner, before the 

end of life.2   

Although medical associations have emphasized the importance of ACP for children with life-

limiting conditions, standard ACP approaches in pediatrics have been scarce.3,4 Evidence 

suggests that families and clinicians value the concept of ACP, even earlier in disease trajectories 

than is normal practice.5,6 However, more than 70% of pediatric clinicians reported ACP 

discussions happened infrequently and too late.6,7 Barriers to ACP in pediatrics have included the 

fear of causing emotional distress in families and difficulties identifying the right time to start.6–8 

 A growing number of programs that support the implementation of ACP have been reported in 

palliative care.4 These interventions have mainly focused on adults and might need adjustment 

for use in pediatrics. This is because of: the stage of the child’s development, the involvement of 

the parents, the diverse disease trajectories and the specific needs of pediatric end-of-life care. 

In addition, existing ACP programs often consist of complex interventions with multiple, 

interacting, components. This makes adapting for a pediatric setting difficult. Furthermore, 

detailed descriptions of these complex interventions are lacking in the literature, hindering their 

use in other contexts.9   

The few ACP interventions that have been adapted for use in pediatrics focus mainly on specific 

patient populations. These include adolescents and young adults with cancer and patients living 

with acquired immune deficiency syndrome.10–12 The focus of these studies, on the patients and 

their end-of-life preferences, might hinder both their earlier use in disease trajectories and their 

use with younger children and their parents. In addition to evidence-based approaches, there 
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are also practice-based initiatives funded by governments or healthcare institutions.13 However,  

the evidence and rationale for these programs is often unclear, limiting their use in the research 

and development of ACP. A comprehensive, evidence-based intervention to facilitate ACP for 

children with life-limiting conditions, and their families, both early and later in disease 

trajectories, has been lacking. Therefore, the Implementing Pediatric Advance Care Planning 

Toolkit (IMPACT) research project was initiated to facilitate ACP for children with life-limiting 

conditions and their families, starting shortly after diagnosis and continuing until the end of life. 

The aims of this study were to describe the developmental process and content of IMPACT so 

that users could understand the rationale of the intervention and report first impressions of 

stakeholders using IMPACT. 

Methods 

Study design 

The Framework for the Development and Evaluation of Complex Interventions, which was 

designed by the Medical Research Council, was used to structure the study design in five steps 

(Table 1).14 These steps integrated evidence from literature, consultation with 28 international 

experts in pediatric palliative care and the findings from sub-studies performed by the research 

team within this project. The sub-studies included a systematic review of interventions which 

guided ACP conversations15 and a cross-sectional survey of pediatricians’ experiences with ACP.6 

They also  carried out qualitative interviews with parents16, children, and clinicians about their 

perspectives of ACP. The findings from these sub-studies were considered in relation to existing 

theoretical concepts. This resulted in a tentative model for pediatric ACP and a logic model for 

the intervention.17 This showed how the components of the intervention linked to underlying 

theories and anticipated outcomes. Subsequently, these insights were translated into the specific 

content of IMPACT. A prototype consisting of all the intervention materials was discussed with a 

multidisciplinary team of 12 experts, comprising clinicians, researchers and representatives from 

patients’ associations.  The intervention was adjusted by linguistic experts and read by the family 

of a seriously ill child to make sure it was clear. Lastly, the acceptability of the content of the 
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intervention was evaluated with stakeholders as part of a larger qualitative study about the early 

experiences with IMPACT. 

Table 1. Overview of the steps in the developmental and pilot phase 

Study population 

This study focused on Dutch-speaking children with life-limiting conditions under the age of 18, 

their parents, and clinicians. Participants in the sub-studies of the developmental phase were 

purposefully recruited from six pediatric university hospitals during September 2016 and 

November 2018. The survey comprised 168 pediatricians, caring for children with life-limiting 

conditions.6 Individual interviews were conducted with 18 pediatricians caring for children with 

life-limiting conditions in order to gain a deeper insight into their perspectives of ACP. A 

qualitative interview study analyzed the perspectives on ACP of 20 parents of children with life-

limiting conditions, including  10 bereaved parents.16 The perspectives that IMPACT provided on 

children living with a life-limiting condition were explored at the start of the pilot study. The 

Developmental phase 
Step 1. Identifying the evidence base 

• Consensus on the definition of advance care planning (ACP).2

• Systematic review of complex interventions guiding ACP conversations.15

• Expert consultation on evidence for pediatric ACP approaches.
Step 2. Exploring stakeholders’ perspectives 

• Survey study of pediatricians about experiences with ACP in an actual case, and in general.6

• Qualitative interviews with healthcare professionals, parents16, and children about the sharing of
future perspectives.

Step 3. Creating a theoretical framework 
• The relationship between existing theoretical concepts and the key elements identified from step

1 and 2.
• Development of a model for pediatric ACP.
• Development of a logic model to link key elements of pediatric ACP, underlying theories,

interventions components, and intended outcomes.
Step 4. Modelling the intervention 

• Translation of the input from prior steps into the content of individual intervention components.
• Review of the intervention materials with a multidisciplinary expert team, linguistic experts, and

parents.
Pilot phase 
Step 5. Fine-tuning the intervention materials based on a pilot study 

• Qualitative interviews with healthcare professionals, parents, and children about the acceptability
of the interventions’ materials.

• Adjustment of intervention materials based on the findings from the qualitative study.
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children had diverse medical backgrounds and were aged 11 to 18 years. Two children were 

siblings of a child with a life-limiting condition. Of the 13 children, 11 participated in focus group 

interviews and two children participated in individual interviews. Table 2 provides an overview of 

the participant characteristics. 

The pilot study participants were purposefully recruited from pediatric university hospitals, a 

hospice and a home care, during February and September 2019. The IMPACT training was 

attended by 11 physicians and seven nurses, experienced in the care for children with life-

limiting conditions. Subsequently, these clinicians invited the parents of children with life-

limiting conditions to participate in the study. Some of the children were invited to participate, 

depending on their age and mental state. The study comprised 25 children with life-limiting 

conditions, aged six months to 18 years and two patients who reached adulthood, but were still 

receiving pediatric care due to severe cognitive impairment and grow retardation. The pilot 

study comprised 26 mothers, 15 fathers and five children. Table 3 provides an overview of the 

participants’ characteristics. 

The research ethics committee of the University Medical Center Utrecht decided that the 

qualitative studies in the developmental phase and pilot phase were exempt from review under 

the Medical Research Involving Humans Act (27 September 2017, reference number 17-662/C, 

and 14 November 2018, reference number 18-770/C). All participants provided written, informed 

consent.   

Data collection and analysis 

The data collection and analysis yielded several strategies due to the study design, including 

different sub-studies. The survey study was based on an online questionnaire and descriptive 

statistics were reported.6 The qualitative studies of the development, and the pilot phase, were 

based on individual or focus group interviews. These interviews were audio recorded and 

transcribed verbatim. A thematic analysis was performed. The results of the sub-studies were 

presented as narrative summaries that followed the five steps of the study design (Table 1).18 
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Table 2. Characteristics of healthcare professionals, parents, and children in the 
developmental phase. 

n (%)* 
Characteristics of healthcare professionals (n=18) 
Gender (n=18) 
     Female 

12 (67) 

Age (n=18) 
30-40 years
40-50 years
50-60 years
≥ 60 years

1 (6) 
6 (33) 
8 (44) 
3 (17) 

Profession (n=18) 
     Nurse 
     Physician 

1 (6) 
17 (94) 

Working experience in pediatrics (n=18) 
10-15 years
15-20 years
20-25 years
25-30 years
≥ 30 years

2 (11) 
5 (28) 
2 (11) 
5 (28) 
4 (22) 

Subspecialty* (n=18) 
     Cardiology 
     Gastroenterology 
     General pediatrics 
     Hematology 
     Hereditary and congenital disorders 
     Intensive Care 
     Metabolic diseases 
     Nephrology 
     Neurology 
     Oncology 
     Pulmonology 

1 (6) 
1 (6) 
1 (6) 
1 (6) 

2 (11) 
2 (11) 
3 (17) 
1 (6) 
1 (6) 

2 (11) 
3 (17) 

Characteristics of parents of children with life-limiting conditions (n=20 
parents of 17 children) 
Gender (n=20) 
     Female 

15 (75) 

Age (n=20) 
30-40 years
40-50 years
≥ 50 years

9 (45) 
8 (40) 
3 (15) 

Marital stage (n=20) 
     Married/cohabiting 
     Not cohabiting 

18 (90) 
2 (10) 

Nationality (n=20) 
    Dutch 

20 (100) 

Level of education (n=20) 
     Secondary school 
     Vocational education 
     College 
     University 

1 (5) 
4 (20) 
6 (30) 
9 (45) 

Religion (n=20) 
     None 
     Protestant 

9 (45) 
11 (55) 
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Gender of child with life-limiting condition (n=17) 
 Female 5 (29) 
Children who died due to serious illness (n=17) 
     Total 6 (35) 
Age of the child at death/at interview (n=17) 
     < 1 year 

1-5 years
5-12 years
> 12 years

3 (18) 
6 (35) 
5 (29) 
3 (18) 

Diagnosis of the child (n=17) 
     Chromosomal anomaly 
     Congenital heart disease 
     CNS tumor 
     Cystic Fibrosis 
     Neuromuscular disease 
     Epilepsy syndrome 
     Perinatal asphyxia 

7 (41) 
4 (24) 
2 (12) 
1 (6) 
1 (6) 
1 (6) 
1 (6) 

Child’s age at diagnosis (n=17) 
    < 1 year 

1-5 years
> 5 years

12 (71) 
3 (18) 
2 (12) 

Characteristics of  children with life-limiting conditions (n=13)a

Gender (n=13) 
    Female 

8 (62) 

Age at interview (n=13) 
10-12 years
12-14 years
14-16 years
16-18 years
≥ 18 years

1 (8) 
2 (15) 
4 (31) 
3 (23) 
3 (23) 

Level of education (n=13) 
     Primary school 
     Secondary school 
     Vocational education 
     University 

1 (8) 
10 (77) 

1 (8) 
1 (8) 

Nationality (n=13) 
     Dutch 

13 (100) 

Religion (n=13) 
     Protestant 
     None 

2 (15) 
11 (85) 

Diagnosis (n=11) 
     Auto-immune disorder  
     Congenital heart disease 
     Hematologic disease 
     Metabolic disease 
     Neuroendocrine disease 
     Pulmonary disease 
     Renal disease 

1 (9) 
1 (9) 

2 (18) 
1 (9) 

3 (27) 
2 (18) 
1 (9) 

Child’s age at diagnosis (n=11) 
    < 1 year 

1-5 years
≥5 years

6 (55) 
1 (9) 

4 (36) 
* Percentages may not equal 100 due to rounding
a Two children were siblings of a child with life-limiting condition
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Table 3. Characteristics of healthcare professionals, parents, and children in the pilot 
phase 

n (%)* 
Characteristics of healthcare professionals (n=18) 
Gender (n=18) 
     Female 

18 (100) 

Age (n=18) 
40-50 years
50-60 years
≥ 60 years

12 (67) 
3 (17) 
3 (17) 

Profession (n=18) 
     Nurse 
     Physician 

7 (39) 
11 (61) 

Working experiences in pediatrics (n=18) 
5-10 years
10-15 years
15-20 years
20-25 years
25-30 years
≥ 30 years

2 (11) 
2 (11) 
5 (28) 
3 (17) 
2 (11) 
4 (22) 

Subspecialty (n=18) 
     General practitioner in pediatric hospice 
     Home care 
     Hospice care 
     Intensive Care 
     Neurology 
     Oncology 
     Palliative Care 
     Profound Intellectual and multiple disabilities 

1 (6) 
2 (11) 
1 (6) 

3 (17) 
2 (11) 
1 (6) 

3 (17) 
1 (6) 

Characteristics of parents (n=41) 
Parents participating in ACP conversation (n=41) 
     Female 26 (63) 
Parents interviewed after ACP conversation (n=32) 
     Female 24 (75) 
Age (n=32) 
     ≤ 29 years 

30-40 years
40-50 years
≥ 50 years

4 (13) 
5 (16) 
16 (50) 
7 (22) 

Marital stage (n=41) 
     Married/cohabiting 
     Not cohabiting 

38 (93) 
3 (73) 

Nationality (n=41) 
    Dutch 
    Other 

40 (98) 
1 (2) 

Level of education (n=32) 
     Secondary school 
     Vocational education 
     College 
     University 

10 (31) 
8 (25) 
10 (31) 
4 (13) 

Religion (n=40) 
     None 
     Roman Catholic 

14 (35) 
7 (18) 
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     Protestant 
     Islam 
     Jewish 
     Other 

6 (15) 
4 (10) 
1 (3) 
1 (3) 

Characteristics of children (n=27)  
Gender (n=27) 
     Female 

 
16 (59) 

Age at participation pilot study (n=27) 
     0-5 years 
     5-10 years 
     10-15 years 
     15-18 years 
     ≥ 18 years 

 
7 (26) 
5 (19) 
6 (22) 
6 (22) 
3 (11) 

Diagnosis (n=27) 
     Congenital brain disorder 
     Congenital heart disease 
     Epilepsy syndrome 
     Gastrointestinal disorder 
     Genetic disorder 
     Metabolic disease 
     Neuromuscular disease 
     Oncology 
     Unknown 

 
2 (7) 
1 (4) 

3 (11) 
1 (4) 

6 (22) 
6 (22) 
6 (22) 
1 (4) 
1 (4) 

Child’s age at diagnosis (n=24) 
    < 1 year 
     1-5 years 
     ≥5 years 

 
9 (38) 
11 (46) 
4 (17) 

Siblings (n=27) 
     None 
     1 
     2 
     >2 

 
4 (15) 
8 (30) 
12 (44) 
3 (11) 

Children participating in… (n=27) 
    ACP conversation 
    Interview after ACP conversation 
    None of the above 

 
5 (19) 
3 (11) 
22 (81) 

* Percentages may not equal 100 due to rounding 
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Results 

Step one: the evidence on key pediatric ACP elements  

Since a specific definition of ACP in pediatrics was lacking, the European Association for 

Palliative Care definition was used to formulate the basic key elements.2 It was seen as a 

communication process to enable patients to define their preferences and goals for care. It also 

enabled them to discuss these preferences with their families and the healthcare professionals 

caring for them and to document, and review these, if appropriate. Although this international 

definition focused on competent adults, the key elements of ACP that was proposed by this 

definition were applicable in pediatrics as well.  The systematic review of interventions to 

support ACP conversation, revealed four phases: preparation, initiation, exploration and action.15 

A list of the topics to be addressed in each phase was extracted. These included: living with 

illness, living a good life, preferences for care and treatment, perspectives on the end of life and 

attitudes to decision-making.15 Topics specific to pediatric ACP were added after consulting 

experts. These included the child’s identity, parenting and family life.19–23 Both the findings from 

the systematic review15 and expert consultation emphasized the need for clinician training in 

communication strategies in order to use any ACP conversation guide adequately. Table 4 

illustrates the potential for intervention using elements of pediatric ACP derived from the 

current evidence.  
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Table 4. The key elements identified and the potential intervention building blocks as 
derived from current evidence and stakeholders’ perspectives.  

Identified key elements Potential intervention building blocks 
Step 1. Identifying the evidence base 
ACP is defined as a process to 
discover, discuss and document 
preferences and goals for future 
care.2 

• Materials to support individuals to identify their
preferences, values and goals.

• Materials to help individuals to share preferences and
goals with family and clinicians. 

• Materials to support documentation of the preferences
and goals to be able to review them over time.

A framework for ACP conversations 
consists of preparation, initiation, 
exploration and action.15 

• Materials to prepare for ACP conversations.
• A conversation guide that structures ACP

conversations according to the framework.
In ACP, exploring the perspectives of 
the child and family on living with 
illness and living a good life is 
essential -  expert consultation.15 

• Conversation guide that stimulates exploring topics
relevant to living with illness and living a good life.

Communication training is needed to 
implement ACP adequately -  expert 
consultation.15 

• Communication training for healthcare professionals
that supports them to conduct ACP adequately.

Step 2. Exploring stakeholders’ perspectives 
Education on the holistic approach of 
ACP is needed.2,16  

• Materials to educate stakeholders about the concept
of ACP.

• Conversation guide that stimulates exploration of the
medical, psychological, social, and spiritual domain.

Attention to the voice of the child is 
needed in ACP.2,6,16  

• Separate preparation leaflet for children.
• Separate questions for children in conversation guide.
• Training for healthcare professionals to explore the

voice of the child.
An attitude of caring is needed in 
ACP.16  

• The conversation guide stimulates exploring parental
perspectives on the burden of care, parenting role,
their expertise and the child’s identity.

• Involvement of a healthcare professional in taking
care of the child instead of an external facilitator.

• Communication training for healthcare professionals
to respond to emotions, create an attitude of listening
and deliver medical expertise in an appropriate way.

Step two: key pediatric ACP elements from the stakeholders’ perspectives 

The survey study evaluated the stakeholders’ views of ACP from the perspective of 

paediatricians.6 These, together with the  qualitative research of the parents of children with life-

limiting conditions16, the children themselves and the clinicians who cared for children with life-

limiting conditions,  revealed three additional key elements for pediatric ACP (Table 4). 
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Firstly, education is required about the holistic nature of ACP. The sub-studies showed that 

pediatricians talk about medical themes relating to ACP rather than exploring individual family 

values.6 Parents wanted pediatricians to explore what their lives were like from a psychological, 

social and spiritual point of view.16 

Secondly, the pediatricians, parents and children all emphasized the importance of the child’s 

perspective.16 However, the pediatricians who took part in the qualitative interviews reported 

challenging experiences when trying to approach children and communicate adequately with 

them. Parents saw themselves as the best advocates for their child, yet they struggled to define 

their child’s best interests.16 Strategies to elicit the voice of the child are needed, either through 

direct communication with the child or by trying to understand the child’s perspective. 

Thirdly, during the qualitative studies, both the pediatricians and parents expressed the need for 

a caring attitude when sharing future perspectives. Pediatricians needed to feel confident asking 

families about sensitive themes. Parents needed genuine attention for their challenging 

situation. They also stated that their pediatrician’s acknowledgement of their child as an 

individual, and their tasks and expertise as parents, would be a precondition for sharing their 

deepest thoughts regarding their child’s future.16 

Step three: a theoretical framework 

Few of  the ACP interventions evaluated by our systematic review relied on a clear theoretical 

background.15 Behavioral theories were most commonly used as underlying concepts.15 The 

representational approach of patient education explains how exploring patients’ perspectives, 

and tailoring information to them, leads to highly patient-specific processes.24 This supported 

the finding that IMPACT should explore the child’s and family’s experiences and perspectives 

regarding the future. It should also guide professionals on when, and how, to provide the family 

with tailored information during a conversation. Behavioral change theory helps us to 

understand that the attitudes of both families and clinicians regarding ACP can entail different 

stages of change, which may influence their level of engagement.25  
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Steps one and two demonstrated the need for a holistic approach and for attention to be paid 

to the challenges facing families. Therefore, theories about parental coping when caring for a 

child with a life-limiting condition were used to give insight into the needs of this specific 

population. The dual process of coping with bereavement theory shows that elements that focus 

on both loss and restoration are needed to cope with loss.26,27 This theory can be helpful in 

designing interventions that support a caring attitude and include conversation topics that focus 

on joy and hopes, as well as on fears, worries and worst case scenarios.  

Research into the role of prognostic disclosure indicates that providing such information with 

sensitivity and realism makes the parent-clinician relationship a source of hope and can help 

parents endure difficult medical scenarios.28 Therefore, intervention components need to 

encourage parents and clinicians to address expectations for the future and explore perspectives 

on worst case scenarios.  

Concepts about parenting roles provided a theoretical foundation for understanding that 

parents need to feel acknowledged in their challenging role regarding their seriously ill child.20,23 

Parents aim to control symptoms and disease, create a life worth living for their child and 

maintain family balance. These aims may, in turn, inform parents’ values and preferences for care 

and treatment and should therefore be explored in conversations about future care.20 

The aforementioned theories all relate to the overarching conceptual model of person-centered 

care. Here, the patient has an active, central role in decision-making and organizing their 

healthcare with clinicians, and, ultimately, this helps the patient lead a meaningful life.29 ACP can 

support this person-centered care.  

These concepts are reflected in a model for pediatric ACP, which aims to combine the lived 

experiences and expertise of children and their families with the expertise of the healthcare team 

(Figure 1). Through mutual identification and sharing perspectives, shared care goals can be 

achieved and, when appropriate, treatment decisions aligned to provide high-quality, person-

centered care from diagnosis to the end of life.  
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The logic model illustrates how the key elements identified in steps one and two are linked to 

the underlying theories described in step three (Figure 2).  

Figure 1. Model of pediatric advance care planning 
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Figure 2. Logic model of IMPACT 
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Step four: the intervention design 

Specific intervention components and their intended outcomes were defined according to the 

logic model (Figure 2). The intervention components are described in Table 5.30 These consist of 

a toolkit for clinicians and families and training for clinicians. The toolkit includes information 

leaflets about the concept of ACP in order to prepare clinicians and families for an ACP 

conversation. Conversation guides support the exploration of the perspectives of the child and 

family members related to psychological, social and spiritual domains, rather than just the 

physical one. The topics stimulate a conversation about the perspectives of the child, and 

parents, on living with illness, living a good life and care and treatment preferences.  The 

preparatory materials and the conversation guide include specific questions for children as a 

means of involving them in the discussion. Besides the exploration of the inner perspectives of 

family members, an information booklet for clinicians also provides guidance on how to 

integrate their expertise into a conversation without undermining the family’s perspectives. The 

conversation guide integrates individual perspectives on the care goals by a process of shared 

decision-making. The structure of this guide is presented as a single conversation, yet multiple 

conversations might be needed to discuss all the steps, especially when there are distinctive 

perspectives within a family or between the family and clinician.  

An ACP training session was developed as part of IMPACT in collaboration with communication 

experts (Wilde Kastanje Training and Education, the Netherlands) (Table 6). The training focused 

on developing an attitude of open communication. It also taught specific ACP communication 

skills, such as exploring values, responding to emotions and strategies to achieve a shared point 

of view on care goals.31  
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Table 5. Description of the characteristics of IMPACT* 

Dimension Description 
Mode Face-to-face advance care planning (ACP) conversations 
Materials • Information leaflets for parents to prepare for ACP conversations. These 

leaflets explain the concept of ACP and provide ACP questions they 
could think about before the conversation. 

• Information leaflet for children to prepare for the conversation. This little 
booklet contains fill in the blank line exercises, describing what is 
important to the child regarding living a good life, living with illness, 
facing the future, decision-making and preferences for care and 
treatment.  

• Information brochure for clinicians to educate them about the ACP 
concept and to provide recommendations for integrating ACP into their 
daily practice. 

• Preparation card for clinicians to invite families for an ACP conversation. 
• Conversation guide for conversations with the child and parents to guide 

the conversation and pay attention to the voice of the child. 
• Conversation guide for conversations with parents.  
• Documentation format for use by healthcare professionals, children and 

parents. 
• Pocket guide for healthcare professionals summarizing key elements of 

IMPACT. 
Location At home, inpatient or outpatient department.  
Schedule The conversation guide is designed so that it can be used for a one-off 

conversation or split up into multiple conversations, depending on the needs of 
the child and family. 

Scripting The conversation guide structures the conversation and provides verbal 
examples for every part of the conversation. Verbal examples need to be 
adapted to the child’s age and the family’s circumstances.   

Participants’ 
characteristics 

Children living with life-limiting conditions, their parents and families.  

Sensitivity to 
participants’ 
characteristics 

Information leaflets are tailored to children with life-limiting conditions aged 10 
years and above and parents of children with life-limiting conditions of all ages. 

Interventionist 
characteristics 

• Healthcare professionals involved in the care of seriously ill children. 
• A two-day training program is recommended to optimize the use of the 

intervention.  
Adaptability • Language used during the conversation can be modified, based on the 

suggested script and skills learnt in the training. 
• The schedule of the conversation can be modified, depending upon 

patient readiness, disease progression or specific family circumstances.  
Treatment 
implementation 

• At the end of the conversation, the next steps are defined. 
• Healthcare professionals document the conversation in the medical 

record. 
• Children and parents receive a sheet to document the conversation for 

their own records. 
* Table based on taxonomy of Schulz.30 
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Table 6. Description of IMPACT training 

Dimension Description 
Schedule Two day training, four to eight weeks apart. 
Trainers Clinicians with expertise in the field of advance 

care planning (ACP) and professional 
communication trainers/actors. 

Participants Pediatricians, nurses, social workers, general 
practitioners, children’s life therapists.  

Preparation Reading the materials of IMPACT 
Content day 1 • Lecture on concept of ACP.

• Lecture on coping with serious illness.
• Introduction materials from IMPACT.
• Interactive workshop on a communication

attitude (I-YOU-WE model*).
• Role play the initiation of ACP

conversation.
• Role play the exploration of the child’s and

family’s perspectives.
Content day 2 • Reflection on experiences in  daily

practice.
• Introduction of supportive communication

skills, developed by VitalTalk, to set up
conversations about the goals of care and
to respond to emotions.31

• Role play based on the conversation guide
with the integration of supportive
communication skills.

* The I-You-We model  (Wilde Kastanje Training and Education, the Netherlands) is a conversation
metaphor that supports clinicians in exploring a family’s perspective (You-position), shares the clinician’s
own expertise (I-position), and works towards a shared goal of care (We-position).  By explicitly, both
verbally and non-verbally, distinguishing the family’s perspectives from the clinician’s perspectives, and
accepting any differences in insights, it is more likely a shared care goal will be reached in an ongoing
conversation (WE-position).

Step five: pilot evaluation 

During the interviews with clinicians, parents and children, to evaluate their experiences with 

IMPACT, all groups reported appreciation of the materials and found them applicable to 

pediatrics as illustrated by direct quotes (Table 7). Participants perceived that all of the themes 

mentioned in the IMPACT materials were appropriate for discussions with children and their 

families. Families valued the attention for their experiences and life views beyond the medical 

domain. Parents reported that they would recommend the information leaflet to other parents. 

One mother suggested that a question could be added to the information leaflet for parents 

about the meaning of the serious illness to the family. Clinicians confirmed that the materials 
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were useful in their daily practice, during their conversations with families and when educating 

their peers. Some clinicians mentioned that the exploratory phase of the conversation guide 

could be more succinct and these suggestions were adopted in the final version.    

During the focus group interviews at the end of the developmental phase, children suggested 

changing the order of themes in their version of the information leaflet. They felt it 

inappropriate for them to talk about hopes and dreams after discussing death and dying and 

the order was changed as a result of their comments. Children stated that they valued questions 

about their hopes and dreams, even if they knew, based on their prognosis, that those wishes 

might never become true based on the prognosis of the disease. Therefore, the conversation 

guide includes questions about wishes for their later life, although clinicians need to adapt these 

questions to the specific context of the child. Children varied in their perspectives on the 

relevance of questions about death and dying. Some considered these questions relevant, while 

others felt that death and dying did not need to be mentioned explicitly in the leaflet. However, 

the questions were not removed from the leaflet. It turned out that, in the pilot phase, children 

were able to share their perspectives on death and dying if they wanted to. Reading the topic in 

the leaflet stimulated children to share their preferences about whether or not they wanted to 

talk about death and dying during the ACP conversation itself.  

All of the final IMPACT materials are available online in Dutch and English at: 

www.kinderpalliatief.nl/impact  
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Table 7. Illustrative quotations of perspectives on IMPACT materials of children with life-
limiting conditions, parents, and clinicians 

Quotes 
Children 
Information leaflet 
Appropriateness Girl, 13 years, neuromuscular disorder 

Yes, some children would like to know in advance what kinds of questions 
they’ll be asked so they can think about their answers. I usually come up 
with an answer on the spot. I read the information leaflet, and I ran through 
the questions with my mom. But ... I don't really need that [the information 
leaflet]. 

Boy, age 16 years, neuroendocrine disease 
In my opinion, the information leaflet shows an interest in what a person is 
like, instead of just the hospital stuff... Like it’s more about how you feel 
about the situation. For instance, maybe you find out someone is crazy 
about sports and that this can cause a dilemma for that person. 

Ambivalence 
discussing death 

Girl, age 15 years, metabolic disease 
I think the question [about death and dying] is really intense, but I also think 
that if you asked a different question or tried talk around it, I would still prefer 
that you ask it straight. I don't just want to talk about the positive stuff, 
because I can think of that myself anyway. 

Parents 
Information leaflet 
Appropriateness Mother of a boy, age 3 years, neurologic disorder 

I studied the leaflet; for me, these are questions that pop up every day. So 
you briefly think about them all the time. Still, these are important topics to 
discuss, especially with parents who find it more difficult to think about these 
themes, and it’s good to think of a strategy to broach these topics. 

Involvement child Mother of a girl, age 17 years, pulmonary disease 
Well, she thought the questions were difficult to answer, but that it was okay. 
She already prepared for these questions at home [with the leaflet]. That 
made the conversation easier for both of us. 

Mother of a boy, age 12 years, genetic disorder 
We worked through the information leaflet together and wrote down all kinds 
of stuff. When the interview started he was able to run through all the things 
we wrote down, so that was nice. Yes, the material is appealing and the 
questions were clear, so that was really good. Yes, he liked it, he said: now 
I’m really important, too, eh? 

Ambivalence 
discussing death 

Mother of a girl, 10 years, neuromuscular disorder  
My daughter really dislikes the topic of dying. But apart from that, I thought it 
[the interview] was well designed. And I always tell her: You can get 
pneumonia. Your heart can stop... That’s just the inconvenient truth. We do 
talk about it together, but she’d rather not know anything about it. 

Mother of a boy, age 6 months, congenital heart disease 
I thought the leaflet was clear. It makes you think differently about your 
child. I usually don’t see that I have a seriously ill child. This confronts you 
with the facts, with the future, with his life expectancy for instance. Of course 
you know this, but you don’t… I don’t want it occupying my mind at least.  
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Use of information 
leaflet 

Mother of a girl, 4 years, metabolic disorder 
The information leaflet structure is nice. The questions help you think about 
how you feel about certain topics beforehand. That’s why it’s nice to have 
the booklet beforehand so you know in what direction you may want to take 
the discussion. 

Father of a boy, age 16 years, gastro-intestinal disease 
It was a relief for us to see there were normal questions in it, too. When 
you’re nervous about the conversation, it’s comforting to see, oh yeah, it’s 
just going to be about who we are.  

Mother of a girl, age 8 years, epilepsy syndrome 
I think the information leaflet is suitable for situations like ours. Personally, I 
don’t think too much about these things in advance. I prefer to deal with 
things when they cross my path. And then on to the next one.  

Conversation guide 
Guide stimulates to ask 
deeper questions 

Mother of a boy, age 6 months, congenital heart disease 
The questions worked up gradually to more difficult topics, and that was a 
good structure. I think our clinician really needed the guidelines. Otherwise, I 
think you could easily get off track, or feel less confident about asking 
certain questions. I think everyone knows parents don’t want to hear about 
worst-case scenarios or life expectancy. Without the guidelines, I think she 
might have felt more inclined to avoid certain topics. 

Use of guide during 
conversation 

Mother of a girl, age 4 years, metabolic disorder 
I didn’t think it was distracting. I can imagine that it’s nice to have some 
structure to the conversation. So the discussion doesn’t go in all directions. I 
think it was good for her and it didn’t bother me. 

Clinicians 
Guide stimulates to ask 
deeper questions 

Pediatric neurologist 
Questions like: are you worried about the future? These are simple 
questions. And not merely questions like: what’s your day like as parents, 
but also: how does your life look like? And when you are feeling anxious 
about something, who do you talk to? That sort of questions we never asked 
before. I noticed that they provide valuable information.  

Pediatric neurologist 
I liked the part about views on life and sources of strength. You know, it’s 
easy to skip those topics, but it’s actually very important to explore them. 

Physician pediatric hospice care 
The structure of the guide ensures that different topics are brought up. You 
talk gradually about death and dying, you talk about the last phase of life, 
you discuss whether or not people have thought about these things. And 
you talk about what is important to them. The structure of the guideline 
helps bring these questions to light.  

Use of guide during 
conversation 

General pediatrician 
During the training I thought: won’t it feel unnatural to use it? But during that 
training day I also got the feeling that it wasn’t distracting at all.  And I don’t 
think my cases were annoyed by it. In fact, I think they considered it diligent. 

Pediatric palliative care nurse 
Mostly I use the guideline to prepare myself. I read it carefully beforehand, 
and I always bring it with me to the conversation. Like this week, I just had it 
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lying closed in front of me on the table. I didn’t need to open it, but it was 
reassuring to have it there. 

Pediatric palliative care nurse 
I have tried to use the model sentences. Ultimately, I think you have to give 
them your own twist. But the model sentences are really useful.  The 
wording is very concrete and it saves you the energy of having to think 
about it yourself. Maybe you would pose certain questions yourself anyway, 
but I still like the models. Plus, you can select the phrases that work best for 
you. 

Use in education Physician pediatric intensive care unit 
The topics weren’t new to me, but it was nice to see them so well-structured. 
I recently used the guideline in a course I teach, and when the website went 
online I told all my colleagues about it.   

Information leaflet families 
Appropriateness General pediatrician  

The families said [the leaflets] reflected their personal circumstances. I had 
the impression they were very well informed about what was going to be 
discussed. Otherwise, I can imagine that parents will constantly wonder: 
what this doctor is getting at? This could be a distraction or could cause 
them to feel stressed prior to the conversation, for instance, because they 
think my intention is to discuss any treatment limitations, although that might 
not be the case at all 

Involvement child Physician pediatric palliative care team 
The patient [female, age 17] had written down her answers, not in complete 
sentences, but with catchwords. And at the start of the conversation she 
gave it to us, like you would an assignment. We used it to guide the 
conversation and focus on themes that were important to her.  
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Discussion  

This study describes the development and evaluation of IMPACT. This pediatric ACP intervention 

consists of materials to prepare clinicians, children with life-limiting conditions and their parents 

for advance care conversations. It also helps to guide and document them. The materials 

incorporate a holistic person-centered approach, stimulate the exploration of  the voice of the 

child, and support a caring attitude during the ACP process. Clinicians and families using 

IMPACT found the materials helpful, applicable to their lives and practice and successful in 

addressing appropriate themes. Some adjustments in language and layout were made, based on 

the pilot study.  

Our intervention differs from other pediatric ACP approaches in some aspects. Whereas most 

interventions are tailored to specific diseases or population age,4 our intervention is intended to 

be used in pediatrics in general. Existing approaches have focused on preferences for end of life, 

yet the intention of ACP, according to current definitions, is to initiate ACP early in a disease 

trajectory.2 IMPACT is not primarily focused on the end of life and can be used at earlier phases 

of the disease trajectory. A strong focus on the end of life might function as a barrier to 

clinicians initiating ACP due the fear of distressing families and taking away hope.8 Therefore, in 

line with the philosophy of palliative care, IMPACT invites clinicians and families to address both 

views on living well in the context of a life-limiting condition, as well as views on what is 

important to them if death is imminent. This gradual approach leaves space for hope as well as a 

consideration of the future, with a realistic and appropriate understanding of the disease 

trajectory.  

During the developmental process, we noticed that the clinician-patient relationship plays an 

important role in ACP, both in creating a caring attitude and guaranteeing that the preferences 

and care goals identified are taken into account. This might be easier when both a primary 

responsible clinician and the family are involved in ACP. Therefore, our clinician-based 

intervention differs from facilitator-based ACP approaches. 

The strength of the study was the thorough developmental process. Clinicians, children with life-

limiting conditions and parents, were all involved during the entire process. This encouraged 
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researchers to stay close to clinical practice and facilitated further implementation of the 

intervention. By exploring the perspectives of stakeholders, needs in the field could be 

addressed, increasing the relevance of the intervention for current daily practice. The 

intervention components were supported by a rationale for acting in a certain way, based on 

underlying theoretical concepts. This was meant to help identify essential components of the 

interventions and to help explain the rationale of the intervention to potential users.  

A limitation of the study was that system factors were not integrated into the developmental 

process or the intervention. The intervention is aimed at individual clinicians and families, 

instead of healthcare institutions. This means that well-known barriers for ACP, such as lack of 

time and finances, systematic identification of eligible patients and standardized approaches for 

filing ACP documents in electronic medical records, were not addressed by the intervention. This 

might limit the implementation of the intervention in daily practice as it relies on the intrinsic 

motivation of individual clinicians to use it. However, the toolkit might be a good starting point 

for healthcare institutions to develop a standardized ACP approach. Other limitations of the 

study were that the stakeholders involved in the developmental process and the participants of 

the pilot study were mainly highly educated people with an open attitude towards ACP. This 

might have positively skewed their perspectives. The children included had varying diseases, 

prognoses and were in different stages of disease, which might result in different needs. A 

limitation of the study is that we could not specify the child’s disease progression. That means 

we could not specify whether the perspectives, as presented by families, corresponded with a 

position early or later in a disease trajectory. We collected data about the time since diagnosis, 

but this did not reflect the stage of disease, its burden or length of time until end of life. We 

translated the perspectives of parents and children into a general approach, but it would be 

valuable to evaluate whether the individual needs of specific groups were sufficiently addressed 

by this approach or if specific groups need a more tailored approach. Currently, the intervention 

does not include items for children adjusted for age and development, nor does it include items 

that are tailored to populations with language barriers or cultural differences. Developing 

components to serve these populations might positively influence the broader application of the 

intervention. Another limitation of this study is that the qualitative pilot study, as described 
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above, only evaluated experiences with the intervention materials. Ongoing research is needed 

to identify if the intervention contributes to the intended outcomes in daily practice and if the 

key elements exert their effect, as was hypothesized in the underlying theoretical concept.14 

Conclusion 

A theory and evidence-based pediatric ACP intervention was developed and tailored to key 

elements of practice. It provided support materials and clinician training about the concept of 

ACP, providing strategies on how to address the voice of the child and how to convey to a 

caring attitude to families throughout their child’s illness. A detailed description of the 

developmental process and open access to all the intervention’s materials will support further 

research and implementation in daily practice. 
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Abstract 

Background: Advance care planning (ACP) is a strategy to explore patient values, goals and preferences for 

future care and treatment, with attention to the physical, psychological, social and spiritual domains. The 

IMplementing Pediatric Advance Care Planning Toolkit (IMPACT) aims to support a holistic approach of 

ACP for children with life-limiting conditions and their families.  

Aim: To identify the content and characteristics of ACP conversations and related documentation based 

on IMPACT.  

Methods: Eighteen clinicians caring for children with life-limiting conditions were trained to conduct ACP 

conversations based on IMPACT. A thematic analysis was performed on the audio record and 

documentation of an ACP conversation with 26 families of children with life-limiting conditions. In total 

five children, 26 mothers and 15 fathers participated in an ACP conversation.  

Results: ACP conversations based on IMPACT had a family-centered content, giving insight in the families’ 

perspectives on living with illness, quality of life and underlying family values. The conversations provided 

some insight in the families’ aims and wishes regarding their child’s and families’ future. Goals and 

preferences for future care and treatment were less specified during the conversations. Communication 

attitudes of clinicians entailed evasive patterns when it came to sensitive issues, including the child’s end-

of-life.  

Conclusion: ACP conversations with families of children with life-limiting conditions using IMPACT led to 

an insight in families’ perspectives regarding living with illness and family values, yet translation of these 

perspectives into goals and preferences for future care and treatment was seen to a limited extent. Evasive 

communication patterns might contribute to a less comprehensive approach of ACP.  

155



Introduction 

Advance care planning (ACP) is increasingly seen as an important strategy to align future care 

and treatment with individual patient goals and preferences.1 ACP involves identification, 

discussion and documentation of goals and preferences for future care and treatment.1 In the 

care for children with life-limiting conditions, ACP needs a holistic, family-centered approach 

with attention to the physical, psychological, social and spiritual domains.2  

Parents are willing to anticipate the future, but they need a gradual approach with a caring 

attitude from clinicians, including acknowledgment of their challenging context, their expertise 

as parents and attention to their child as a unique person.3,4 Children with capacity to be 

involved in ACP, report to value an active participation, yet they struggle with the impact of their 

goals and preferences on their families.5,6 Clinicians emphasize the added value of ACP in 

providing care concordant with goals and preferences of children and their families, however 

they experience barriers as prognostic uncertainty, finding the right time to initiate ACP and the 

fear of triggering emotional distress within a family. 7  

Few pediatric ACP programs have been developed to overcome these barriers. 8,9 However, 

insight in the components of programs and in the ACP process itself when using these programs 

is often lacking. The more detailed and extensively investigated approaches focus on evaluating 

end-of-life preferences among adolescents and young adults with specific diseases, such as 

Acquired Immunodeficiency Syndrome and cancer as an outcome of ACP. 10,11  

Generic ACP interventions for children with life-limiting conditions, aimed at an early 

introduction of ACP in disease trajectories, are scarce. Therefore, the IMplementing Pediatric 

Advance Care planning Toolkit (IMPACT) was developed recently.12 IMPACT aims to facilitate a 

holistic approach of ACP by providing guidance to ACP conversations with attention to the 

physical, psychological, social and spiritual domains. By using IMPACT, children with life-limiting 

conditions together with their families and clinicians, can explore and share their perspectives on 

living with illness and living well to achieve a shared understanding of their goals and 

preferences for future care and treatment.  IMPACT supports attention to the voice of the child 

in ACP and a caring attitude from clinicians to families throughout the ACP process.  
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As part of a larger pilot study, children with life-limiting conditions, their families and clinicians 

used IMPACT to facilitate ACP. The pilot study reveals insight in actual ACP conversations. 

Current insights in the characteristics of pediatric ACP conversations are mainly based on 

reported experiences of families and clinicians in hindsight, without knowing what happened in 

the actual ACP process they participated in.2,13,14 Insight in actual ACP conversations is needed to 

identify to what extent key elements of pediatric ACP are integrated in conversations and to 

achieve an understanding of communication characteristics that may influence the outcome of 

ACP as perceived by families and clinicians.  Therefore, this study aims to provide insight in the 

content and characteristics of actual ACP conversations, when guided by a structured 

intervention as IMPACT.  

Methods 

Study design 

This study was designed as a multicenter qualitative study using an inductive thematic analysis 

to evaluate the characteristics of ACP conversations based on IMPACT. 15–17 The COmprehensive 

consolidated criteria for REporting Qualitative research (COREQ) were used to structure the 

study report.18     

An overview of the content of IMPACT is presented in Table 1. The key element of the 

intervention is a conversation guide to structure ACP conversations. It supports clinicians to 

explore the child’s and parents’ perspectives on living with illness, living a good life, values and 

goals and preferences for future care and treatment. Besides guidance in exploring the families’ 

perspective, it provides prompts to integrate the clinicians’ expertise in the conversation. The 

conversation guide has four steps: clarifying the conversation aim, exploring families’ values and 

preferences, discussing decision making and goals of care and rounding off with a closing 

summary and defining next steps. The guide is not intended to be used as a checklist or a rigid 

script, but provides guidance to clinicians when having ACP conversations. Beside the 

conversation guide, IMPACT provides information leaflets about ACP for clinicians, children and 

families, a documentation format for ACP conversations and a clinician training in 

communication attitude and skills relevant in ACP.  
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Table 1 Description IMPACT intervention 

IMPACT materials Aim and description 
• Information leaflets for parents and

children
To prepare parents and families for an ACP 
conversation by clarifying the concept of ACP 
and providing prompt questions to think about 
what is important to them when facing the 
future. The booklet for children contains “fill in 
the blank line” exercises to stimulate the 
child’s involvement in the ACP process. 

• Information brochure for clinicians To educate clinicians about the ACP concept 
and to provide recommendations for 
integrating ACP into their daily practice. 

• Preparation card for clinicians to invite
families for an ACP conversation.

To support clinicians in inviting children and 
parents for an ACP conversation. The card 
provides recommendations on how to arrange 
an appointment.  

• Conversation guides for ACP
conversations with children and
parents together and with parents
alone

To support the clinician to structure the 
conversation, to pay attention to the voice of 
the child, to address difficult topics gradually 
and to integrate medical expertise in the 
conversation. Conversation topics include the 
child’s identity, living a good life, living with 
illness, the role of the parents, facing the 
future, decision-making, and preferences for 
care and treatment. 

• Documentation format for use by
HCPs, children, and parents

To report and summarize the content of the 
conversation aligned to the structure of the 
conversation. This document can be filed in 
the medical record and be kept by the family. 

• Pocket guide summarizing key
elements of IMPACT

To provide clinicians a reminder of key ACP 
topics when having conversations. 

IMPACT clinician training Aim and description 
• Two-day clinician training To educate clinicians on the concept of ACP, 

on coping with serious illness and on the 
theoretical background of IMPACT. 
To practice effective communication attitudes 
and skills by role plays with use of 
professional actors and communication 
trainers. 
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Study population 

The study focused on ACP conversations based on IMPACT with children with life-limiting 

conditions, their parents and clinicians. Life-limiting conditions are conditions where there are 

no curative treatment options left, and conditions where a cure might be possible, but could still 

lead to death.19   

Clinicians were purposively recruited from five pediatric university hospitals, the Dutch national 

pediatric oncology center, a pediatric hospice and a pediatric home care organization. Contact 

persons in the participating centers informed the clinicians about the study and invited them to 

participate. Clinicians were eligible if they (1) were taking care of children with life-limiting 

conditions as a physician or a specialized nurse, (2) were able to participate in the two-day 

IMPACT training program and (3) were able to perform ACP conversations in their daily practice 

as part of the study. Variation was sought with respect to the clinicians’ subspecialty, work 

setting and experience. Clinicians participated in the 2-day IMPACT training and subsequently 

invited families from their daily practice to participate in an ACP conversation. The training days 

were planned eight weeks apart to be able to integrate reflections on first experiences from 

daily practice in the second training day. Clinicians were invited to start inclusion of families after 

day one.  

Families were eligible for study participation if (1) having a child diagnosed with a life-limiting 

condition, (2) Dutch-speaking and (3) willing to have an ACP conversation about their child as 

part of the study. The clinicians identified eligible families, informed them about the study and 

asked for consent to share their contact information with the researchers. One researcher (JF) 

contacted the families, give more information about the study and asked for consent. The 

researcher reported the consent to the clinician and the clinician scheduled an ACP conversation 

as part of the study. Children participated in the ACP conversation and study as was indicated as 

appropriate by the family.  

The research ethics committee of the University Medical Center Utrecht determined that the 

study was exempt from review under the Medical Research Involving Humans Act (November 

14, 2018; Reference number: 18-770/C). All participants provided written informed consent.   
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Data collection 

Data consisted of the audio records of ACP conversations, the documentation of the 

conversations in the medical file and demographic data of the participants. Data were collected 

from February 2019 to September 2019. Both clinicians and families completed a background 

questionnaire. All ACP conversations were audio recorded and transcribed verbatim. 

Documentation of the ACP conversation as added to the medial file, was sent to the research 

team by the clinician. Families were provided with a format to summarize and document the 

conversation for their own and were asked to return a copy of the file to the researcher. All 

personally identifiable information was coded and removed from the data files.  

Data analysis 

A thematic analysis was performed to explore the characteristics of the ACP conversations and 

the related documentation based on IMPACT. Researcher triangulation was ensured to improve 

reliability and validity of the analysis. The thematic analysis consisted of three phases.15,17 Firstly, 

the core researchers (JF, MCK) individually (re)read the transcripts of five individual ACP 

conversations and interviews to get familiar with common aspects and phrases. Two researchers 

(JF, MCK) individually analyzed and coded meaningful fragments in the light of the research 

question and compared interpretations. The meaning of the separate text fragments was 

determined by interpreting them in light of the whole conversation.20 During the second phase, 

new interviews were read and discussed by two researchers (JF, MCK). One researcher (JF) coded 

all transcripts, supported by the software program Nvivo 12. Initial codes were recoded, 

resulting in an adapted code list with themes and concepts at a more conceptual level. 16 Lastly, 

the research team identified key themes and related subthemes. The researchers went back and 

forth between the different steps to guarantee constant comparison. Code saturation was 

reached on a conceptual level. 21 

Results 

Eighteen clinicians, 11 physicians and 7 nurses, participated in the study. All clinicians attended 

the first training day. The second training day was attended by 12 clinicians. Reasons for 
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absence were personal circumstances (n=4) and duties at work (n=2). Fourteen clinicians had 

ACP conversations with families as part of the study. Two of these clinicians had only attended 

training day one. Reasons mentioned by clinicians for not including any families in the study 

were personal distress while participating in the study (n=1), personal circumstances (n=1), and 

no eligible families identified during the study period (n=2). Twenty-seven cases of children with 

life-limiting conditions, aged 6 months to 29 years, were included in the study. Two children, 

aged over 18, were still receiving pediatric care due to severe cognitive impairment and grow 

retardation. Twenty-six mothers and 15 fathers participated in the conversations. The child itself 

participated in five ACP conversations.  Thirteen ACP conversations took place after training day 

one and 14 after training day two. One audio tape was removed from the recorder accidentally, 

resulting in 26 audio records of ACP conversations. Seven ACP conversations took place at 

home. Eight conversations were conducted by two participating clinicians together. In 15 

conversations both parents were involved. All participant characteristics are reported in Table 2.  

Three key observations were identified from the data.  It was observed that ACP conversations 

based on IMPACT had a family-centered content,  that goals of care were often not specified 

and that communication patterns with an evasive character occurred regarding sensitive topics. 
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Table 2 Baseline characteristics participants 

Characteristics of health care professionals (n=18) n (%)* 
Gender 
     Female 

18 (100) 

Age (n=18) 
40-50 years
50-60 years
≥ 60 years

12 (67) 
3 (17) 
3 (17) 

Profession 
     Nurse 
     Physician 

7 (39) 
11 (61) 

Working experiences in pediatrics 
5-10 years
10-15 years
15-20 years
20-25 years
25-30 years
≥ 30 years

2 (11) 
2 (11) 
5 (28) 
3 (17) 
2 (11) 
4 (22) 

Subspecialty 
     General practitioner in pediatric hospice 
     Home care 
     Hospice care 
     Intensive Care 
     Neurology 
     Oncology 
     Palliative Care 
     Profound Intellectual and multiple disabilities 

1 (6) 
2 (11) 
1 (6) 

3 (17) 
2 (11) 
1 (6) 

3 (17) 
1 (6) 

Number of conducted ACP conversations in study per clinician 
     0 
     1 
     2 
     3 
     4 
     5 
     6 

4 (22) 
3 (17) 
5 (28) 
4 (22) 
1 (6) 

0 
1 (6) 

Characteristics of parents (n=41) 
Parents participating in ACP conversation 
     Female 26 (63) 
Age (n=32) 
     ≤ 29 years 

30-40 years
40-50 years
≥ 50 years

4 (13) 
5 (16) 
16 (50) 
7 (22) 

Marital stage 
     Married/cohabiting 
     Not cohabiting 

38 (93) 
3 (73) 

Nationality 
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    Dutch 
    Other 

40 (98) 
1 (2) 

Level of education (n=32) 
     Secondary school 
     Vocational education 
     High school 
     University 

10 (31) 
8 (25) 
10 (31) 
4 (13) 

Religion (n=40) 
     None 
     Roman Catholic 
     Protestant 
     Islam 
     Jewish 
     Other 

14 (35) 
7 (18) 
6 (15) 
4 (10) 
1 (3) 
1 (3) 

Characteristics of children (n=27) 
Gender 
     Female 16 (59) 
Age at participation pilot study 

0-5 years
5-10 years
10-15 years
15-18 years
≥ 18 years

7 (26) 
5 (19) 
6 (22) 
6 (22) 
3 (11) 

Diagnosis 
     Congenital brain disorder 
     Congenital heart disease 
     Epilepsy syndrome 
     Gastrointestinal disorder 
     Genetic disorder 
     Metabolic disease 
     Neuromuscular disease 
     Oncology 
     Unknown 

2 (7) 
1 (4) 

3 (11) 
1 (4) 

6 (22) 
6 (22) 
6 (22) 
1 (4) 
1 (4) 

Child’s age at diagnosis (n=24) 
    < 1 year 

1-5 years
≥5 years

9 (38) 
11 (46) 
4 (17) 

Siblings 
     None 
     1 
     2 

>2

4 (15) 
8 (30) 
12 (44) 
3 (11) 

Children participating in… 
    ACP conversation 5 (19) 
* Percentages may not equal 100 due to rounding

163



Characteristics of ACP conversations based on IMPACT 

Most conversations started with a clarification of the goal of the conversation. This was most 

often framed as a conversation to identify what parents considered most important for their 

child’s future care and treatment. Some clinicians used the study as a reason for having the 

conversation. Other clinicians labeled the conversation specifically as ‘different’ from prior 

conversations, indicating the conversation was not just a regular consultation. 

Some clinicians followed the structure of the conversation guide quite strict, whereas others 

followed their own structure and integrated topics of the conversation guide in the 

conversation. Within the ACP conversations most topics as provided by the IMPACT 

conversation guide were addressed. Table 3 provides quotations to illustrate the content of the 

topics.  

In the few conversations where children participated (n=5, age range 10-23 years), the child was 

the primary conversation partner, with additional perspectives given by the parents. Most 

children used the information leaflet with the ‘fill in the blank lines’ exercise they had prepared 

at home to ask questions or share perspectives they considered important with the clinician. 

Two out of five children used to booklet to address their concerns regarding death and dying in 

the conversation themselves.  

When the child itself was not involved in the conversation, few parents explicitly discussed 

perspectives from their child’s point of view apart from their own perspectives. This mainly 

involved how certain treatments or symptoms were experienced by their child in the parents’ 

perception. This was often followed by the parents’ view on the quality of life of the child. The 

parental representation of the child’s perspective consisted of examples of what their child had 

told them about living with illness. If the child was not able to communicate due to their age or 

developmental state, the conversations showed the child’s perspective as perceived by the 

parents based on observations of their child’s behavior or well-being. Although the IMPACT 

conversation guide provides questions to explore the child’s perspective through the parents, 

few clinicians actively asked for the child’s perspective, when the child was not involved in the 

conversation.  
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Table 3 Illustrative quotes of ACP conversation topics as guided by the IMPACT conversation guide 

Topic IMPACT 
conversation guide, 
conversations (n) 

Illustrative quotes 

Step 1: Introduction 
Goal of the 
conversation (n=20) 

Case 18 (girl, four years, metabolic disorder): 
Clinician: Today we are going to talk about what you think is important for the care of your daughter and about your 
perspectives regarding your child’s and family’s future. By talking about these issues in time, we aim to align the care 
provided to your daughter with her best interests and your preferences and goals.  

Step 2: Exploration 
Child’s identity (n=22) Case 1 (boy, eight years, metabolic disorder) : 

Clinician: How would you describe your son?  
Mother: He is a very sunny personality. He is somewhat introvert as well, sometimes he will let any issues just pass. He 
does not want to hurt anyone, you know. He really has a strong motivation, otherwise he would not have come this far, 
he is a fighter. He has been ill a lot, but he is still our sunshine. He really creates a bond within our family. That is very 
special.  

Illness experience 
(n=23) 

Case 12 (girl, 13 years, neuromuscular disease) : 
Clinician: What does your illness mean to you? 
Child: Well it means I cannot do all the stuff like other kids. But this does not mean that it is a burden to me, that I 
cannot live with it, that is not how I feel it like.  

Quality of life (n=15) Case 23 (boy, 16 years, neurologic disease): 
Mother: For me, her quality of life is the most important. I check out on her, how she… she still has this radiance about 
her, she enjoys so many things still. So from my point of view, that balance shows me, yes, there is still a good quality of 
life.  

Expectations for the 
future including hopes 
(n=24) 

Case 15 (boy, three years, neurologic disease): 
Clinician: What do you hope for? For your child? For yourself? 
Mother: I hope that we will have our son with us for a very long period of time. That he is feeling happy. I think about 
this a lot. It is easier said than done, but if he shows us it is enough, I will give up. That sounds weird. I mean, I think I 
can have peace with it then. But it is easier said than done.   
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Role of parents (n=24) Case 15 (boy, three years, neurologic disease): 
Clinician: What sort of a parent would you like to be to your son? 
Mother: I want to be there for him when he needs me, always. I do make fun of it sometimes, I say we are like a 
conjoined twin. Where he is, I am. I can feel his feelings. I follow his path, walk with him side by side and support him 
always.  

Views on life and 
sources of strength 
(n=20) 

Case 14 (girl, three years, genetic disorder): 
Clinician: Where do you get support and strength from? 
Mother: I think I get my strength from the kids. They do take a lot of energy, but give me so much, this keeps me going. 
And from my religion as well. I was raised in the faith, this gives me strength.  

Fears and worries 
(n=21) 

Case 1 (boy, eight years, metabolic disorder): 
Clinician: What is your greatest fear?  
Mother: My greatest fear is that it (his death) will happen here (in the hospice). That I won’t be with him, that keeps 
going on in my mind. The idea that I might not have seen his last smile, that I did not talk to him anymore. That is my 
biggest fear, no one can take it away. When my phone rings, these thoughts come up immediately.  

Clinician’s expertise on 
the future (n=11) 

Case 10 (boy, two years, metabolic disorder): 
Father: If he would have difficulties breathing, then we will not say: this is it. We do not agree on that. We want every 
effort to be made to keep him alive.  
Clinician: If you son develops difficulties breathing, and we have the time at that moment to think about different care 
options, we both have to know that he has lower chances to recover from a need for respiratory support, compared to 
children with a good health.   

Goals and preferences 
for care in general 
(n=23) 

Case 18 (girl, four years, metabolic disorder): 
Clinician: What do you think is important for the care and treatment of your daughter? 
Mother: Uh…, for me it is important to focus on her and her best interest. And that the treatments are manageable and 
bearable for her. I do not want to keep going when it becomes uncomfortable to her.  

Goals and preferences 
for care at differing 
stages of illness 
(n=14) 

Case 21, boy, 14 years, metabolic disorder): 
Clinician: What would you consider important if your son became acutely ill? 
Mother: I know…I think we need to act accordingly. Look, I can imagine when his dystonia and spasms get very worse 
and the medications won’t help, he might say that it is enough. I will look for help then. His physician said so as well: 
then you contact me, and we will make a plan. He does not have to suffer. I do not want that at all.  
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Summary exploration 
(n=16) 

Case 4 (girl, 16 years, metabolic disorder): 
Clinician: I will summarize the conversation, please give any additions when needed. Your daughter is basically a very 
happy girl, but nowadays you do not see her being happy that often anymore. There are a very few moments left she 
enjoys. Mostly when she can cuddle with someone, or go outside in the sunshine, or listen to some music. There are 
these worries, about when to say goodbye to her and treat her suffering more intensively. She is suffering. Who decides 
when to take the next step? How do we decide? That is complicated. There is also the fear that she will suffer from 
shortness of breath. I think this is it more or less? 

Step 3: Decision-making 
Designation decision-
making roles (n=21) 

Case 1, (boy, eight years, metabolic disorder):  
Mother: Most decisions are made by the parents. But last time, I said to his physician, where is his voice? His voice 
counts too. His clinician pulled away and kept quiet for some time. My son is not cognitively impaired, he knows very 
well what his options are.  

Establish care goals 
(n=14) 

Case 22 (boy, two years, genetic disorder): 
Clinician: We discussed about goals of care, I think most important is that we support him to follow his own course.  
Mother: I think so too. 
Clinician: That we focus on what he shows to us. 
Mother: Yes, that we focus on his needs, and that we leave the things, he seems not to care about.   

Clinician’s expertise on 
care goals (n=14) 

Case 10 (boy, two years, metabolic disorder) : 
Father: We are no physicians, so when he gets sick, we need to go to the hospital.  
Clinician: I think so too. As I discussed last time with you, I also prefer him to be examined by a physician, to see what 
we can do to make him feel better. And when this does not work out at that moment, when all options have been 
considered, that we then… yes… 
Mother: We would not want him to be in pain.  
Father: No, we want him to get all treatments and opportunities possible, until he shows himself…  
Mother: Yes, that he can no longer endure this. 
Clinician: And when there are no options left, then we have to make sure he is not in pain, like you say, that he is not 
suffering. 

Preferences for 
documentation 

Case 7 (girl, 11 years, epilepsy syndrome): 
Father: I think it is important to write down in her care plan, that we as her parents are very well informed and that we 
will address it when… That they know on the ICU how we think about her treatment, that we won’t get the question 
again after three days of admission, like: do you really want this for your child? Please read her care plan, you know.  

Step 4: Rounding off 
Summary of the 
conversation (n=15) 

Case 24 (boy, congenital brain disorder) : 
Clinician: To summarize, please correct me if I am wrong, your son has a prominent role in the family, he enjoys many 
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things in life, as do you with him and the other children. So that is actually a good situation. You do have your fears and 
worries, such as that your son will pass away suddenly. And there are other worries, about the epilepsy in the morning. 
We will make a plan for that. Speaking of any treatment preferences, you are quite clear. You want to give him every 
chance and we will give him all treatments possible.  

Other topics (n=18) Case 6 (girl, six years, metabolic disease): 
Clinician: Are there any other topics you would like to discuss at this moment? 
Mother: No, I think we have covered everything.  

Follow-up 
conversation (n=4) 

Case 23 (girl, 16 years, neurologic disease): 
Clinician: How about making a next appointment in December? And earlier if needed, we will give each other a call.  
Mother: Yes, we stay in touch.  
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A family-centered content of the conversation 

It was observed that the conversations had an explorative, family-oriented character mainly, 

instead of a disease-oriented content. Table 4 provides quotations to illustrate the findings. In 

some conversations, actual symptoms or questions regarding current treatment were discussed 

briefly, yet most conversations had a focus on the families’ perspectives on living with illness, the 

families’ coping strategies and on managing daily life. Even when not specifically asked about 

these topics, parents shared a lot of information about their life as a parent and family caring for 

a child with a life-limiting condition. The perspectives on living with illness gave insight in the 

consequences of the illness on the daily life of the child, the impact for siblings and for the 

parents themselves.  

It was observed that a family-centered approach in the conversation, created opportunities to 

discuss values and preferences of the family regarding the future. When parents spoke about 

living with illness, the conversation often moved forward to discussing quality of life. This could 

entail explicitly discussing quality of life as a concept or it resulted in sharing more implicit 

perspectives regarding life values that gave some insight in the parental perspectives on quality 

of life. It depended on next questions of the clinician whether implicit perspectives were 

explored more extensively. Some parents addressed a shift in the quality of life of their child 

over the years, or looked forward to possible changes in quality of life in the future. This gave 

some insight in the goals parents had for their child, such as no further decline, no discomfort or 

to keep the opportunity to participate in normal life.  

Children that were involved in the conversation shared their perspectives on living with illness, 

regarding their current life and their future. This included experiences at school or with friends, 

dreams for the future and preferences on how to be approached by clinicians.  

When talking about the impact of living with illness, parents and children often gave insight in 

the way they coped with their current life. This occurred spontaneously or was initiated by 

questions from the clinician about the families’ sources of strengths. Some parents tend to 

normalize the situation of their child. This happened mainly in cases where the child was 

physically active and participating in daily life. Other parents talked about caring for their child 
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as a way to live a meaningful life themselves. They mentioned to see their child as a special gift 

to care for very cautiously, making the care for their child their life’s goal. Others emphasized 

the life lessons they learned trough caring for their child, such as living day by day, enjoying 

daily life and keeping a positive attitude. Some parents reported to experience difficulties in 

coping with their child’s illness and future due to the child’s suffering they observed or feared 

for, the fear of loosing their child to death and the impact of the child’s illness on their personal 

development and family life. In some cases, discussing the family’s coping strategies revealed 

insight in underlying life values, such as religious beliefs or adherence to the intrinsic value of 

life itself.  In some cases, these underlying values were related to a wish for active treatment in 

case a deterioration of the child’s condition might occur.  

Besides insight in living with illness and ways of coping, many parents talked about how they 

managed their daily life. This concerned how they organized the practical care for their child day 

by day and what challenges they experienced. Some parents emphasized the burden of daily 

care giving. Few parents related the actual burden of care giving to preferences for their child’s 

future. This included no active prolongation of their child’s life in order to regain a life for 

themselves or no initiation of treatments that would make life unmanageable, such as therapies 

that require recurrent admissions or were provided only in hospitals far away from home.  

Difficulties in defining goals of future care and treatment 

Although the family-centered content of the conversations revealed some insight in the families’ 

values and preferences regarding the future, a comprehensive summary of goals and 

preferences for future care and treatment was  rarely observed in the conversations. Following 

the family’s narrative on living with illness and living a good life seemed quite natural for the 

clinicians. However, structuring and guiding the conversation towards a shared understanding of 

goals of future care based on the families’ values and preferences was observed in a limited 

number of conversations.  

It was often unclear if the rationale of exploring the family’s narrative regarding living with 

illness was understood by the clinician in the context of the conversation aim. Most clinicians did 

not explicitly summarize family values from their narratives to move forward to more specific 
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preferences for care and treatment or to help families to clarify goals of future care and 

treatment. Only few clinicians provided information and shared their perspectives on the child’s 

illness and future in order to help families to specify their preferences in relation to goals of 

care. This mostly entailed information about life sustaining treatments or expected benefits or 

disadvantages of those treatments for the child.  

Whereas the view of parents on quality of life for their child was discussed in most 

conversations, this was not often explored further in relation to goals and preferences for future 

care and treatment. Without exploring mutual understanding of quality of life in relation to care 

and treatment, clinicians and families often talked about comfort care in general without 

understanding each other’s perspectives regarding the meaning of this concept for this 

individual child. For example, it turned out during the conversations, that parents who aimed for 

comfort care for their child, did not relate this to treatment limitations by definition, while it 

seemed that clinicians thought certain invasive therapies do not be align with comfort care. In 

some conversations this led to a more complicated course of the conversation, where it took 

some time to identify each other’s point of view. Some parents took a role themselves in 

clarifying concepts as quality of life and comfort care in relation to goals of care, when the 

clinician did not ask any clarifying questions. Other parents stated they preferred all care and 

treatment options to be used for their child without any limitations, yet the ongoing 

conversation spontaneously revealed they had limitations in mind, such as no chronic 

respiratory support at home.  

Very few clinicians made recommendations based on the explored values and preferences of the 

family. Recommendations were more often seen in relation to questions about current 

therapies, that passed along during the conversations. Very few conversations included a well-

defined follow-up plan, indicating the conversations were not embedded in a structured 

ongoing process of defining and reviewing goals of care over time.  

Communication patterns with an evasive nature 
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Three communication patterns were identified from the conversations that contribute to a lack 

of clarity regarding preferences and goals for future care and treatment. These patterns were 

mixed framing, exploration by assumptions and lack of deeper explorations.  

Firstly, clinicians used mixed framing when introducing topics that are generally associated with 

more intense emotions, such as perspectives regarding a poor prognosis or the end of life of the 

child. Mixed framing involved mentioning an unfavorable outcome for the child or worst case 

scenario, followed by mentioning the opposite possibility. By focusing on possible positive 

scenario’s at the end of a statement or a question, when trying to explore more difficult topics, 

families reacted to the favorable scenario and less information was obtained about what would 

be important to the family if the child’s condition would deteriorate. This limited insights in the 

family’s fears, worries and preferences when talking about the future.  

Secondly, exploration by making assumptions regarding the parents’ perspectives on ACP topics 

was another communication pattern that limited insights in the families’ perspectives. The 

clinician made a statement about the family’s perspective waiting for their response to this 

statement. In this way the clinician framed the family’s perspective, instead of framing the actual 

situation and exploring the family’s perspective by open-ended questions. This leaded the 

conversation away from discovering deeper underlying values and emotions.  

Thirdly, deeper explorations of the families’ perspectives were not actively initiated by clinicians 

so often.  Parents could give a clue regarding their perspectives on the burden of care, the 

quality of life of their child, end-of-life themes or goals of care and treatment, that were not 

always responded to by clinicians. Clinicians often used indirect or unclear openings to explore 

perspectives regarding death and dying, that did not lead to a deeper exploration of the 

families’ perspective. Clinicians who used more concrete questions and kept asking additional 

questions, received more comprehensive reactions from parents, which made the parents’ 

perspectives more clear.  
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Table 4 Key findings regarding the content of ACP conversations based on IMPACT 

Theme Quote 
Family-centered conversations 
- Impact of living
with illness

Case 14 (girl, 3 years, genetic disorder) : 
Clinician: What does your child’s illness mean to you and your family? 
Mother: It is all about her. Our family life is focused on her. That is how it has 
developed over the years. I can barely imagine our life before her, a lot has changed. 
We stay at home, no holidays anymore, activities with the other kids are limited. Yes, 
it is just a lot that has changed, but you do not think about it… 

- Families coping
strategies

Case 15 (boy, three years, neurologic disorder): 
Clinician: I do not see any resistance in you, like I see sometimes with other parents… 
Mother: Well, I do have my moments, I cry a lot then at home, or I talk about it with 
my mom or write it down. But it is not my way of coping to dwell on the negative. 
That won’t get us anywhere. Talking does help me a lot. Luckily, I really do talk 
much… 

- Managing daily
life

Case 13 (girl, ten years, neuromuscular disease): 
Clinician: How do you manage this all? I mean, being awake 5 to 6 times per night…? 
Mother: The first one to wake up…  
Father: She sleeps next to our room with the doors open, she calls us and who hears 
her first… 
Child: … comes to me.  

Difficulties in defining goals of care 
- Lack of
comprehensive
summary

Case 12 (girl, 13 years, neuromuscular disease) : 
Clinician: Yes, okay, we discussed a lot, mainly about your perspectives. I will try to 
summarize it. I think, you focus on what is needed in the moment and for the future 
you will just see what is going to happen. And if needed, you will make any decisions 
in the moment.  

- Limited
clarification of
concepts

Case 19 (girl, 17 years, genetic disorder): 
Clinician: Comfort care, you mentioned. Anything else you consider important that we 
did not discuss? 
Mother: I think we discussed what is most important to us.  
Father: Well, you could discuss more extensively, I mean, when you say comfort care, 
what do you mean by that? 
Clinician: Yes, what do you mean by comfort care… 
Father: So you can discuss more about that… (end of discussion about comfort care) 

Communication patterns with an evasive nature 
- Mixed framing Case 20 (girl, one year, brain tumor): 

Clinician: The aim of the conversation is to talk about her future. Your daughter has a 
life-limiting condition, but she is doing very well.  
Father: Yes, she definitely is. That might change, but she is doing extremely well.  

- Exploration by
assumptions

Case 3 (girl, 18 years, genetic disorder) : 
Clinician: There are a lot of things you know about her illness of course and there 
might be things you are worried about.  
Father: I can not say we have any worries at this moment. You are talking about her 
illness… 
Clinician: Yes, that is my language 
Father: In our opinion, she is not ill. She is very happy. She is playing a lot and doing 
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well. 
- Lack of deeper
exploration

Case 8 (girl, 16  years, neuromuscular disease): 
Clinician: What does your illness mean to you, looking towards your future? 
Child: I don’t know that for sure. I try not to think about the future that much, I get a 
little bit upset when thinking about the future. So I do not think about it a lot. I know 
my future does not look so bright.  
Mother: In some way you think about your future, like thinking about a future job, 
getting your drivers license… Your try to stay positive, however there are these 
moments… that’s sometimes difficult, you know.  
Clinician: And how about living by yourself for example?  

Documentation 

Summaries of all included ACP conversations were documented by the clinician in the medical 

file of the child. The comprehensiveness of the documentation varied largely among clinicians. 

Some clinicians documented a nearly literal representation of the conversation, whereas others 

formulated a comprehensive summary with a conclusion of the conversation related to goals of 

care. Interestingly, the documentation could contain a more comprehensive summary of the 

conversation, including a description of goals of care, compared to the audio record of the 

conversation itself. Some clinicians shared the documentation with the family before adding a 

final version to the medical file.  In some cases this led to an ongoing reflection on the 

conversation of both clinicians and families and to a more detailed description of discussed 

goals of care and related treatment limitations. Eight families did return their own completed 

documentation format to the researchers. This provided a short reflection of their perspectives 

as discussed in the conversation. Whereas in the conversation many issues were discussed, the 

family’s documentation provided additional insight in what they considered most important 

regarding their child’s life.  

Discussion 

This study evaluated the content of actual ACP conversations based on IMPACT. By using 

IMPACT, ACP conversations had a family-oriented content and provided insight in the family’s 

living with illness, their coping strategies and strategies to manage daily life. This resulted in 

some insight in their underlying values and preferences regarding their child’s future and family 

life. However, specific preferences for future care and treatment were discussed to a limited 
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extent. Family’s values and general preferences for the child, were hardly explored in relation to 

goals of future care and treatment. In many conversations, it remained unclear how the explored 

perspectives could inform future care and aligned treatment decisions. An indirect way of 

communicating was seen especially when clinicians and families addressed more sensitive 

issues, such as the child’s end of life. Evasive communication patterns might have led to less 

specific outcomes of the ACP conversation in terms of insight in the family’s perspectives 

regarding sensitive themes and a shared understanding of goals of future care.  

ACP aims to identify, share, document and review goals and preferences of future care and 

treatment based on individual patient values with attention to the physical, psychological, social 

and spiritual domain.1 We identified that ACP conversations with a holistic approach and a 

family-centered content, provided insight in the families’ perspectives on these different 

domains. These perspectives can function as a base for further exploration of underlying values 

and preferences for care and treatment. Mutual understanding of care goals is a key element of 

high quality care for patients with life-limiting conditions and needed to provide care that is 

aligned to what is most important to the patient.22 To achieve a mutual understanding of goals 

of future care and treatment and making aligned treatment decisions when appropriate, a 

holistic insight in the families’ perspectives alone is not sufficient. Besides exploring patient 

values and preferences to a deeper extent, clinicians need to share their expertise in a non-

threatening manner to define goals of care that can inform shared-decision making. Clinicians 

need to become more skilled in translating family values into goals and preferences of care and 

treatment, both early and later on in disease trajectories. Clinicians need to frame the patients’ 

situation when necessary, provide prognostic information and explain the pros and cons of 

different treatment options when appropriate.22,23  In our study, it was observed that few 

clinicians shared their perspectives from their medical expertise. If they did, this mainly 

concerned perspectives regarding invasive treatments. Pediatricians reported to feel 

comfortable to discuss treatment limitations in the content of ACP.7,24,25 Defining treatment 

limitations seems still to be seen as an important outcome of ACP.26,27 The need for discussing 

life-sustaining treatment options might be perceived as less relevant for ACP conversations 

earlier in disease trajectories. As a result, clinicians might feel less confident about the outcomes 
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of the ACP conversations earlier in disease trajectories and feel difficulties to integrate content 

of the ACP conversations, as the families’ perspectives on living with illness and living a good 

life, in the care for the child and family. In cases were goals of care were defined, often general 

concepts were used such as comfort care. However, the meaning of this concept might not be 

the same within families and needs further exploration, apart from the clinicians’ views on the 

meaning of comfort care.  

This study finds its strengths in the analysis of ACP conversations itself. Studies in pediatric ACP 

often evaluate experiences with ACP without any insight in the ACP process. Experiences might 

be positive, but not related to the content of the conversation in terms of key elements of ACP. 

This study makes visible what occurs when clinicians are trained in ACP and subsequently have 

conversations with families in their daily practice. The pragmatic study design was closely related 

to medial practice, revealing how clinicians might use interventions in their practice.  

The findings of the study are limited by the sample of participants. The participating clinicians 

were often already involved in pediatric palliative care and had an interest in ACP. This might 

have influenced the content of the conversations. Besides this, clinicians were often involved in 

the included cases for a longer period of time. Prior conversations might have influenced the 

content of the ACP conversation based on IMPACT, thereby limiting the insight in the role of the 

intervention itself. The clinicians themselves informed families about the study, which might 

have led to inclusion of families that were more prone to think about future care. Unfortunately, 

due to the recruitment procedure the number of families refusing to participate in ACP or the 

study is lacking. Although IMPACT has the intention to actively involve children in ACP, only few 

children were included in the study. Involvement of children in ACP is known to be a challenge 

due to lack of quality of communication with children and complex relationships with families 

and medical teams.14,28 Further research is needed to develop strategies to give the voice of the 

child a more prominent place in ACP.  

This study is a first step in exploring actual ACP conversations based on IMPACT in general 

pediatrics. Further research is needed on how to stimulate both clinicians and families to achieve 

a shared understanding of care goals as a result of ACP and to evaluate them over time. 
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Ongoing training of clinicians and coaching on the job, as well as empowerment of patients to 

share their preferences might contribute to further development of ACP. In our study, 

involvement in ACP was depended of the intrinsic motivation of individual clinicians. Further 

research needs to identify essential elements to implement ACP in healthcare institutions as 

standard of care.  

Conclusion 

ACP conversations conducted by clinicians using IMPACT in cases of children with life-limiting 

conditions explore the families’ perspectives on living with illness and living a good life. 

Underlying family values emerged from this conversations. Using the families’ perspectives and 

values to identify and clarify goals and preferences of future care and treatment occurred to a 

limited extent. Clinicians need to guide the conversations more clearly from the families’ 

perspectives towards defining goals of care in order to make ACP contributable to care aligned 

to the child’s and family’s values and preferences.   
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Abstract 

Background: Advance care planning is a strategy to explore goals and preferences for future care and 

treatment aligned to patient values. The IMplementing Pediatric Advance Care Planning Toolkit (IMPACT) 

provides a strategy to involve clinicians and families of children with life-limiting conditions in ACP from a 

holistic, family-oriented point of view, starting early in disease trajectories.  

Aim: To explore how clinicians, children with life-limiting conditions and their parents experience ACP 

conversations based on IMPACT.   

Methods: A multicenter, qualitative interview study using inductive thematic analysis was conducted. A 

total of 27 cases of children with life-limiting conditions were included in the study from February 2019 to 

December 2019. Interviews with 18 clinicians, 24 mothers, 8 fathers and 3 children were conducted. 

Results: Clinicians and families of children with life-limiting conditions valued to be involved in ACP 

conversations based on IMPACT. Although it confronted both parents and clinicians with the impact of 

caring for a child with a life-limiting condition, sharing the family’s narrative resulted in a stronger relation 

between families and clinicians. This relation was valued as a good foundation to share values and 

preferences for future care and treatment. However, an added value of the conversation regarding 

defining goals of future care and treatment was experienced to a limited extent.  

Conclusion: ACP conversations based on IMPACT facilitate family-centered conversations, that are valued 

by families of children with life-limiting conditions and their clinicians. The meaning of the family’s 

narrative in relation to goals and preferences of future care and treatment needs ongoing conversations 

and coaching on the job of clinicians initiating those conversations.  
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Introduction 

Parents of children with life-limiting conditions experience decision-making in the best interest 

of their child as a challenging, yet central task in the care for their child, while balancing between 

a focus on disease and symptom control and a focus on creating a life worth living for their 

child.1 Especially, anticipating future medical decision-making and defining preferences and 

goals for future care and treatment are complicated due to prognostic uncertainty, a focus on 

the here and now among families and reluctance among clinicians to initiate conversations 

about sensitive issues such as quality of life of the child and the child’s end of life.2,3  

Advance care planning is increasingly emphasized as a strategy to identify, share, document and 

review preferences and goals for future care and treatment.4 In pediatrics, ACP is often 

promoted as a valuable strategy to discuss future care and treatment by clinicians, adolescents 

and parents, yet ACP is perceived as emotional challenging and often postponed, even during 

the last phase of life.5,6 This hinders the exploration of the families’ perspectives on future care 

and treatment earlier in disease trajectories. Initiation of ACP early in disease trajectories creates 

opportunities to think about values, goals and preferences without the actual need of decision-

making during those early and ongoing conversations.7  

Few well-investigated interventions to implement ACP in pediatrics exist, which mostly focus on 

end-of-life themes in specific disease populations, such as oncology patients, children admitted 

to the intensive care unit and children living with acquired immune deficiency syndrome.8   

To facilitate ACP in pediatrics for children with life-limiting conditions in general, starting early in 

disease trajectories and continuing until the last phase of life, we developed the IMplementing 

Pediatric Advance Care Planning Toolkit (IMPACT).9,10 IMPACT aims to support clinicians and 

families to participate in ACP from a holistic point of view, with attendance to the voice of the 

child and with a caring attitude for families that acknowledges their challenging context, during 

the ACP process. The need for a holistic mind-set in pediatric ACP is increasingly 

acknowledged.7 Therefore, IMPACT focuses on what children with life-limiting conditions and 

their parents consider important to themselves and as a family when facing their future, instead 

of a focus on preferences for specific treatment options. This approach involving the physical, 
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psychological, social and spiritual domain, intents to support ACP as an individualized, family-

oriented process that can overcome clinicians’ barriers to initiating ACP conversations, such as 

perceived parental unreadiness, fears to trigger intense emotions and taking away hope. 2,3 

IMPACT aims to structure ACP conversations by providing topics and verbal examples to stay 

close to the families’ perspectives, whereas at the same time it provides clinicians opportunities 

to share their expertise regarding the future of the child.  

Current research on ACP in pediatrics is often based on the experiences of clinicians and 

bereaved parents with ACP in general, without knowing what the ACP process itself entailed in 

detail.11–14 This limits current insights in the perspectives of families and clinicians on specific 

elements of the ACP process. Beside this, bereaved parents may look back on their ACP process 

with a different perspective after experiencing the actual loss of their child. Therefore, we 

conducted a qualitative study among children with life-limiting conditions, their parents and 

clinicians, who were recently involved in ACP using IMPACT, both early and later on in disease 

trajectories. This study aims to gain insight in the actual experiences of children with life-limiting 

conditions, their parents and clinicians using IMPACT and in their  perceived usefulness of a 

standardized ACP approach.  

Methods 

Design 

A multicenter, interpretative qualitative interview study using an inductive thematic analysis was 

conducted to explore early experiences with IMPACT.15–17 The COmprehensive consolidated 

criteria for REporting Qualitative research (COREQ) were used to structure the study report.18 

IMPACT intervention 

An overview of the content of IMPACT is presented in Table 1. The intervention provides 

materials to support the identification, discussion and documentation of values, goals and 

preference for care and treatment, starting from the families’ perspective on living with illness. 

The key element of the intervention is a conversation guide to structure ACP conversations. It 

supports clinicians to explore the child’s and parents’ perspectives on the child’s identity, living 
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with illness, living a good life, expectations for the future, and preferences for future care and 

treatment. Besides guidance in exploring the families’ perspective, it provides prompts to 

integrate the clinicians’ expertise in the conversation. The conversation guide has four steps: 

clarifying the conversation aim, exploring families’ values and preferences, discussing goals of 

care and decision making and rounding off with a closing summary and defining next steps. The 

guide is not intended to be used as a checklist or a rigid script, but to provide guidance to 

clinicians when having ACP conversations. Besides the conversation guide, IMPACT provides 

information leaflets about ACP for clinicians, children and families, a documentation format for 

ACP conversations and a clinician training in communication attitudes and skills relevant in ACP.  

Study population 

Clinicians involved in the care for children with life-limiting conditions were purposively 

recruited from five academic pediatric hospitals, the Dutch pediatric oncology centre, a pediatric 

hospice and a pediatric home care organization in collaboration with local contact persons. 

Clinicians were eligible to participate in the study if taking care of children with life-limiting 

conditions as a physician or a specialized nurse, willing to participate in the two-day IMPACT 

training and able to perform ACP conversations in their daily practice as part of the study. Life-

limiting conditions were defined as conditions where there are no curative treatment options 

left, and where a cure might be possible, but could still lead to a premature death.19  Variation 

was sought with respect to the clinicians’ subspecialty and experience. After attending the 

IMPACT training, clinicians invited parents of children with life-limiting conditions for an ACP 

conversation, as considered appropriate by the clinician. Clinicians informed parents about the 

study and asked consent to share their contact information with the research team. One 

researcher (JF) contacted the families, provide more information about the study and asked for 

consent to participate. The researcher reported the consent to the clinician and the clinician 

planned an ACP conversation as part of the study. Families were eligible for participation if 

having a child diagnosed with a life-limiting condition, Dutch-speaking and willing to have a 

ACP conversation about their child. Children themselves participated in the ACP conversation 

and study, as was indicated as appropriate by the parents.  
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The research ethics committee of the University Medical Center Utrecht determined that the 

study was exempt from review under the Medical Research Involving Humans Act (November 

14, 2018; Reference number: 18-770/C). All participants provided written informed consent.  

Table 1 Description IMPACT intervention 

IMPACT materials Aim and description 
• Information leaflets for parents and 

children 
To prepare parents and families for an ACP 
conversation by clarifying the concept of ACP 
and providing prompt questions to think about 
what is important to them when facing the 
future. The booklet for children contains “fill in 
the blank line” exercises to stimulate the 
child’s involvement in the ACP process  

• Information brochure for clinicians To educate clinicians about the ACP concept 
and to provide recommendations for 
integrating ACP into their daily practice. 

• Preparation card for clinicians to invite 
families for an ACP conversation. 

To support clinicians in inviting children and 
parents for an ACP conversation. The card 
provides recommendations on how to arrange 
an appointment  

• Conversation guides for ACP 
conversations with children and 
parents together and with parents 
alone  

To support the clinician to structure the 
conversation, to pay attention to the voice of 
the child, to address difficult topics gradually 
and to integrate medical expertise in the 
conversation. Conversation topics include the 
child’s identity, living a good life, living with 
illness, the role of the parents, facing the 
future, decision-making, and preferences for 
care and treatment. 

• Documentation format for use by 
clinicians, children, and parents 

To report and summarize the content of the 
conversation aligned to the structure of the 
conversation. This document can be filed in 
the medical record and be kept by the family 

• Pocket guide summarising key 
elements of IMPACT 

To provide clinicians a reminder of key ACP 
topics when having conversations 

IMPACT clinician training Aim and description 
• Two-day clinician training To educate clinicians on the concept of ACP, 

on coping with serious illness and on the 
theoretical background of IMPACT 
To practice effective communication attitudes 
and skills by role plays with use of 
professional actors and communication 
trainers  
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Data collection 

Data were collected in face-to-face semi-structured interviews with clinicians, parents and 

children. Data were collected from February 2019 to December 2019. Both clinicians and families 

completed a background questionnaire. Parents and children were interviewed by JF about their 

experiences shortly after the ACP conversation. Clinicians were interviewed at the end of the 

study by JF. The interviews were audio recorded and transcribed verbatim. Interviews lasted 30-

90 minutes and were conducted at a location of the participants’ preference. An interview guide, 

based on literature and expertise of the research team, structured the interviews (See Appendix). 

Topics included perspectives on the aim of ACP, perspectives regarding their experiences with 

the ACP conversations, experiences with the IMPACT materials and clinician training. 

Data analysis 

A thematic analysis was performed to explore the experiences of clinicians, families and children 

with an ACP conversation based on IMPACT.16 Researcher triangulation was ensured to improve 

reliability and validity of the analysis. The thematic analysis consisted of three phases.15,17 First, 

the researchers (JF, MCK) individually (re)read the transcripts of five individual interviews to get 

familiar with common aspects and phrases. Two researchers (JF, MCK) individually analysed and 

coded meaningful fragments in the light of the research question and compared interpretations 

together. The meaning of the separate text fragments was determined by interpreting them in 

light of the whole interview.20 Initial codes were recoded, resulting in an adapted code list.16 

During the second phase, new interviews were read and discussed by two researchers (JF, MCK). 

The code tree was evaluated and adjusted. One researcher (JF) coded all interviews, supported 

by the software program Nvivo 12. Lastly, the research team identified key themes and related 

subthemes. The researchers went back and forth between the different steps to guarantee 

constant comparison. Code saturation was reached on a conceptual level.21 
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Results 

Figure 1 gives an overview of the study flow. Eighteen clinicians participated in the IMPACT 

training. Fourteen of them conducted ACP conversations with a total of 27 families within the 

study. Twenty-five families participated in the subsequent interviews. The child was involved in 

the ACP conversation in five cases and in the study interview in three cases. All 18 clinicians were 

interviewed at the end of the study. Seven ACP conversations took place at home. Eight 

conversations were conducted jointly by a nurse and a physician. Children were included at 

different stages of their disease. Participant characteristics are reported in Table 2.  

Figure 1 Overview of  study flow 
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Table 2 Baseline characteristics participants 

n (%)* 
Characteristics of health care professionals (n=18) 
Gender 

  Female 
18 (100) 

Age 
40-50 years
50-60 years
≥ 60 years

12 (67) 
3 (17) 
3 (17) 

Profession 
  Nurse 
  Physician 

7 (39) 
11 (61) 

Working experiences in pediatrics 
5-10 years
10-15 years
15-20 years
20-25 years
25-30 years
≥ 30 years

2 (11) 
2 (11) 
5 (28) 
3 (17) 
2 (11) 
4 (22) 

Subspecialty 
  General practitioner in pediatric hospice 
  Home care 
  Hospice care 
  Intensive Care 
  Neurology 
  Oncology 
  Palliative Care 
  Profound Intellectual and multiple disabilities 

1 (6) 
2 (11) 
1 (6) 
3 (17) 
2 (11) 
1 (6) 
3 (17) 
1 (6) 

Number of conducted ACP conversations in study per clinician 
  0 
  1 
  2 
  3 
  4 
  5 
  6 

4 (22) 
3 (17) 
5 (28) 
4 (22) 
1 (6) 

0 
1 (6) 

Characteristics of parents (n=41) 
Parents participating in ACP conversation (n=41) 

  Female 26 (63) 
Parents interviewed after ACP conversation (n=32) 

  Female 24 (75) 
Age (n=32) 

  ≤ 29 years 
30-40 years
40-50 years
≥ 50 years

4 (13) 
5 (16) 

16 (50) 
7 (22) 

Marital stage (n=41) 
  Married/cohabiting 
  Not cohabiting 

38 (93) 
3 (73) 
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Nationality (n=41) 
    Dutch 
    Other 

 
40 (98) 
1 (2) 

Level of education (n=32) 
     Secondary school 
     Vocational education 
     High school 
     University 

 
10 (31) 
8 (25) 

10 (31) 
4 (13) 

Religion (n=40) 
     None 
     Roman Catholic 
     Protestant 
     Islam 
     Jewish 
     Other 

 
14 (35) 
7 (18) 
6 (15) 
4 (10) 
1 (3) 
1 (3) 

Characteristics of children (n=27)  
Gender (n=27) 
     Female 

 
16 (59) 

Age at participation pilot study (n=27) 
     0-5 years 
     5-10 years 
     10-15 years 
     15-18 years 
     ≥ 18 years 

 
7 (26) 
5 (19) 
6 (22) 
6 (22) 
3 (11) 

Diagnosis (n=27) 
     Congenital brain disorder 
     Congenital heart disease 
     Epilepsy syndrome 
     Gastrointestinal disorder 
     Genetic disorder 
     Metabolic disease 
     Neuromuscular disease 
     Oncology 
     Unknown 

 
2 (7) 
1 (4) 
3 (11) 
1 (4) 
6 (22) 
6 (22) 
6 (22) 
1 (4) 
1 (4) 

Child’s age at diagnosis (n=24) 
    < 1 year 
     1-5 years 
     ≥5 years 

 
9 (38) 

11 (46) 
4 (17) 

Siblings (n=27) 
     None 
     1 
     2 
     >2 

 
4 (15) 
8 (30) 

12 (44) 
3 (11) 

Children participating in… (n=27) 
    ACP conversation 
    Interview after ACP conversation 
    None of the above 

 
5 (19) 
3 (11) 

22 (81) 
* Percentages may not equal 100 due to rounding 
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Five main perceptions were identified from the experiences of clinicians and parents involved in 

ACP conversations based on IMPACT. It was observed that: 1) Clinicians value a structured, yet 

open exploration of the families’ perspectives, 2) Parents value attention to their challenging 

situation, even though this triggers an emotional response, 3) ACP conversations stimulate a 

stronger relation between families and clinicians, 4) ACP conversations are experienced as part 

of an ongoing process throughout the child’s disease trajectories, and 5) An added value of ACP 

conversations regarding future care and treatment is experienced to a limited extent. Table 3 

provides quotes to illustrate the findings.  

Clinicians value a structured, yet open exploration of the families’ perspectives in ACP 

Clinicians experienced ACP as a helpful strategy to explore the perspectives of the child and 

family regarding their values, goals and preferences of future care and treatment on the 

physical, psychological, social and spiritual domain. IMPACT helped them to explore these 

domains in a structured way. This revealed comprehensive insights in the family’s perspectives 

on living with illness and the meaning of living with illness for the child and the family. Clinicians 

reported these deeper insights in the family’s life provided them a background for better 

understanding the families’ preferences for care and treatment. They mentioned discussing the 

families’ concerns and hopes, could help clinicians to support families in future decision making.  

Clinicians emphasized the added value of the IMPACT training to feel confident in using IMPACT 

in their practice. Although most clinicians said the materials of IMPACT could be used without 

any training, they experienced the IMPACT training helped them to become familiar with the 

ACP topics of IMPACT. They valued the opportunity to practice verbal phrases they did not use 

in their regular consultations with patients. Besides this, the training helped them to respond to 

emotions in an adequate way and to get used to an open, explorative attitude instead of mainly 

informing patients during a conversation. Practicing role play before using IMPACT in their daily 

practice was perceived as very helpful due to the realistic scenarios  and opportunities to 

practice with different reactions of parents when addressing sensitive issues. Clinicians 

mentioned this reduced their personal barriers to invite families for ACP in their practice. The 

training was experienced as safe, yet some clinicians mentioned the training confronted them 
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with the intensity of their own emotions, when they observed an explorative approach could 

trigger intense emotions of parents and children in the role play. Besides this, some clinicians 

experienced insecurity when they were triggered to approach conversations about future care in 

a different way compared to what they were used to as experienced clinicians, being focused on 

providing information and making treatment decisions.  

Clinicians experienced their role in the conversation mainly as an explorative listener. They 

preferred to have the conversation during a stable phase in the child’s disease trajectory, 

without the need for any decision making at the moment. This gave them more space to openly 

explore the families’ perspectives.   

Some clinicians used the IMPACT conversation guide as a hand-held booklet during the 

conversations. They preferred to follow the structure of the guide closely and to have the back-

up phrases in front of them in case they would not know what to say during a conversation. 

Others were reluctant to have the guide visible on the table, being afraid families would 

interpret this as a lack of skills. However, clinicians agreed this had more to do with their own 

perception, than with the families’ opinions. Families reported to experience the use of a guide 

during the conversation as diligent and accurate.  

Four clinicians did not have any formal ACP conversations within the study. (Figure 1) However, 

they reported to integrate elements of IMPACT in their practice, such as questions about the 

meaning of living with illness and hopes for the future.  

Some clinicians mentioned being involved in ACP confronted them with their own role in their 

profession. Both physicians and nurses perceived being involved in ACP as an important part of 

their professional duties. However, especially some nurses mentioned to struggle with their role 

in ACP due to limited decision-making power. Nurses participating in a pediatric palliative care 

team felt more confident regarding ACP, since the explorative character of ACP fitted their tasks 

within the multidisciplinary team. Besides that they felt more autonomy being involved in 

families as case managers. They used the ACP conversations to put forward the families’ 

perspectives during meetings of the medical team.  
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Parents value attention to their challenging context in ACP, even though emotions are triggered 

Parents were very positive about their experiences with the ACP conversation based on IMPACT 

in general. They felt being known and heard during the conversations and valued the attention 

to their child and family beyond the medical domain. Even when the content of the 

conversations did not reveal new insights for both the parents and clinicians, parents 

appreciated the time invested to share their narratives in a structured way without constraints of 

time and without the need for decision-making at that moment. None of the parents 

experienced the conversation topics as inappropriate or too confrontational. Most parents did 

not have specific expectations of the conversation in advance. Although they appreciated the 

information leaflet to prepare themselves for the conversation, and stated the conversation 

fitted their expectations, most parents had difficulties to specify their expectations. They 

reflected on the aim of ACP in a generalized manner. Most parents mentioned to see ACP as a 

strategy to think about good care for their child.  

Most parents mentioned the ACP conversation triggered thoughts about ongoing losses due to 

the child’s life-limiting condition. During the ACP conversation, parents had feelings of loss 

when talking about prior experiences regarding the child’s care and treatment or when looking 

back to periods where the child had been in a better condition. This confronted them with 

beautiful moments that had passed by and with difficult situations they had experienced as a 

family already. Confrontation with ongoing losses continued when facing the future during the 

ACP conversation that yielded perspectives regarding disease progression, maintaining care and 

the child’s end-of-life. Many parents mentioned these thoughts had continued after the ACP 

conversation for a while. As such, participating in ACP was experienced as emotionally intense 

and energy taking by most parents, yet they valued the attention to their feelings of ongoing 

loss, that were part of their daily life anyway.  

Three children participated in the ACP conversations and subsequent interviews. Those children 

reported they felt to be in the lead during the conversations and valued the attention to them as 

a person and in what they considered important for their future. Children did not mention any 

specific emotions in relation to the conversation.  

193



 

ACP conversations stimulate a stronger relation between families and clinicians  

Both clinicians and parents mentioned having the ACP conversation had deepened their 

relationship. Clinicians reported the insight in the families’ perspectives on living with illness 

helped them to understand the challenging context of the family. This provided them some 

insight in the background of the values families shared during the conversations. At the same 

time, hearing about the families’ dealing with their challenging situation and their expectations 

for the future, gave rise to many emotions. Clinicians perceived the conversations as energy 

taking, yet valuable due to the feelings of a stronger connection. They reported this made them 

feel more satisfied in their job.  

For parents, the interest in their personal context and acknowledgement of their challenges in 

caring for a child with a life-limiting condition, made them feeling heard and being known. This 

made them more open to share their deeper thoughts, including their hopes, fears and worries 

regarding the future of their child. Some families mentioned that having the conversation at 

their home showed so much effort of the clinician towards to the family, that this influenced 

their ability and willingness to share their perspectives in a positive way.  Clinicians who did ACP 

conversations at home, were very convinced of the added value of having a conversations at the 

family’s place, even when taking the substantial time investment into account. They mentioned 

parents could talk more openly in their own homes and seeing the living environment of the 

family gave them more insight in their way of living and increased a sense of connection.  

ACP conversations are experienced as part of an ongoing process throughout the child’s disease 
trajectories 

During the interviews it appeared that clinicians and families did not regard the ACP 

conversation as a distinct event, but experienced it as part of an ongoing process throughout 

the child’s disease trajectories. Most clinicians and families knew each other for some time. 

Therefore some ACP topics had been addressed already along the way, such as perspectives on 

life-sustaining treatments. However, both parents and clinicians reported to value a separate 

appointment for an ACP conversation, to be able to discuss topics beyond the medical domain 
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and to take a step back from day-to-day issues that need to be discussed during regular 

consultations. However, in most cases there was no follow-up moment scheduled after the 

conversation. When clinicians and parents reflected on the ACP conversations during the 

interviews, some reported to experience some loose ends after the ACP conversation. This 

included the need for more clarity regarding goals and preferences for future care, more insight 

in mutual perspectives regarding specific treatment options and information on a follow-up 

plan. Clinicians and parents stated they felt free to address these issues during next regular 

consultations.  

An added value of ACP conversations regarding future care and treatment is experienced to a 

limited extent 

Although both clinicians and families appreciated the ACP conversations, it was more difficult 

for them to specify the added value of the conversations regarding future care and treatment. 

Some parents mentioned to value the explication of preferences for future care and treatment 

that had been shared before in a less comprehensive way. Others mentioned the conversation 

confirmed that their expertise as parents regarding goals of care for their child was seen and 

respected by the clinician. Some parents mentioned to expect from clinicians to take account of 

the parents’ preferences for treatment limitations as expressed in the ACP conversation in case 

their child’s condition might deteriorate. Parents felt they might tend to change their views 

regarding invasive treatments when facing their child’s death. They feared this might not be in 

their child’s best interest and expressed the need for someone to keep them focused on their 

initial wishes. These parents expected clinicians to be honest about the prognosis of their child 

and to share any new insights regarding their child’s condition with them in relation to their 

values. Parents expressed the hope their clinician could keep them close to their initial wishes, 

when the fear of losing their child might drive them towards other perspectives.  

Clinicians mainly referred to the gained insights in the families’ perspectives on living with illness 

as an added value in relation to defining goals and preferences of future care and treatment. 

Few clinicians said the conversation led to clear goals of care and adequate anticipation of 
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future scenarios. Most clinicians experienced ongoing conversations are needed to achieve a 

shared understanding of goals of care.  

Table 3 Illustrative quotes of main experiences in ACP conversations based on IMPACT 

Theme Quote 
ACP conversations stimulate a stronger relation between families and clinicians  
- Insight in living 
with illness 

Case 12 (girl, 13 years, neuromuscular disease): 
Mother: It was a pleasant conversation. I appreciate it our clinician knows a 
bit more about our daughter as a person, who she is apart from her 
disease and ventilator. You know, you will need each other in difficult 
times. For me it is important, that she (the clinician) knows the bigger 
picture then.  

- Deeper 
emotional 
connection 

Pediatric palliative care nurse: 
During the conversations, there grows a connection, a base for future 
decision making. That is much better than meeting in an ad hoc situation. 
You have time to acknowledge the child as a person and the parents in 
their parenting roles. I think people appreciate it, so does it feel to me, it 
stimulates a stronger connection. So yes, for me it is a very good way to 
start a conversation with parents in a structured way. That is how I feel 
about it.  
 
Case 15 (boy, three years, neurologic disorder):  
Mother: I think if these conversations happen more often, if I had a 
conversation like that in the other hospital before my son was admitted to 
the intensive care unit, I could have felt some connection with that 
physician. I could have felt supported, but now she did just turn her back 
on us.  

ACP conversations are experienced as part of an ongoing process  
- Continued 
thinking after 
conversation 

Case 1 (male, 8 years, metabolic disease): 
Mother: The questions that were asked kept me thinking. About his code 
status for example. These are issues you take home, some homework to 
think about. I think it is really important to think about the child’s wishes 
when he is approaching end of life. Does he have a say? We do not think 
enough about that.  

Added value of the ACP conversation regarding future care and treatment  
- Explication of 
more or less 
known items 

Case 20 (girl, one year, brain tumor): 
Mother: We've been in the hospital a lot and then you've talked to each 
other a lot anyway. But I really liked the opportunity to settle down and talk 
this through, having the time to ask all questions that are on my mind and 
to think about the future together, without being interrupted.   

- Clinician’s’ role 
in safe guarding 
initial goals of 
care 

Case 25 (male, 16 years, gastrointestinal disorder):  
Father: I can image that we, or may be every parent, has an instinctive 
reaction of ‘please, save my child’ when it comes to an emergency 
situation. But at this moment, when we are not at such a point, I really 
appreciate, we can think about worst-case scenarios from another point of 
view. So that a clinician can say to us when that moment is there: you 
know we talked about this? You know, just to remember us of what we 
really want for our child.  
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Discussion 

This qualitative interview study assessed the experiences of families of children with life-limiting 

conditions and their clinicians with ACP conversations based on IMPACT. Families and clinicians 

reported to appreciate being involved in ACP conversations structured by IMPACT. This was 

mainly based on the opportunities the conversations provided to share perspectives of the 

family on living with illness and what they considered important for their child. Although the 

ACP conversations confronted parents with ongoing losses, resulting in intense emotions, the 

conversations were experienced as safe and worthwhile as a moment of reflection on their 

child’s care and future. Clinicians experienced the perspectives on living with illness as insightful 

and helpful to understand family preferences and their attitude in decision making. An added 

value of the conversations regarding future care and treatment was experienced to a limited 

extent. Parents and clinicians had difficulties to reflect on how the conversation content could 

inform goals of care and future decision making.  

This study reveals some key lessons about ACP, when using a structured, holistic tool as IMPACT. 

Whereas research shows that ACP in current practice might still have a disease-oriented 

approach, including a focus on treatment decisions,22 our study shows that providing a 

structured tool to discuss person-oriented themes, gives valuable insights in the families’ 

perspectives on their child and family life in the context of living with illness. The exploration of 

life values could entail a comprehensive foundation for defining goals of future care and 

decision-making.23 Parents and clinicians value the family-centered approach in this study, and 

experienced this as an investment in their relationship. It is known that patient-clinician 

relationships can function as facilitators in ACP.11,24,25 Building on an attitude of caring for each 

other can be seen as a first step in ACP, that might facilitate ongoing ACP conversations in the 

future when deterioration of the child might induce the need for complex decision-making.26  

The findings of this study, that IMPACT contributes to a family-centered approach of ACP and 

facilitates a stronger relation between families and clinicians, suggest IMPACT can be used as a 

tool to start ACP early in disease trajectories.7 This might be beneficial to further implementation 

197



of ACP in pediatrics, since research shows integration of ACP early in disease trajectories is 

perceived as challenging by clinicians.3  

Although the structure of IMPACT is aimed at defining goals of future care and treatment as key 

element of ACP,4 this turned out to be difficult to achieve in a single conversation. This is known 

from literature, where ACP is increasingly seen as an ongoing process and interventions often 

entail multiple conversations.27 However, even when a single conversation mainly includes the 

exploration and identification of family values, a comprehensive summary might elicit how the 

content of the conversation could inform next steps in the ACP process, even without defining 

specific goals of care at that moment. Clinicians need to safeguard that the shared values and 

preferences are used to inform future goals of care and decision making. Clinicians need to 

clarify the conversation aim for parents and stimulate further thoughts about the future of their 

child. Coaching on the job might support clinicians in their communications skills to achieve a 

comprehensive outcome of the conversation.28  

This study finds it strengths in a diverse sample of clinicians and families participating, that 

reflects the usability of the intervention for children with life-limiting conditions in general. 

Besides this, nearly all families participating in an ACP conversation were willing to participate in 

the evaluating interview. The findings of the study might be influenced by the selection of 

participants. Clinicians might have invited families they felt comfortable with, which might have 

led to a positive experience anyway. Besides this it was observed that parents had difficulties to 

recall the specific content of the ACP conversation. Therefore their experiences might not reflect 

experiences with IMPACT alone, but experiences within in a longer relationship, in which 

repeated discussions about future care and treatment took place. Although clinicians were asked 

to report how many families they asked to participate in ACP during the study period, clinicians 

did not report this data back adequately. Therefore, it is unknown if the study sample is a 

selection of families that might be more willing to participate in ACP compared to others. Some 

clinicians conducted no or a few ACP conversations within the study. Although they reflected on 

the use of IMPACT during the interviews, their perspectives might be influenced by a limited use 

of IMPACT. The design of this study did not include repeated interviews or a longer follow-up of 

198



the experiences of clinicians and families. It might be interesting to evaluate how the ACP 

process is continued over time to determine any effects of the intervention on actual care 

received by the child and family in the end.   

Conclusion 

Clinicians and parents of children with life-limiting conditions experienced ACP conversations 

based on IMPACT as a valuable strategy to share the families’ perspectives on living with illness 

and their values regarding the future of their child. The use of the families’ narrative in defining 

goals of future care and treatment for their child was experienced to a limited extent in most 

cases and might need a more incisive attitude from clinicians and ongoing ACP  conversations.  
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Introduction 

In an era with increasing medical technologies, life expectancy increases for children with life-

limiting conditions.1 These children and their families might benefit from early integration of 

palliative care and a person-centered approach to care, to support them in living a meaningful 

life with care and treatment aligned to their values, preferences and goals.2–4  

Advance care planning (ACP) is a strategy aimed to promote that the provision of future care 

and treatment is concordant with preferences of the child and family. ACP is a communicative 

process that enables patients to define, to discuss and to document and review goals and 

preferences for future care and treatment, together with healthcare providers and family.5 ACP 

becomes more focused in the context of life-limiting conditions, due to the increased possibility 

of serious life-threating events and deterioration of the child’s condition in the future. ACP 

involves exploration of individual values of children and families regarding the physical, 

physiological, spiritual and social domain. ACP might support preference congruence between 

adolescents and their parents, increase knowledge about care options during the end-of-life 

phase and provide time for decision-making based on high quality communication with 

clinicians.6 Children with life-limiting conditions and their parents value to be involved in 

planning of future care and treatment.7–9 However, multiple barriers to ACP exist among 

clinicians and families, such as lack of knowledge, prognostic uncertainty, avoidant coping 

strategies, lack of communication skills, fear for emotional distress and perceived unreadiness of 

families to anticipate a future that includes scenarios of losing their child.10–12  

Interventions to support ACP in pediatrics for children with life-limiting conditions in general are 

scarce.6,13 The few well-described and investigated interventions focus on specific disease 

populations, such as oncology patients, and end of life issues, thereby limiting the applicability 

early in disease trajectories for children with life-limiting conditions.14–16 Therefore, this thesis 

was aimed at the development and evaluation of a comprehensive ACP intervention to be used 

in pediatrics for children with life-limiting conditions and their parents, earlier in disease 

trajectories and continuing until the end of life to support them in the anticipation of future care 

and treatment aligned to their values, goals and preferences. The research questions of this 
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thesis intended to contribute to three aims: 1) to identify key elements of pediatric ACP, 2) to 

design a pediatric ACP intervention based on these key elements and 3) to explore first 

experiences with the intervention. (See Table 1) 

Table 1. Study aims and research questions of the thesis 

1. To identify key elements of pediatric ACP
1.1 What are the structure, content, theoretical background and empirical evidence of adult and 
pediatric ACP interventions using a conversation guide? (Chapter 2) 
1.2 How do clinicians and parents anticipate the future in pediatric palliative care? (Chapter 3) 
1.3 How do pediatricians envisage the concept of ACP in general and to what extend do they 
engage in ACP in their daily practice? (Chapter 4) 
1.4 How do parents face the future while caring for a child with a life-limiting condition? 
(Chapter 5) 
2. To design of a pediatric ACP intervention
2.1 What are components of a pediatric ACP intervention based on current evidence, 
underlying theories and stakeholders’ perspectives? (Chapter 6) 
3. Evaluation first experiences with the ACP intervention IMPACT
3.1 What are the characteristics of ACP conversations and related documentation conducted by 
clinicians using IMPACT? (Chapter 7) 
3.2 What are the experiences of clinicians and families regarding ACP conversations based on 
IMPACT? (Chapter 8) 

Major findings of the studies 

1. Structure, content and theoretical background of ACP interventions using a conversation guide

The systematic review on interventions to support ACP conversations revealed a structure for 

ACP conversations consisting of four steps: preparation, initiation, exploration and action. 

(Chapter 2) Relevant topics in ACP conversations included the patient’s perspectives on illness, 

living well, end-of-life themes, expectations for the future and decision making. A few 

interventions described their rationale, mainly being behavior theories. Empirical evidence on 

the effect of the interventions was based on heterogeneous outcome measures. Dyad 

congruence and preference documentation rates increased in most studies. The studies showed 

varying effects on knowledge of ACP, decisional conflict, quality of communication and 

preferences-concordant care. Qualitative research showed that participants appreciate the 
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importance and benefits of ACP conversations, yet perceive them as difficult and emotional. 

Evidence on the translation of explorative information into specific treatment preferences and 

consequences for care as provided is limited.  

2. Anticipating the future in pediatric palliative care 

A secondary analysis of a qualitative interview study on experiences of clinicians and parents in 

pediatric palliative care, showed clinicians and parents use different strategies to anticipate the 

future. (Chapter 3) Three forms of anticipating the future were identified: goal-directed 

conversations, anticipated care and guidance on the job. In goal-directed conversations, 

clinicians and parents tried to achieve that the other could align with their point of view 

regarding future care and treatment. Clinicians mainly discussed advance directives and the 

preferred place of death. Parents initiated goal-directed conversations about the future to 

achieve a good life for their child and prevent suffering, to think about family planning, to get 

consent from clinicians for practical arrangements or to discuss about life-sustaining treatments. 

Anticipated care means that clinicians or parents organize practical care arrangements in 

advance, with and without informing each other, such as equipment and medication for the 

home setting or arrangements for the funeral of the child. Guidance on the job is a form of 

short-term anticipation. Clinicians guide parents ad hoc through difficult scenarios that were 

about to happen in the nearby future. Clinicians and parents did not report to engage in early 

conversations about the future with an explorative character about goals and preferences for 

future care and treatment.  

3. Engagement and attitude of pediatricians in ACP  

Since care for children with life-limiting conditions is provided by both general pediatricians and 

pediatric sub specialists in the Netherlands, a survey study among all pediatricians working in six 

hospitals was performed to identify elements of ACP in their practice. (Chapter 4) Pediatricians 

(n=145) reported to have discussed at least some ACP topics with parents in their latest case of 

a deceased child. Topics common to many cases were diagnosis, life expectancy, care goals, the 

parent's fears and code status. ACP conversations occurred with children in 23% of cases. The 

frequency of ACP conversations was insufficient according to 49% of the respondents.  
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4. Facing the future as parents of a child with a life-limiting condition 

Our research project continued with a qualitative interview study of the perspectives of 20 

parents of children with life-limiting conditions towards the future. (Chapter 5) Parents reported 

to focus on the near future of their child. However, their actions and deeper thoughts showed 

perspectives towards a further future. Future perspectives initially focused on practical, disease-

related themes, but more existential elaborations, reflecting underlying life values, were also 

identified. Parents needed acknowledgement of their challenging situation, care tasks, and 

expertise as a precondition for sharing their deepest thoughts regarding the future of their child. 

5. Key elements of a pediatric ACP intervention 

Based on the results of the prior research questions, that involved the evaluation of current 

evidence and stakeholders’ perspectives regarding ACP, three areas of attention in pediatric ACP 

were identified. (Chapter 6)  A pediatric ACP intervention needs to have a holistic approach of 

ACP, pay attention to the voice of the child and stimulate a caring attitude of HCPs towards 

families. These findings were considered in relation to existing theories on concepts of care, 

behavior change and coping with illness and bereavement. Intervention materials were 

developed for each element of ACP: identification, discussion and documentation of values, 

goals and preferences for future care and treatment.5 An overview of the intervention materials 

is presented in Table 2.  
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Table 2. Overview of the content of IMPACT 

Element of 

ACP 
IMPACT content Rationale 

Identification - Fill-in booklet for children
to prepare for the ACP
conversation

- Leaflet for parents to
prepare for the ACP
conversation

- Brochure for HCPs to
educate them about the
concept of ACP

- Preparation card for HCPs to
structure the invitation of 
families and create 
appropriate circumstances 

Information about ACP topics and 
preparation in advance supports a 
holistic approach. The materials 
stimulate to think about medical, 
psychological, social and spiritual 
perspectives regarding the future in a 
person-centered way. Separate 
questions about the child’s perspectives 
stimulate attention to the voice of the 
child.  

Discussion - Conversation guide for
conversations with parents

- Conversation guide for
conversation with children
and parents

- Training of specific 
communication skills: 
explore values, respond to 
emotions, respond to 
stage of change, provide 
information, make 
recommendations 

- Pocket guide with a
summary of the conversation
guide

The conversation guide addresses topics 
that give insight in the families’ living 
with illness, their values and preferences 
regarding future care and treatment. 
The guide supports clinicians to address 
themes beyond the medical domain. It 
includes specific attention to the child’s 
perspective. There is attention to the 
parenting role and it creates space for 
acknowledgement of their challenging 
context. The training stimulates 
clinicians to use communication skills 
that support the relationship with 
families by a caring attitude, including 
response to emotions.  

Documentation - Format for documenting the
ACP conversation

The format can be completed by the 
family or by the clinician. It summarizes 
the conversation content on all different 
topics of ACP and gives insight in the 
family’s perspectives regarding the 
future.  

Clinicians and families reported to consider the IMPACT materials as appropriate for ACP for 

children with life-limiting conditions.  
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6. Characteristics of ACP conversations and related documentation based on IMPACT 

A qualitative analysis of 26 ACP conversation based on IMPACT, identified these conversations 

have a family-centered content, that gives insight in the families’ perspectives on living with 

illness, quality of live and underlying family values. (Chapter 7) Goals and preferences for future 

care and treatment were less specified during the conversations. Communication attitudes of 

clinicians entailed evasive patterns, refraining the conversations from a deeper exploration of 

the families’ values and preferences. These attitudes entailed mixed framing regarding the 

child’s condition, exploration by assumptions and lack of deeper exploration of clues given by 

children or parents.  Documentation patterns differed largely. Some consisted of a very concise 

summary with a clear conclusion, whereas others were more like a representation of the 

conversation as a whole, without clear conclusions or definition of next steps.  

7. Experiences of clinicians and families with ACP conversations based on IMPACT 

A qualitative interview study using thematic analysis among 18 clinicians, 32 parents and three 

children, identified they valued being involved in ACP conversations based on IMPACT. They 

experienced a stronger relation with each other. Clinicians gained deeper insight in the families’ 

values. Families felt heard and seen in domains outside the medical domain. The conversations 

were seen as part of an continuing process in which family and clinicians came closer to each 

other, which supported sharing of future perspectives. Although the participants valued the 

conversations largely, the perceived added value of the conversation regarding future care and 

treatment remained limited.  

Integrating the outcomes 

The concept of ACP 

During this research project it turned out that there is an interest in ACP in pediatrics.  Both 

clinicians and families of children with life-limiting conditions value anticipating the future and 

see the benefits of thinking about future scenarios in advance and being prepared for any 

changes in the child’s condition. A model of pediatric ACP was developed, that integrates the 

child’s and families’ expertise on living with illness and living a good life with the expertise of 
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clinicians on care and treatment. The use of IMPACT in the pilot study showed that a holistic 

approach that focusses on the voice of the child and a caring attitude to parents, makes ACP a 

process that creates a bond between the family and the healthcare team. Families feel 

acknowledged in their challenging context, making them receptive to share their perspectives 

regarding the future of their child. These first steps in ACP are a base for further exploration of 

goals and preferences for future care and treatment, depending on the disease trajectory of the 

child. In this way, IMPACT is useful in initiating ACP early in disease trajectories without a need 

for decision making in the moment. Whereas ACP is still often perceived as strategy to discuss 

treatment limitations, discussing goals of care does not include concrete treatment decisions by 

definition nor does it have to contain end-of-life decision making.     

Although literature about the concept of ACP focusses more and more on clarification of values, 

goals and preferences for care and treatment in a broader context, instead of on end-of-life 

decision making,5,17 studies evaluating ACP experiences among children and families often stay 

close to an end-of-life oriented approach.3,18–20 End-of-life care is an import part of anticipating 

the future in the context of a life-limiting condition. However, when ACP is started early in 

disease trajectories a broader focus is needed. This includes a focus on supporting families in 

achieving good care for their child, including attention to the child’s development, family 

balance, being a good parent during different disease trajectories and how to be able to 

continue and safe-guard optimal care for the child. Discussing these themes early in disease 

trajectories can stimulate children and parents in further developing their decision-making roles 

and being able to stay in control, even when it comes to the end of life of their child. When ACP 

remains focused on the end of life, opportunities to achieve shared goals of care and treatment 

earlier and in a way that supports the family to live a meaningful live aligned to their values, will 

be missed.  

An holistic approach of ACP is valued, but experienced as confronting  

In the studies conducted in the development phase of this research project, it was identified that 

in current practice, anticipating the future entails mainly a practical and disease-based approach, 

where clinicians try to guide families throughout the disease trajectories, while providing high 
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quality care in the best interest of the child. This aligns with the primary parental aim when 

caring for a child with a life-limiting condition, that is focused at controlling symptoms and 

controlling the disease in the here and now.21,22 In some of the ACP conversations guided by 

IMPACT, it was also observed that questions about the actual treatment or symptoms needed to 

be addressed first, before any conversations about values and preferences for the future could 

be explored. This is in line with the theory of representational approach of patient education, 

which states that clinicians and patients need a shared starting point regarding their illness 

understanding, before a deeper exploration can occur.23 Although it seems more natural for 

clinicians and families to stay close to disease-related themes, the ACP conversations based on 

IMPACT showed that a holistic approach of the child and family regarding living with illness is 

valued and considered relevant when discussing future care and treatment. IMPACT contributes 

to a holistic family-centered view, which aligns with the definition of ACP and has the potential 

to function as a strategy to achieve a person-centered approach to care. 

At the same time, participants reported that a deeper exploration of the families’ narrative on 

the impact of their child’s illness is emotionally confronting for both families and clinicians, as is 

the disclosure of medical expertise about expectations for the child’s future. We identified 

evasive communication styles among clinicians, especially when it came to sensitive issues such 

as the child’s prognosis, quality of life or end-of-life care.  

Emotional distress has been repeatedly identified as a barrier for ACP, mainly by clinicians.24 

However, experiences of parents indicate that emotional distress should not refrain families and 

clinicians from ACP.8 It is known that parental coping strategies influence their attitude towards 

loss and their ability to face a future where they could lose their child’s life.25,26 Parents who 

focus on preservation of a status quo of their child’s condition, have more difficulties to face 

their child’s actual situation and care needs. Parents with the ability to face the loss of their child 

might be able to anticipate the future in a more comprehensive way.22,25,27 Attention to and 

exploration of the position of the family towards loss, might influence their readiness to 

participate in ACP and endure deeper confrontations with their (future) loss during the ACP 

process. It is known that clinicians can interpret emotional distress during conversations as a 
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sign of unwillingness or unreadiness of families to discusses sensitive issues. In reaction, 

clinicians refrain from using clear language and an open conversation regarding prognosis and 

the end of life.28,29 Besides this, research shows clinicians can have feelings of failure when facing 

disease progression in a child they care for.30 This might withhold them from exploring feelings 

of loss in the family.  

In pediatric ACP, clinicians need insight in the coping mechanisms of families with loss to 

understand the meaning of upcoming emotions during ACP and how they can use 

communication skills within the ACP conversation to respond to emotions in an adequate way. 

This will support them to achieve a holistic approach of the conversation with deeper 

exploration of the family’s values and preferences, even when it comes to discussions about 

ongoing losses.31–33 The IMPACT training includes sessions on communications skills relevant in 

ACP. During the pilot study it was observed in the conversations and reported by participants, 

that even experienced and trained clinicians still feel difficulties in handling emotions in ACP. 

This illustrates a need for ongoing training and coaching on the job. When there is an adequate 

response to emotions in ACP, emotional reactions become valuable sources of information 

instead of perceived barriers leading to withdrawal from deeper explorations in ACP.   

Defining goals of future care and treatment  remains challenging 

Whereas the holistic approach was observed in the ACP conversations and valued by the 

participants in the interview studies, the deduction of values and preferences from patient’s 

narratives and translations of these values and preferences into goals of care, seemed more 

difficult. A comprehensive summary including goals of care was often lacking in the 

conversations and participants had difficulties to specify the added value of the conversations 

regarding goals of future care and treatment. Both clinicians and parents perceived the 

conversations as valuable, mainly due to feelings of a stronger connection and a 

multidimensional attention the life of the family. Establishing a trustful relationship and having a 

holistic attention to the life of the child and family are important elements of ACP. However, 

when the ACP process does not involve defining goals of care, sooner or later, the expected 

effect of ACP on preferences concordant care might be limited. In our study, only few clinicians 
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took the lead in the conversation to support parents to clarify their preferences and goals of 

care. In the model of pediatric ACP, as developed during the development phase of this project, 

attention to the expertise of the family on living with illness and living a good life, needs to be 

integrated with the expertise of the medical team regarding the appropriateness of care and 

treatment in specific (future) situations to achieve a shared understanding of goals of care, 

contributing to the quality of care for the child. The IMPACT materials and clinician training 

focus on the exploration of the families’ narrative to stimulate clinicians to convey an attitude of 

listening and attention to the perspectives of the family. Clinicians normally tend to have a 

communication attitude of providing information and directing treatment decisions, which can 

hinder an open evaluation of the families’ perspective. In the pilot study, it was observed that 

the use of IMPACT stimulated clinicians to focus on the families’ perspective as intended. 

However, IMPACT also intends to include the clinician’s expertise in the conversations as 

illustrated in the model of pediatric ACP. More guidance in the materials and training is needed 

to support clinicians to integrate the family’s perspectives regarding their child’s future with 

their own expertise to achieve a shared understanding of goals of care in the best interest of the 

child as an outcome of ACP.   

In literature, outcomes of ACP conversations often include an advance directive, including 

emergency care plans and appointment of a personal representative. 5,6,34,35 These outcomes are 

more specific and more easily trackable, compared to definition of goals of future care in 

general. When clinicians are used to approach ACP with a focus on end-of-life decision making, 

establishing goals of care early in disease trajectories contains challenges. Early in disease 

trajectories, there might be less need to define goals of care in terms of end-of-life care, yet it is 

known that parents experience multiple other goals for their child and family during the disease 

trajectories, that reflect their values.21 These contain more overarching aims and encompassing 

goals, such as to prevent suffering, achieve optimal symptom management and disease 

treatment, maintaining family balance and create a life worth living for their child.21 These aims 

can be translated to goals of care, that can guide future decision making. In this way, ACP 

becomes a strategy to prepare families for future decision making, based on their values, instead 

of focusing on end-of-life decisions in ACP.36 In adult literature, value-clarification methods are 
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used to facilitate discussions about goals of care and treatment decisions.37 Some use a visual 

analogue scale which can help patients to prioritize health outcomes.38 Patients are then invited 

to share why they made a choice for certain healthcare outcomes. This can reveal underlying 

values, that can inform future decision-making.  The Family-Centered Advance Care Planning 

intervention, tailored to adolescents and young adults, uses a survey to clarify their values 

regarding ACP and end-of-life treatment, as a first step of the ACP intervention.39 The survey is 

followed by a session with an ACP conversation and a third session in which a living will can be 

completed.  Although this intervention focuses on end-of-life options mainly, such value 

clarification methods can be used in early pediatric ACP as well. When striving for an early 

initiation of ACP in pediatrics, defining goals of care needs a broad approach of exploring topics 

with children and families relevant in living with illness and ongoing re-evaluation with transition 

to new care goals over time.40 Clinicians need to be educated and supported in identifying 

patient values and to relate these values to goals of care. Discussing or prioritizing examples of 

goals of care with children and parents, can support both clinicians and families to get a clearer 

insight in goals of care based on the families’ values and preferences.  

The position of the child in ACP is complex  

Where defining goals of future care and treatment was identified as a challenging part of ACP, 

even with parents, this accounts even more for the involvement of the child in ACP in general. 

During the development phase and the pilot phase of this research project, it was observed that  

involvement of the child in ACP is complex, both in research and in practice. Although this 

research project from the start intended to give the child a central position in all steps, a limited 

number of children was included in the different sub studies. Nevertheless, the children that 

were involved showed to be able to reflect on ACP in a comprehensive way. During the pilot 

phase, few ACP conversations were conducted with children. Clinicians reported to feel less 

skilled to communicate about ACP with children.  

This might have influenced which children they invited to participate in the study. Gate-keeping 

is a well-known phenomenon in pediatric palliative care research.41 In the conversations that 

actively involved a child, IMPACT showed to contribute to a central position of the child in the 
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conversation, which was valued by the children themselves, the parents and clinicians. However, 

it also raised unexpected questions in some cases regarding death and dying for example. Thus 

active involvement of the child in ACP requires excellent communications skills from clinicians to 

respond to difficult and unexpected questions. Besides this, parents need to be able to cope 

with their child’s point of view, that might include confrontational perspectives and preferences, 

that have not been shared before. In our study, we offered the parents at first the choice 

whether to involve the child in order not to disrupt any coping strategies of the family. In the 

Netherlands, children aged 12 to 16 years need to be informed and give consent for their care 

and treatment, as well as their parents. Children, aged 16 and above, decide for themselves. One 

could argue the opportunity to participate has to be offered to the child itself, both in research 

and in practice, from 12 years of age on. When analyzing the ACP conversations in this study, it 

turned out that when the child was not involved in the conversation, either based on the child’s 

incapacity or the families’ preference, only a few parents approached ACP topics explicitly from 

their perceived child’s perspective apart from their own perspectives. Some parents were aware 

of a coping mechanism, that their wish to keep their child alive as long as possible, might 

interfere with the child’s best interest. They expressed the need for support from clinicians, to 

help them to safeguard goals of care in the best interest of the child. Other parents were very 

consistent that they were the most capable decision makers for their child, also when confronted 

with  imminent death of their child.  

In literature, studies repeatedly report a lack of involvement of children in ACP.19 In general, 

there are few instruments that support involvement of children in decision making.42 Even for 

children near adulthood, having a central role in managing their care and treatment is complex. 

Therefore, in pediatrics a need for shared management is emphasized in literature.43 Research in 

oncology with a sample where 40% of the children were above 12 years of age, showed that 

depending on the nature of the disease, creating space for a child’s decision to forgo treatment 

is not an option.44 Children perceived they did not have a real choice and most felt content with 

their parents as major decision makers. However, children valued to be informed about their 

disease and to be involved in minor decisions.  
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It is known that parents have many reasons to refrain from talking about death and dying with 

their child, which might function as a barrier for ACP.45 These include both child-related factors, 

such as disabilities and perceived unwillingness to talk, and parent-related factors, such as 

perceived inability to talk about end-of-life themes and the intention to protect the child against 

bad news.45 It is known that parental coping strategies can interfere with the voice of the child 

being heard when it comes to the child’s end-of-life.46 This is mainly related to parental coping 

with ongoing losses in their child’s life, such as a gradual decline of the child’s condition and 

mental and physical functions.25    

Beside child-related and parental barriers, including their coping strategies, clinician-related 

barriers may hinder active involvement of the child in ACP.47 These are mostly related to the 

quality of communication.7 Open and age-appropriate communication can support the 

engagement of young people in ACP. Clinicians might need specific education and training to 

become more skilled in communicating with children about sensitive isues.24  

In pediatric ACP, a family-centered approach is needed, that supports attention to the voice of 

the child and at the same time support the family dynamics, including parental coping 

strategies. The families’ strategy to cope with their situation might contribute to the best interest 

of the child. On the other hand, some family dynamics might interfere with the child’s best 

interests or preferences. Whereas some authors state that family integrity might be prioritized 

above the child’s best interest,48 the child’s perspective deserves a position in ACP, at least by 

exploring the family dynamics, decision-making roles and coping mechanisms in relation to the 

child’s best interest. Clinicians’ awareness regarding the child’s perspectives and best interests 

and a caring attitude for the family as a whole in ACP might create an opportunity for the child 

to speak for him or herself, even when this has been difficult before.  

Strengths and limitations 

This research project that resulted in the development and first evaluation of IMPACT, was 

closely connected to daily practice in the care for children with life-limiting conditions. Based on 

the Framework for the Development and Evaluation of Complex Interventions of the Medical 

Research Council, this project had a robust and straight-forward study design, which is 
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considered as one of its strengths. The development phase integrated evidence from literature, 

actual perspectives from stakeholders and  theoretical backgrounds, leading to a comprehensive 

rationale for the intervention components. The involvement of stakeholders from the start of the 

project, created a base for collaboration during subsequent research steps in the project. 

Participants had different backgrounds, which contributed to the generalizability of the study 

results and the applicability of the intervention in different contexts. The involvement of local 

pediatric palliative care teams and the national center of expertise on pediatric palliative care 

supported ongoing development of the intervention and opportunities for implementation in 

pediatric practice.  

A limitation of the study is the limited involvement of children throughout the research project . 

Although attention to the voice of the child was identified as an important element in pediatric 

ACP, this turned out to be challenging both in the research context and in clinical practice. 

Selection bias might be another limitation that influenced the results. Since it is known that 

barriers to ACP are widespread, participants who are interested and willing to get involved in 

ACP might represent people with a more receptive attitude towards the concept of ACP, 

influencing the results in favor of any benefits of ACP.  

With a main focus on the development phase of the ACP intervention, other factors important 

to adequate implementation of the intervention have been understudied. These includes system 

factors such as finances, human resources, and the acceptability of IMPACT for different 

subpopulations such as people with a different cultural background, language barriers or 

intellectual disabilities.  

The pilot evaluation of the intervention gave initial insights in the experiences of users of the 

intervention. The effects of IMPACT regarding important ACP outcomes, such as preferences 

concordant care, still need to be studied.  

Implications for practice 

IMPACT provides a comprehensive toolkit and training to support ACP in the care for children 

with life-limiting conditions. IMPACT can be used as a starting point for healthcare organizations 
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to initiate projects to implement ACP in their context. The holistic nature of the intervention 

aligns with the current attention to pediatric palliative care and person-centered care. Although 

in this research project clinicians were the initiators of an ACP process, IMPACT can be used by 

families as well to initiate an ACP conversation themselves. Empowerment of families is needed 

to bring this field forward. The availability of IMPACT online for free contributes to its use in 

daily practice by all stakeholders.  

Recommendations for further research 

This research project is to be seen as a first step in the exploration of the uncharted territory of 

pediatric ACP in the Netherlands. Although key elements of pediatric ACP have been identified 

and further developed in the context of IMPACT, many questions remain. These questions 

pertain to the position of the child in the first place. More insight is needed in ways to involve 

children in ACP and in strategies to elicit their perspectives. Besides this, questions concerning 

the involvement of clinicians remain. ACP is experienced as a valuable but time consuming 

approach. This leads to legitimate questions, such as whether all clinicians should be trained in 

ACP or whether primary responsible physicians should work together with a facilitator with 

expertise in ACP to be able to provide ACP. Since a continuous relationship between clinicians 

and families is valued in ACP, an external facilitator who is not involved in the care for the child 

might not be preferred. A multidisciplinary approach, with a nurse as facilitator and the primary 

physician attending, might be an interesting topic  for further research. Facilitators might play a 

role in the involvement of less motivated clinicians and advocate for the implementation of ACP. 

These facilitators could play a role in ongoing training and coaching of other clinicians. 

Regarding the effectiveness of ACP, questions about relevant outcome parameters remain. More 

insight is needed in what way ACP can influence actual future care and treatment aligned to the 

goals and preferences of children and their family. An underlying ethical question is whether 

ACP should be proved to be effective on certain outcome parameters. A different point of view 

could be that ACP is by principle the right thing to do, to support a person-centered, holistic 

approach of care for children with life-limiting conditions. Then it may become less relevant to 

prove the effectiveness of ACP in experimental research studies.  
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Conclusion 

Children with a life-limiting condition, their parents and clinicians feel the need to anticipate the 

future, although this involves a confrontation with ongoing losses. ACP was experienced as a 

valuable strategy to anticipate the future when it entails a holistic approach, supports attention 

to the voice of the child and stimulates an attitude of caring for the family. We developed 

IMPACT, a pediatric ACP toolkit and clinician training that aims to support identification, sharing 

and documentation of values, goals and preferences for future care and treatment. During 

conversations based on IMPACT, sharing families’ perspectives on living with illness and living a 

good life strengthened the relation between clinicians and families, which can contribute to 

future shared decision making. Defining goals of future care and treatment early in disease 

trajectories, apart from end-of-life decisions, turned out to be challenging. Evasive 

communication patterns regarding the child’s prognosis and condition and a lack of deeper 

exploration of concepts as comfort care and quality of life contributed to a limited translation of 

the family’s perspectives into goals and preferences of care and treatment. Recommendations 

for further research include the development of strategies to support clinicians and families to 

translate values into goals and preferences for future care and treatment early in disease 

trajectories and to achieve a central position for the child, either by involving children 

themselves or by actively searching for the child’s perspective as deducted from the 

perspectives of those who stay the closest to the child.  
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IMplementing Pediatric Advance Care Planning Toolkit 

Information leaflet for professionals 

Information leaflet for parents 

Information leaflet for children 

Preparation card for professionals 

Conversation guide for conversations with parents and children 

Conversation guide for conversations with parents 

Documentation format for children 

Documentation format for parents 

Pocket guide for professionals 
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Information leaflet for parents  
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Information leaflet for children 
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Documentation format children  
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Additional tables Systematic review 

 
Table A1. Adapted risk of bias assessment tool for observational studies 
 
Table A2. Risk of Bias Assessment Trials, Cochrane Risk of Bias Tool 
 
Table A3.  Risk of Bias Assessment Observational studies: Adapted risk of bias assessment tool 
 
Table A4. Mixed-method studies, risk of bias assessment quantitative part  

Table A5. Mixed-method studies, assessment of quality of reporting qualitative part, COREQ 

Table A6. Qualitative studies, assessment of quality of reporting, COREQ 

Table A7. Evidence from qualitative studies 
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Table A1. Adapted risk of bias assessment tool for observational studies 
 
Adapted from: The Cochrane Risk of Bias Assessment Tool1 
High risk: Criteria for low risk not (sufficiently) met for that category 
Unclear risk: Insufficient information to permit judgment of ‘Low risk’ or ‘High risk’ 
 
Risk category Criteria for ‘low risk’ 

Selection process of 
study population 

-Adequate (representative of the target population), clear, objective 
definition of inclusion- and exclusion criteria 
-The study groups should be clearly defined (exposed versus non-exposed), 
and at least age and sex should be described in detail. 

Comparability of 
compared groups 
(controlled studies or in 
time) 

When two groups are compared: 
-both groups are comparable at the start of the study, in particular on 
variables that are important for the outcome measures (eg. age, sex, health 
status/ prognosis, education level, religion). If no, these variables are 
corrected for in the analyses.  
-Apart from the intervention, the groups should have been treated similarly 
throughout the study.    

Standardized protocol for 
the determinant (the ACP 
intervention) 
 

-The determinant (ACP interview) was protocolized, well-defined. 
-The determinant should be performed in the same way for all participants 
-It should be clearly defined when, by whom, and under what circumstances 
the intervention took place. 

Standardized protocol for 
measuring the outcome 

-The outcome measures are objective and  the criteria well defined. If 
possible, the tools should be validated and measured according to a 
standardized protocol. 

Missing data with regard 
to inclusion or follow up/ 
incomplete outcome data 

Any one of the following:  
-No missing outcome data;  
-Reasons for missing outcome data unlikely to be related to true outcome 
(for survival data, censoring unlikely to be introducing bias); 
-Missing outcome data balanced in numbers across intervention groups, 
with similar reasons for missing data across groups; 
-For dichotomous outcome data, the proportion of missing outcomes 
compared with observed event risk not enough to have a clinically relevant 
impact on the intervention effect estimate; 
-For continuous outcome data, plausible effect size (difference in means or 
standardized difference in means) among missing outcomes not enough to 
have a clinically relevant impact on observed effect size; 
-Missing data have been imputed using appropriate methods. 

Adjustment for 
confounders 

Article states that the confounders most important for the outcome 
measures were taken into account and define the confounders, eg. time/ 
health status for pretest-posttest studies 

Selective outcome 
reporting 
 

Any of the following: 
-The study protocol is available and all of the study’s pre-specified (primary 
and secondary) outcomes that are of interest in the review have been 
reported in the pre-specified way; 
-The study protocol is not available but it is clear that the published reports 
include all expected outcomes, including those that were pre-specified 
(convincing text of this nature may be uncommon). 
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Table A2. Risk of Bias Assessment Trials, Cochrane Risk of Bias Tool1  

 
Random 
sequence 
generation 

Allocation 
concealment 

Blinding of 
participants 

Blinding of 
outcome 

assessment 

Incomplete 
outcome data 

Selective 
reporting 

Total 

score 

Au 20122 ? ? - + + - 2 

Briggs 20043 - - - ? + ? 1 

Chan 20104 - - - + - - 1 

Dallas 20165 + ? - + + + 4 

Fischer 20156 + + - + - - 4 

Hilgeman 20147 + ? - + + ? 3 

Kirchhoff 20108 + + - ? - - 2 

Kirchhoff 20129 + + - + - - 3 

Lakin 201710 - - - + ? + 2 

Lyon 200911 + + - - + - 3 

Lyon 200912 + + - - + + 4 

Lyon 201013 + + - - + + 4 

Lyon 201114 + + - - + - 3 

Lyon 201315 + ? - - + + 3 

Lyon 201416 + ? - ? + + 3 

Lyon 201717 + ? - + + + 4 

Reinke 201718 + ? - - ? + 2 

Schmitten 201419 - - - - - - 0 

Schwartz 200220 + + - ? + ? 3 
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Song 200521 ? ? - - + ? 1 

Song 201022 + + - + + ? 4 

Song 201523 + + - + ? + 4

Song 201624 + + - + ? + 4

Stein 201325 + + - + - ? 3

+ = criterion with low risk of bias, a score of 1 was assigned; - criterion with high risk of bias, a score of 0 was assigned; ? = criterion with unclear risk of bias, no score was
assigned
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Table A3.  Risk of Bias Assessment Observational studies: Adapted risk of bias assessment tool  

 
Selection 
process of 

study 
population 

Comparability 
of compared 

groups 

Standardized 
protocol for 

the ACP 
intervention 

Standardized 
protocol for 

measuring the 
outcome 

Missing data 
with regard to 
inclusion or 
follow-up or 
incomplete 

outcome data 

Adjustment for 
confounders 

Selective 
outcome 
reporting 

Total 

score 

Boettcher 201426 ? NA - + - NA ? 1 

Edwards 201727 + NA - + - NA NA 1 

Friis 201528 - NA + - - NA NA 1 

Hall 201429 - NA + + + - ? 3 

Hammes 201030 - - - + + + ? 3 

Hickman 201631 + NA + + - NA NA 3 

Jacobs 201532 + NA + + + NA + 5 

Kazmerski 201633 + NA - + - NA ? 2 

Ko 201634 + NA + + - - ? 3 

Lyon 201735 + NA + + - + + 5 

Pecanac 201436 + ? + + + + ? 5 

Ratner 200137 - NA - + + NA ? 2 

Smith 201738 + NA + + - NA - 3 

NA = not applicable; + = criterion with low risk of bias, a score of 1 was assigned; - criterion with high risk of bias, a score of 0 was assigned; ? = criterion with unclear risk of 
bias, no score was assigned 
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Table A4. Mixed-method studies, risk of bias assessment quantitative part  

Risk of Bias Assessment Trials: Cochrane Risk of Bias Tool1 

 Random 
sequence 
generation 

Allocation 
concealment 

Blinding of 
participants 

Blinding of 
outcome 

assessment 

Incomplete 
outcome 

data 

Selective 
reporting Total score 

Huang 201639 ? ? - - + ? 1 

Metzger 201640 + + - ? + - 3 

Song 200941 + + - ? + ? 3 

Risk of Bias Assessment Observational studies: Adapted risk of bias assessment tool 

 
Selection 
process of 

study 
population 

Comparability 
of  compared 

groups 

Standardized 
protocol for 

the ACP 
intervention 

Standardized 
protocol for 
measuring 

the outcome 

Missing 
data with 
regard to 

inclusion or 
follow-up or 
outcomes  

Adjustment 
for 

confounders 

Selective 
outcome 
reporting 

Total 

score 

Borreani 200842 - NA - NA - NA NA 0 

Borreani 201243 - - - NA - - NA 0 

Chan 201444 ? NA - + - - - 1 

O’Connor 201645 - NA + - + NA ? 2 

Lum 201646 - NA + - - - ? 1 

Lum 201747 + NA + + - NA ? 3 

Rocque 201748 - NA - + - NA ? 1 

Whitehead 201649 - NA NA + - NA ? 1 

NA = not applicable; + = criterion with low risk of bias, a score of 1 was assigned; - criterion with high risk of bias, a score of 0 was assigned; ? = criterion with unclear risk of 
bias, no score was assigned 
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Table A5. Mixed-method studies, assessment of quality of reporting qualitative part, COREQ50 
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Domain 1; Research team and reflexivity 

Personal characteristics 

1. Interviewer/facilitator -                      NA - - - +/- - - + - +/- 

2. Credentials +                     + + + + + + - + + + 

3. Occupation -                      +/- + +/- + - +/- - + + + 

4. Gender - - - - - - - - - - - 

5. Experiences or training -                      - - - - - + - + - - 

Relationship with participants 

6. Relationship established -                      + - - +/- - - - - - - 

7. Participant knowledge of the interviewer -                      - - - - - - - - - - 

8. Interviewer characteristics -                      NA - - - - - - - - - 

Domain 2; Study design 

Theoretical framework 

9. Methodological orientation -                   + + + + + + - + + + 

Participant selection 

10. Sampling -                      + + + + + + + + + + 

11. Method of approach -                     + - + + + +/- - - +/- +/- 
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12. Sample size + + + + + + + + + + + 

13. Non-participation +                      + - +/- + + + - - + +/- 

Setting 

14. Setting of data collection -                      - + + + + + - - + - 

15. Presence of non-participants -                      NA + NA + - NA + - NA - 

16. Description of sample +/-                  + +/- + + + + - + + + 

Data collection 

17. Interview guide +             +/- - - + + + - + + + 

18. Repeat interview -                    - - - + + - - - + - 

19. Audio-visual recording -                      NA + + + + + - + + + 

20. Field notes -                     NA + - - - - - - NA - 

21. Duration -                      NA + + - - + - - + + 

22. Data saturation - - + - - - - - - - - 

23. Transcripts returned - - - - + - - - - - - 

Domain 3; Analysis and findings 

Data analysis 

24. Number of data codes -                      - - + +/- - +/- - + +/- +/- 

25. Description of coding three -               - - - - - - - - - + 
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26. Derivation of themes + + + + + + + - + + + 

27. Software - - - - - - - - + - + 

28. Participant checking - - - - - - - - - - -

Reporting

29. Quotations presented + - +/- + +/- + +/- - - + +

30. Data and findings consistent ? ? ? ? ? ? ? ? ? ? ? 

31. Clarity of major themes + + + + + + +/- - + + + 

32. Clarify of minor themes + + + + + - + - + + +

Total + 8 11 14 14 17 14 12 3 15 16 15

Total +/- 1 2 2 2 3 1 5 0 0 2 4

Total - 23 13 16 15 12 16 14 28 16 12 12

Total ? 1 1 1 1 1 1 1 1 1 1 1

Total NA 0 6 0 1 0 0 1 0 0 1 0

Total score 8.5 12 15 15 18.5 14.5 14.5 3 15 17 17

NA = not applicable; + = criterion properly described, a score of 1 was assigned; - criterion not described, a score of 0 was assigned; +/- criterion incomplete described, a score of 
0.5 was assigned; ?= criterion not possible to assess, no score was assigned 
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Table A6. Qualitative studies, assessment of quality of reporting, COREQ50 
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Domain 1; Research team and reflexivity 

Personal characteristics 

1. Interviewer/facilitator + - + - + + - - - - - +/- - 

2. Credentials + + + + + - - + + +/- +/- + + 

3. Occupation + + + + + - - + +/- + + + + 

4. Gender - - - - - - - - - - - - - 

5. Experiences or training + - - - - +/- - - - - + - - 

Relationship with participants 

6. Relationship established +/- - - - - - - - - - - - - 

7. Participant knowledge of the interviewer - - + - - - - - - - - - - 

8. Interviewer characteristics - - - - - + - - + + + - - 

Domain 2; Study design 

Theoretical framework 

9. Methodological orientation + + + - + + + + + + + + + 

Participant selection 

10. Sampling + + + + + + - - + - - + + 

11. Method of approach - + + +/- - + - - +/- - - - - 
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12. Sample size + + + + + + + + + + + + + 

13. Non-participation + +/- + + + + +/- + - - - + - 

Setting 

14. Setting of data collection - + + + + + - + + + + +/- - 

15. Presence of non-participants + + + NA + + + + - + + - - 

16. Description of sample - + + + + + +/- + + + + + + 

Data collection 

17. Interview guide + - + + + +/- + + + + - + + 

18. Repeat interview - - + - - - + + - + + - - 

19. Audio-visual recording - - + + + + + + + + + - + 

20. Field notes + + + - - - + + + - - - - 

21. Duration + - - + - + - - + - - + + 

22. Data saturation - + - - - - - - - - - - - 

23. Transcripts returned - - - - - - - - - - - - - 

Domain 3; Analysis and findings 

Data analysis 

24. Number of data codes + + + + + + + + + - - + + 

25. Description of coding three - - - - +/- - - - + - - - - 
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26. Derivation of themes + + + + + + + + + + + + + 

27. Software - + - - - + + + + + + + - 

28. Participant checking - - - - - - - - - - - - - 

Reporting 

29. Quotations presented - + + + - + +/- +/- +/- + + + +

30. Data and findings consistent ? ? ? ? ? ? ? ? ? ? ? ? ? 

31. Clarity of major themes +/- + + + + + - - + + + + + 

32. Clarify of minor themes - + + + + + + + +/- + + +/- - 

Total + 16 17 21 15 16 18 11 15 15 16 15 16 13 

Total +/- 1 1 0 1 1 2 3 1 4 2 1 0 0 

Total - 14 13 11 14 14 12 18 16 13 14 16 15 18 

Total ? 1 1 1 1 1 1 1 1 1 1 1 1 1 

Total NA 0 0 0 1 0 0 0 0 0 0 0 0 0 

Total score 16.5 17.5 21 15.5 16.5 19 12.5 15.5 17 17 15.5 16 13 

NA = not applicable; + = criterion properly described, a score of 1 was assigned; - criterion not described, a score of 0 was assigned; +/- criterion incomplete described, a score of 0.5 
was assigned; ?= criterion not possible to assess, no score was assigned 
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 Table A7. Evidence from qualitative studies 

Author, year,  

country  

Aim and 
methods 

Population 

no.  

Outcomes Quality of 
reporting 

Total score 

I3. ACP in COPD 

Simpson 201160 

Canada 

* To describe 
preliminary 
observations 
about ACP 
sessions 

* Semi-
structured 
interview study 

Patients with 
advanced  
COPD  
n=8 

Informal care 
givers 
n=7 

* EOL is a difficult, if not a taboo subject. There was Initial resistance 
in 6/8 patients, but in the end all were able to discuss EOL-concerns 
* Talking about illness concerns and experiences with an interested 
clinician made patients feel having their questions and concerns heard 
and answered. They felt the opportunity to learn more about end-of-life 
care options, preferences and documentation  
* The approach was both acceptable and meaningful and left 
participants with hope intact   

17 of 32 

Simpson 201261 

Canada 

* To report 
findings from an 
ACP approach 

* Semi-
structured 
interview study 

 

“ 

* Patients felt heard and cared for and more informed about COPD 
and medical, ethical, and legal aspects of ACP 

* No patient expressed negative comment about the experience 
* The session felt as ‘breaching imposed silence’, as having a chance 
to consider values and preferences and clarify wishes 
* Half of patients had a discussion with surrogate 
* Half of patients started creating or completed an AD 
* ACP approach was not only acceptable but appreciated and not 
detrimental to hope 

15.5 of 32 

I4. ACP in early dementia (APC-ED) 

Poppe56 2013 

UK 

* To explore the 
acceptability of 
ACP-ED  

* Semi-
structured 
interview study 

Patients with early  
(mild) dementia 
and their carers 
n= 12 patients 

n = 8 carers  
n = 6 HCP 

* Patients reported ACP gave time to think about future and patients 
were more relieved, less worried and reassured about family support. 
* Surrogates reported ACP made them think about the future, 
prompted further discussions, gave opportunity to find out patient's 
wishes, brought relief and more confidence for decision-making 
* Most patients and all surrogates had positive experience 
* Patients, carers and staff said  all relevant issues were covered  
* Staff members found tool useful and flexible in facilitating 
discussions 

19 of 32 
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I7. ACP for patients with inoperable lung cancer 

Horne52 2006

UK 

* To develop
and pilot an ACP
intervention

* Semi-
structured
interview study

Patients with 
inoperable 
lung cancer 
n = 15 

Family members 
n = 6 

* Most patients were positive regarding the discussion and felt better
for it. Some patients found it quite a ‘personal thing’. Patients were
able to express their fears and talk about what may happen at the end
of life.
* Participants appreciated information given by nurse: explanation of
their disease, what may happen in the future and possible options. 
* All patients agreed to have a written record of their preferences for
future care in the EHR. They differed in their expected concordance
between their recorded preferences and actual care
* Three out of four patients who died during the data collection period
had expressed a preference to die at home and fulfilled their wish
* Family members’ reactions varied between being grateful for
opening the discussion and preferring not to think ahead and ‘live one
day at a time’.

17.5 of 32 

I14. Goals of Care Communication Guide 

Bekelman 
201751

USA 

* To determine
the feasibility of
the guide

* Semi-
structured
interview study

Patients with heart 
failure or COPD 

n = 15 patients 
and 5 informal 
caregivers 

* Goals of care communication declared to be an important topic
* The conversation had an acceptable length, flowed well and was
clear

16.5 of 32 

I18. Living Well Interview 

Schwartz 
200359

USA 

* To identify the
best subset of
questions and to
examine
interrelationships
between themes

* Content
analysis of
conversations

Terminally ill 
patients 
n = 52 

* A question about hope for those closest to the patient evoked most
emotion
* Questions about events to look forward to, about religious or spiritual
beliefs and about meaningfulness of this life time tended not to be 
asked or answered 

17 of 32 

I25. Respecting Choices (RC) 
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Robinson 
201157 

USA 

* To explore the 
applicability and 
usefulness of 
RC 

* Semi-
structured 
interview study 

Patients 
diagnosed with 
advanced lung 
cancer and a 
family 
member 
n= 9 dyads 

* All participants evaluated the intervention as difficult but helpful 
* The patient-centered, individual focus of the questions was shifted 
towards a family-centered, relational focus by the participants 
* Patients acknowledged closeness and importance of the relationship 
with their participating family members 
* Dyads demonstrated mutual support through family solidarity, 
particularly around hopes for the plan of care 

 

12.5 of 32 

Robinson 
201258 

USA 

* To explore the 
process and 
outcomes of RC 

* Semi-
structured 
interview study 

 

 

“ 

* The dyads found the ACP interview helpful, important, and, although 
very emotional, easier than anticipated. 1 dyad stopped the interview, 
as the proxy was overwhelmed 
* There was no interference between ACP and hope for cure, hope 
restrained during the interviews and over time  

15.5 of 32 

Niranjan 201855 

USA 

* To explores 
barriers and 
facilitators in 
initiating RC-
conversations 

* Semi 
structured 
interview study 

Lay patient 
navigators 

n = 26 

* Key facilitators for ACP-conversations:  physician buy-in, patient 
readiness, and navigators’ prior experience with end-of-life decision-
making 

* Challenges to initiating ACP conversations: timing of the 
conversation and social and personal taboos about discussing dying 

16.5 of 32 
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I28. Sharing Patient’s Illness Representations to Increase Trust (SPIRIT) 

Metzger 201654 

USA  

* To describe 
experiences with 
and 
perspectives on 
SPIRIT-Heart 
Failure 

* Semi-
structured 
interview study 

Heart failure 
patients with LVAD 
N = 14 dyads 
(Intervention arm 
RCT Metzger 
201664) 

* Twenty-five participants had a positive experience, 3 mixed 
* Sharing emotions and experiences laid foundation for rest of 
conversation 
* ACP was perceived beneficial, but “stirred up some emotions” that 
were “tough to deal with.” 
* Sharing their HF-stories was a positive and essential part of the 
experience 
* Participating in SPIRIT-HF led to greater peace of mind for patients 
and surrogates 
* ACP discussions should take an individualized approach and best 
timing may vary 

15.5 of 32 

Song 201762 

USA 

* To explore 
perspectives on 
the process and 
impact of SPIRIT  

* Semi 
structured 
interview study  

Bereaved 
surrogates of 
patients from 
outpatient dialysis 
centers 

n = 24 
(Intervention arm 
RCT Song 201567) 

* opportunity to discuss avoidable topics 
* SPIRIT helped to share feelings, was eye-opening regarding 
understanding patients illness, progression and EOL-care, closer 
relationship in dyad, surrogate feeling prepared for EOL DM 

16 of 32 

I30. The One Slide 

Stanford 201363 

South-Africa 

* To determine 
perceived 
relevance of 
ACP and refine 
a tool for ACP 

* Focus group 
study 

 

Hospice staff, 
teachers and 
pastors 

n = 51 

* ACP conversations and formalizing wishes is worthwhile, but 
implementing whishes might be difficult, i.e. regarding dying at home 
* Discussion should take place before advanced illness, as early as 
possible. The taboo of speaking about death is a barrier 
* Advocacy is needed to improve ACP awareness 
* Family or proxies should be involved in ACP 
* Strong support for the concept and utility of using the One Slide 

13 of 32 
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I33. Value Discussion Guide (VDG) 

Karel 200453

USA 

* To describe
experiences with
VDG with and
without a
facilitator

* Semi-
structured
interview study

Male veterans > 
50 
years with AD and 
their surrogate 
n= 10 dyads 

* 40% preferred facilitated discussion, 10% preferred self-guided
discussion, 20% differed in preference, 30% had no preference
* Discussions resulted in improved or confirmed understanding
between veteran and surrogate and clarification of surrogates role 
* Several surrogates hoped ACP could prevent feelings of guilt later
on
* Sharing stories about prior experiences with EOL decisions provided
opportunity for emotional connection.
* None perceived discussions as upsetting, yet emotional. None quit
the interview, but several participants were sad or crying
* Guide was perceived acceptable and providing a helpful structure

21 of 32 

ACP = advance care planning; AD = Advance Directive; COPD =  Chronic Obstructive Pulmonary Disease; EHR = Electronic Health Record; 
EOL = End of Life; DM = Decision Making; HF = Heart Failure; RCT = Randomized Controlled Trial; LVAD = Left Ventricular Assisted Device 
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Topic lists Anticipating the future 
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Topic list 1: Anticipating future care and treatment (parents) 

Anticipating future care 

A component of palliative care is to anticipate in order to be able to (continue to) provide high 

quality care. 

- To what extent do you experience that professionals (doctors, nurses, case managers) 

look ahead with you/prepare you for future situations? 

- How do you experience this looking ahead? Are you able to follow this approach? 

- What (goals) do the doctors have in mind for your child? What are the doctors 

envisioning for your child?  

 

To what extent do you occupy yourself with the thoughts about the moment your child will 

decline? 

With respect to your child’s situation: to what extent are you able to look ahead, and is it 

something that you want to/feel a need for?  

- What are the thoughts you are having? 

- What are your preferences? What is important to you? 

- Are there things you are afraid of or things (issues/aspects) you have concerns about?  

- What support do you think you will possibly need by that time? 

 

Have there been other situations (so far) which made you look ahead or that compelled you to 

look ahead?  

Healthcare professionals sometimes struggle to look ahead or anticipate with parents or to 

prepare them. Do you have any ideas or tips how professionals could best handle this?  
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Topic list 2: Anticipating future care and treatment (healthcare professional) 

Anticipating future care 

The idea is that palliative care can benefit from anticipating care.  

- Do you think anticipating care is important?  

- To what extent can/could anticipating care be achieved for this child/family? 

- What does anticipation/advance care mean/entail with respect to this family?  

- How was anticipation/advance care formalized in this situation?  

- What is/was your role in the approach to anticipating care?  

- How do you view your role?  

- How do you approach your role? 

 

What do you and the child’s parents envision with respect to future care (the future)? What do 

you aim for?  

- Are you and the child’s parents on the same page?  

- To what extent are parents able to follow you in this approach? 

- How do you try to achieve this? What is your approach? 

 

One of the components of anticipating care is setting up a care plan/palliative protocol.  

- To what extent is this applicable to this family?  

- How is the care plan achieved? 

- What was your role? What was the parents’ role? 

 

Are there issues/aspects you are already considering/anticipating, but which parents have not 

taken into consideration yet?  

- What kind of issues/aspects are you already thinking about? 

- What is the reason you are not (yet) discussing these issues/aspects with the 

parents? 
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Questionnaire Survey study  
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Dear colleague, 

We kindly ask you to participate in this online survey about communication with seriously ill children and 
their families regarding their goals and preferences for future medical care and treatment. The study 
focuses on pediatricians acting as the primary care provider when  taking care of children below the age of 
18 with life-limiting or life-threatening diseases.  

This survey is part of a greater research project, called ‘Pediatric Advance Care Planning in ContexT’ 
(PACT-pediatrics). This project collaborates with the following Dutch children’s hospitals: Amalia 
Children’s Hospital, Beatrix Children’s hospital, Emma Children’s hospital, Sophia Children’s hospital, 
Wilhelmina Children’s hospital and the Princess Máxima Centrum for Pediatric Oncology.  

The aim of this project is to develop an intervention which will enable to timely discussions on future 
medical care and treatment with children and their families. Your opinion about communication with 
seriously ill children and their families will help us align this intervention with your practical clinical 
experiences. Completion of the questionnaire will take 10-15 minutes. We greatly appreciate your 
participation. 

The survey consists of two parts: 

1. Your personal experiences with your most recent case of a child who died

2. Your opinions regarding Advance Care Planning in general

If you have any further questions, please consult our executive researcher Jurrianne Fahner, 
j.c.fahner@umcutrecht.nl

Thank you for your cooperation. 

Kind regards, 

Prof. dr. Hans van Delden,  dr. Marijke Kars and drs. Jurrianne Fahner 
Julius Center for Health Sciences and Primary Care, UMCU 

Prof. dr. Agnes van der Heide and dr. Judith Rietjens 
Department of Public Health, Erasmus MC 
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Part 1 
Personal experiences 

1. Have you ever been involved as the primary responsible pediatrician in the care of a child with a life-
limiting or life-threatening disease until the child’s death?  

� yes 
� no (respondents will be directed to part 2 of the survey ) 

The following questions address your experiences as the primary responsible pediatrician with the 
most recent case of a child that died of a life-limiting or life-threatening disease. 

General characteristics 

2. In what year did the child die? ���� 
 

3. What was the child’s age at death?  
Age:  �� years and �� months 
 

4. What was the location of death? 
� Home 
� Hospital 
� Hospice 
� Elsewhere, namely   
� Unknown 

 
5. What was the gender of the child? 

� Male 
� Female 

 
6. What was the main diagnosis of the child? 

� Neoplasms 
� Hematological disease 
� Endocrine disease 
� Infectious disease 
� Metabolic disease 
� Mental and behavioral disorder 
� Disease of the nervous system 
� Disease of the circulatory system 
� Disease of the respiratory system 
� Disease of the digestive system 
� Disease of skin/subcutaneous tissue 
� Disease of muscular system and connective tissue 
� Disease of the genitourinary system 
� Congenital anomalies 
� Conditions originating in the perinatal period 
� Symptoms, signs and ill-defined conditions 
� Other, namely 
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7. Which phases were included in the disease trajectory of the child? 
 (Please check all that apply) 
� Diagnostic phase 
� Stable phase 
� Phase of clinical decline 
� End of life period 

 
8. During your treatment of the child, was he/she at any point able to communicate a choice, to 

understand the relevant information, to appreciate the medical consequences of the situation, and to 
reason about treatment choices?  

� Yes 
� No, due to age 
� No, due to developmental delay 
� No, due to reduced level of consciousness  
� No, due to emotional distress 
� No, due to a mental disorder 
� No, due to   

 
9. For how long were you the primary responsible physician of the child?  

Duration of involvement:  
 �� years  �� months  �� days 
 

10. In which phases of the disease trajectory were you involved? 
 (Please check all that apply) 

� During the diagnostic phase 
� During a period of stability  
� During a phase of clinical decline 
� During the end of life period 
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Content of the conversations 

Which topics did you discuss with the child or the parents during your involvement as the child’s 
physician? Please check all that apply. 

Topic Child Parent 

11. The child’s diagnosis �  �  

12. The child’s life expectancy �  �  

13. Future physical functioning of the child �  �  

14. Future social-emotional functioning of the child �  �  

15. Expected symptoms in the end of life period �  �  

16. Goals of future medical care and treatment 
�  

�  

17. Code status or treatment limitations �  �  

18. Practical issues in the daily care for the child �  �  

19. The child’s and parents’ hopes �  �  

20. The child’s joy in living �  �  

21. Fears and worries of the child and parents 
�  

�  

22. Way of coping with feelings of loss and grief �  �  

23. The capacities of the family �  �  

24. Social network of the family �  �  

25. Preferences for location of death �  �  

 

26. Were there any goals of care or preferences for future medical care, documented in the medical 
record?  

� Yes 
� No 
� Partial 

 
27. Did you explicitly discuss who would be the legal representative of the child? 

 (Please check all that apply) 
� Yes, with the child 
� Yes, with the father 
� Yes, with the mother 
� Yes, with another person, namely 
� No 
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28. Was the legal representative of the child documented in the medical record?
� Yes, both parents were documented as legal representatives 
� Yes, the father was documented as legal representative 
� Yes, the mother was documented as legal representative 
� Yes, someone else was documented as legal representative, namely, 
� No 

29. Did the care provided correspond with the preferences of the child?
� Not at all 
� Not really 
� Somewhat 
� Very much 
� Totally 
� Unclear 

30. Did the provided care correspond with the preferences of the parents?
� Not at all 
� Not really 
� Somewhat 
� Very much 
� Totally 
� Unclear 

31. Did the provided care correspond with prior conversations about preferences and goals for care?
� Not at all 
� Not really 
� Somewhat 
� Very much 
� Totally 

32. Are you satisfied with your communication in this case?
� Not at all 
� Not really 
� Somewhat 
� Very much 
� Totally 

Part 2 Attitudes regarding Advance Care Planning in general 

This part of the survey pertains to your opinions about conversations with children* and their parents 
regarding their goals and preferences for future medical care and treatment.  

At the end of the survey your personal information will be asked and any additional comments can be 
written down. 

* This concerns children below the of age 18 with a life-limiting or life-threatening disease
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In your experience, do the following issues serve as barriers to conversations with parents and 
children regarding their goals and preferences for future medical care and treatment? 

Never Rarely 
Some- 

times 
Often Very often 

33. Uncertainty about diagnosis � � � � � 

34. Uncertainty about life expectancy � � � � � 

35. A lack of a trusting relationship with the child and
parents

� � � � � 

36. The inability of the child/parents to oversee their
situation

� � � � � 

37. The emotionally distressing nature of the
conversation for the child/parents

� � � � � 

38. The fear of taking away or diminishing a sense of
hope

� � � � � 

39. A language barrier � � � � � 

40. Cultural or religious differences � � � � � 

41. Divisions within the medical team regarding the
child’s care and treatment

� � � � � 

42. The clinician’s time constraints � � � � � 

43. The clinician’s uncertainty about his/her
communication skills

� � � � � 

44. The emotionally distressing nature of the
conversation for the clinician

� � � � � 
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In your experience, do the following factors help facilitate conversations with parents and children 
regarding their goals and preferences for future medical care and treatment? 

 
Never Rarely 

Some- 

times 
Often Very often 

45. Clinician continuity 
 

� � � � � 

46. The presence of a nurse during the conversation 
 

� � � � � 

47. Multidisciplinary consultation prior to the conversation 
 

� � � � � 

48. Assistance for the child and parents in preparing for the 
conversation  
 

� � � � � 

49. The availability of a pediatric palliative care team 
 

� � � � � 

50. Communication skills training for the clinician 
 

� � � � � 

51. The availability of a written conversation guide 
 

� � � � � 

52. A structured format to document the conversation � � � � � 

 

53. In your opinion, when should a conversation with children and parents about goals and preferences 
for care take place?  

 (Please check all that apply) 
� Upon diagnosis 
� During a stable phase 
� During clinical deterioration  
� In the end of life phase 
� Never 
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Conversations about goals and preferences for future medical care and treatment… 

Strongly 

disagree Disagree Neutral Agree 
Strongly 
agree 

54. occur often enough in current medical
practice

� � � � � 

55. improve the quality of care � � � � � 

56. increase the use of palliative care � � � � � 

57. have to result in the documentation of a code
status or treatment limitation

� � � � � 

58. are mainly to inform the child/parents � � � � � 

59. put the child/parents in control � � � � � 

60. improve shared decision-making with the
child/parents

� � � � � 
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Do you agree with the following statements: 

Strongly 

disagree Disagree Neutral Agree 
Strongly 
agree 

61. I am capable of letting parents express their
fears, feelings, and expectations

� � � � � 

62. I am capable of letting children express their
fears, feelings, and expectations

� � � � � 

63. I am capable of adequately sharing bad news
with parents

� � � � � 

64. I am capable of adequately sharing bad news
with children

� � � � � 

65. I am capable of adequately discussing
treatment limitations with parents

� � � � � 

66. I am capable of adequately discussing
treatment limitations with children

� � � � � 

67. I am capable of verifying whether my
conversation partners understand me
correctly

� � � � � 

68. I am capable of adequately handling
emotions in conversations

� � � � � 

276



Personal information 

69. What is your gender?
� Male 
� Female 

70. What’s your age?
�� Years 

71. What year did you graduate from medical school?
���� 

72. How many years have you been working as a clinician in pediatrics (including years of training after
graduation from medical school)?

�� years 

73. What is your subspecialty?
(Please check all that apply)

� General pediatrics 
� Allergology 
� Cardiology 
� Endocrinology 
� Genetic and Congenital disorders 
� Gastro enterology 
� Hematology 
� Infectious diseases/immunology 
� Intensive Care 
� Metabolic diseases 
� Nephrology 
� Neonatology 
� Neurology 
� Oncology 
� Pulmonology 
� Rheumatology/immunology 
� Social pediatrics 
� Other, namely 

 Any additional comments: 

Thank you very much for completing this survey! 
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Topic lists Developmental phase   
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Topic list 1: Development phase (parents) 

Anticipating the future  

• Do/did you look forward to your child’s future?  

• When you look/looked forward to the future of your child, what thoughts come/came to 

your mind?  

• What do/did you consider to be important when thinking about your child’s future?  

Sharing perspectives about the future  

• Do/did  you talk with your pediatrician about your child’s future? Or with other clinicians?  

• Which topics do/did you talk about? Where there any topics you could not discuss about 

with your child’s clinicians? 

• Do/did you talk about your child’s prognosis? How is/was that feeling for you?  

• Do/did you talk about what is important to you when thinking about your child’s future? 

• Do/did you talk about future scenario’s regarding your child’s condition?  

• Would you like to see anything different in conversations with clinicians?  

Experiences with thinking about ACP topics 

• How do/did you think about your hopes for your child? How do you value talking about 

hopes?  

• Do/did you talk about your fears and worries?  

• Do/did you have any experiences with treatment limitations? What experiences?  

• What future goals do/did you aim for with your child?   

• Is/was there anything you certainly did not want for your child’s future? 

Views on decision making  

• What is/was your role in decision making regarding your child’s future care and 

treatment?  

• How do/did your perspectives on the future play a role in decision making regarding 

your child’s future care and treatment?  

279



Topic list 2: Development phase (children) 

Anticipating the future  

• Do you look forward to your future? 

• When you look forward to the future, what thoughts come to your mind?  

Sharing perspectives about the future  

• Do you talk with your pediatrician or nurse about your future? How do you feel about 

that? Do they know what is important to you? 

Views on decision making  

• What is your role in decision making about your care and treatment?  

• How do your perspectives on the future play a role in there?  

Information leaflet IMPACT  

• What do you think about the IMPACT information leaflet for children? 

• Which questions from the leaflet do you like? 

• Which questions don’t you like? 

• Do you think these questions and topics are appropriate for your situation? 

• Do you think you could answer these questions?  

• Would you like to talk about these questions and topics with your pediatricians or nurse? 

Why? Why not? 
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Topic list 3: Developmental phase (clinicians) 

Experiences with discussions about future care and treatment 

• Do you speak with children or  their parents about the child’s future and future care and

treatment? How do you set up such conversations?

• What are triggers to talk about the future?

o What is the role of prognostication or prognostic uncertainty?

o Are there any factors that complicate or facilitate discussions about the future?

• What do you aim for when discussing future care and treatment with children or parents?

• What themes do you discuss in such conversations?

• Do you have sufficient attention for the child’s future in your patient encounters?

• What is your experience with discussing treatment limitations?

• How do you document any conversations about future care and treatment?

Content of advance care planning 

• How do you explore the child’s and parents’ perspectives regarding the child’s condition

and the future?

o Do you explore what their values are? Or what they consider important? And what

they hope for? And if they have any fears and worries?

o Do you explore these themes with parents or with children themselves as well?

Does the child has a voice in those conversations?

o Who do you involve in the conversations? Why?

o How do you experience the balance between the parents’ wishes and the best

interests of the child?

Feasibility and effectiveness of advance care planning 

• Do you experience any added value of the exploration of values, goals and preferences

for future care and treatment with children and their parents?

o How can family values be integrated in future care and treatment?
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o Do you perceive any benefits from sharing goals/hopes/fears/worries in guiding 

future care and treatment? 

o Do the conversations have any effect on shared decision making?  

• Do you think advance care planning needs to be implemented in pediatric care?  

o Does ACP occur sufficiently in pediatric practice?  

o What are pros and cons? 

• How do you think clinicians, parents and children you work with see the concept of ACP? 
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Topic lists Pilot phase 
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Topic list 1 Pilot phase (parents) 

Background child 

• Could you tell me something about your child and family? How is you child doing at the

moment?

Rating ACP conversation 

• How do you value the conversation with your physician/nurse on a scale from 0-10?

Experiences ACP conversation 

• What do you think about the conversation?

o What did you like to talk about? What didn’t you like to talk about?

o Where there any difficult topics to talk about?

o What topics did you consider most important?

o Did you miss any topics you consider important?

• Where there any differences between this conversation and the regular appointments

with your child’s clinician?

• Do you think your child’s clinician heard any new information from you during the

conversation? Did you hear anything new in the conversation?

• How did you feel during the conversation? Did you feel heard?

Effect ACP conversation 

• What do you remember of the conversation?

o Did you talk about it with others afterwards? With your spouse for example?

o Did you write anything down after the conversation?

• Did the conversation change your view on your child’s future, disease, treatment or

clinician? How do you feel about that?

• Do you think there will follow any changes in your child’s care and treatment based on

the conversation? Is there anything you would like to be different based on the

conversation?
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• Would you like to have a follow-up conversation? What would you talk about then?  

• Would you recommend a conversation like this to other children or families?  

• How can we improve such conversations?  

Materials IMPACT 

• What do you think about the information leaflet to prepare for the conversation? 

• Did you have any expectations about the conversations in advance?  

• Did you use think about the questions in the leaflet prior to the conversation? Did you 

talk about the questions in the booklet with someone else before the conversation? 
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Topic list 2 Pilot phase (children) 

Background child 

• Could you tell me something about who you are? How about your illness at this

moment?

Rating ACP conversation 

• How do you value the conversation with your physician/nurse on a scale from 0-10?

Experiences ACP conversation 

• What do you think about the conversation?

o What did you like to talk about? What didn’t you like to talk about?

o Where there any difficult topics to talk about?

o What topics did you consider most important?

o Did you miss any topics you consider important?

• Where there any differences between this conversation and the regular appointments

with your clinician?

• Do you think your clinician or your parents heard any new information from you during

the conversation? Did you or your parents hear anything new in the conversation?

• How did you feel during the conversation? Did you feel heard?

Effect ACP conversation 

• What do you remember of the conversation?

o Did you talk about it with others afterwards? With your parents for example?

o Did you write anything down after the conversation?

• Did the conversation change your view on your future, your disease, your treatment, your

family or your clinician? How do you feel about that?

• Do you think there will follow any changes in your care and treatment based on the

conversation? Is there anything you would like to be different based on the conversation?

• Would you like to have a follow-up conversation? What would you talk about then?
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• Would you recommend a conversation like this to other children or families?  

• How can we improve such conversations?  

Materials IMPACT 

• What do you think about the information leaflet to prepare for the conversation? 

• Did you have any expectations about the conversations in advance?  

• Did you use the fill-in booklet? Did you talk about the questions in the booklet with 

someone else before the conversation?  
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Topic list 3 Pilot phase (clinicians) 

Rating ACP conversations 

• How do you value the ACP conversations you conducted during the pilot study on a scale

from 0-10?

Experiences ACP conversations 

• How do you look back on the conversations?

o What went well?

o What would you like to do differently?

o Where there any difficult topics to discuss?

o To what extent were the conversations different from your regular patient

encounters?

o Did you experience any difficulties to integrate the ACP conversations in your

daily practice?

o How did you feel during the conversations and afterwards?

o How did your conversation partners react during the conversations?

Effect ACP conversations 

• Did the conversations change your view on the child or family?

• What do you get out of the conversations as a clinician?

• To what extent did the conversations influence planning of future care and treatment? Do

the conversations have any influence on (medical) decision making?

Materials IMPACT 

• What do you think about the IMPACT training? Did you use it in daily practice?

• Did you use the verbal examples during the conversations?

• What do you think about the conversation guide?

• What do you think about the documentation of the conversations?
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• Did you use IMPACT (materials or training) in your work apart from the conversations 

included in the study? Will you use any elements in your work now the study has ended?  

• Do you think ACP conversations have to be part of regular care? Why or why not? Who 

needs to be  involved in ACP? What are next steps in the implementation of ACP in 

pediatrics?   
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