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Thesis abstract  

 

Background 

Parents and healthcare professionals caring for children with life-limiting and life-

threatening conditions are required to make a continuous number of interconnected 

decisions about medical care during a child’s life continuum. Reaching decisional 

agreement through collaboration has been identified as good practice but is poorly 

implemented and understood. In the Czech Republic, little is known about decision-

making in paediatric care. 

 

Aim 

To explore how parents and healthcare professionals make decisions about medical 

care for children with life-limiting and life-threatening conditions in the Czech 

Republic. 

 

Methods 

A qualitative multiple case study design, underpinned by constructivism was adopted. 

Each case was defined by a child and consisted of a parent and healthcare professional. 

Data were collected by interviews and documentary analysis within a single hospital 

setting in the Czech Republic. Narrative analysis guided the within-case and cross-case 

analysis.  

 

 

 



5 

 

Findings 

The study comprised ten cases with 21 participants (n=10 parents, n=11 healthcare 

professionals). Six categories were identified; five categories of factors which influence 

medical decision-making (Information and Knowledge, Child, Parents, Family, and 

Environment), with a sixth category of the Decision-Making Approach (comprising, 

parent-guided, physician-driven, or shared). A conceptual model of medical decision-

making was developed to depict the interrelationships between the categories.  

 

Discussion and Conclusion 

Decision-making for children with life-limiting and life-threatening conditions, takes 

place in a complex landscape, with the decision-makers individually influenced by 

multiple external, personal and relational factors. Shared decision-making is seen as 

desirable but is challenging to implement, due to power imbalances, communication 

challenges (exacerbated by time restrictions) and parental uncertainty about their 

role. 

 

 Achieving shared decision-making requires respectful relationships, access to 

information, taking account of the factors which influence parents and their capacity 

to participate in decision-making, and achieving aligned perspectives on the child’s 

best interests, all of which are enabled by the involvement of paediatric palliative care 

teams.   
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Chapter 1.  Introduction and background 

1.1 Introduction 

The focus of interest of this qualitative case study is decision-making about medical 

care for children with life-limiting and life-threatening conditions, from the 

perspective of parents and healthcare professionals. 

 

In this study, the topic of decision-making is addressed by a qualitative case study 

approach to elicit perspectives of parents and healthcare professionals. A qualitative 

case study design enables the researcher to explore decision-making in real-life 

contexts, and to identify how decisions about medical care are made. Narrative 

analysis guided the analytical process of data collected through interviews, and by a 

review of electronic medical records. 

 

The aspiration of this research is to generate new knowledge in the field of medical 

decision-making for children with life-limiting and life-threatening conditions and to 

provide insights into the dynamics of medical decision-making in a paediatric context.  

 

The introductory chapter starts with discussion on the population of children with life-

limiting and life-threatening conditions, paediatric palliative care, and the key 

concepts of decision-making within this population. This is followed by discussion of 

decision-making in paediatrics. The involvement of parents and healthcare 

professionals is presented together with different approaches to decision-making. The 
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cultural specifics of the Czech Republic, where this study is set, are presented in detail 

in the next section of the chapter, focusing on healthcare and palliative care provision. 

To better understand my motivations for pursing this research topic, my background 

as a researcher and my personal story are also included in this chapter. Finally, the 

chapter concludes with a description of the thesis structure. 

 

1.2 Children living with life-limiting and life-threatening conditions  

Globally, an estimated 21 million children live with life-limiting and life-threatening 

conditions (Connor et al., 2017). Over 370 diagnoses from the International 

Classification of Diseases (ICD 10) have been identified as life-limiting or life-

threatening in children population (Hain et al., 2013) and the prevalence is showing an 

upward trend (Bowers et al., 2020; Fraser et al., 2021). Among the life-limiting and life-

threatening conditions - neurological, neuromuscular, congenital, or perinatal are the 

most common (Fraser et al., 2020; Hardelid et al., 2014).  

 

Conditions classified as life-limiting and life-threatening are categorised into four 

categories based on the course of the illness and the expected outcome (ACT, 2009). 

The categories are the following:  (category 1) life-threatening conditions with possible 

cure which can fail, such as cancer; (category 2) conditions with inevitable premature 

death where intensive treatment prolonging life is available, such as cystic fibrosis; 

(category 3) progressive conditions without curative treatment options, where 

treatment is exclusively palliative, e.g. Batten disease; and (category 4) irreversible but 

non-progressive conditions causing severe disability and the likelihood of premature 
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death such as cerebral palsy (ACT, 2009). Category one includes conditions classified 

as life-threatening, while categories two, three and four include life-limiting conditions 

(Chambers, 2018). This categorisation was recently expanded by adding a fifth 

category, including unborn children and neonates who may benefit from perinatal 

palliative care (Benini et al., 2022). A description of the five categories of life-limiting 

and life-threatening conditions is presented in Table 1. 

 

This widely used classification encompasses a  heterogeneous group of diagnoses, but 

does not include all serious illnesses that children may endure (Fraser et al., 2020). The 

nomenclature is also open to criticism as life-limiting may refer to the limitation of 

abilities and not limitations to the expected length of life of the child, and the term 

life-threatening is often used interchangeably with life-limiting, which may be a source 

of confusion (Noyes et al., 2013).  

 

Children living with conditions classified as life-limiting or life-threatening benefit from 

paediatric palliative care and therefore should have access to adequate palliative care 

provision (Benini et al., 2022). Paediatric palliative care is introduced in the following 

section. 
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Table 1 Categories of life-limiting and life-threatening conditions 

(Adapted from Benini et al., 2022, p. e533) 

Category Description 

Category 1 Life-threatening conditions for which curative treatment may be 

feasible but can fail. Patients may have complex needs which may 

benefit from palliative care services. After achieving remission or 

following successful treatment, palliative care provision can be ceased 

(e.g., cancer, irreversible organ failures of heart, liver, kidney). 

Category 2 Conditions through which premature death is inevitable, where there 

may be long periods of intensive treatment aimed at prolonging life 

and allowing participation in normal activities (e.g., cystic fibrosis, 

Duchenne muscular dystrophy). 

Category 3 Progressive conditions without curative treatment options, where 

treatment is exclusively palliative and may commonly extend over 

many years (e.g., Batten disease, mucopolysaccharidoses). 

Category 4 Irreversible but non-progressive conditions causing severe disability 

leading to susceptibility to health complications and the likelihood of 

premature death (e.g., severe cerebral palsy, multiple disabilities such 

as following brain or spinal cord injury). 

Additional category 

Category 5 Unborn children with major health issues who may not live through 

birth, neonates with limited life expectancy or with birth anomalies 

that may threaten vital functions, and neonates requiring intensive 

care. 

 

1.2.1 Paediatric palliative care  

Paediatric palliative care was defined by the World Health Organisation as following: 

“Palliative care for children is the active total care of the child’s body, mind and spirit, 
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and also involves giving support to the family. It begins when illness is diagnosed and 

continues regardless of whether or not a child receives treatment directed at the 

disease. Healthcare providers must evaluate and alleviate a child’s physical, 

psychological and social distress” (IMPaCTT, 2007, p. 2). 

 

The primary goal of paediatric palliative care is to improve the quality of life of the ill 

child and its family (Bergstraesser, 2013). This is achieved through pain and other 

symptoms management, by providing goal concordant care, respecting family wishes 

and including parents in care and decision-making (IMPaCTT, 2007). Paediatric 

palliative care is child and family-orientated, and family has an active role in the care 

management (Chelazzi et al., 2023). Open, respectful communication together with 

emotional support were identified by parents as important components of paediatric 

palliative care (Crozier & Hancock, 2012).  

 

The child and its family can benefit from paediatric palliative care the most, when the 

care provision starts early, ideally at the time of receiving the diagnosis (Benini et al., 

2022). Early integration of paediatric palliative care into standard care has the 

potential to improve symptom burden, improve the child’s quality of life, and affect 

the choice of place of death (Mack & Wolfe, 2006; S. Mitchell et al., 2017). Additionally, 

it can reduce the use of intensive treatment and promote advance care planning 

during the end-of-life stage (Taylor et al., 2020). 

Advance care planning and shared decision-making are core components of paediatric 

palliative care (Marcus et al., 2020; S. Mitchell et al., 2017). Types of decisions which 

are common in paediatric palliative care are explored next. 
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1.2.2 Types of decisions made for children with life-limiting and life-threatening 

conditions  

The conditions classified as life-limiting and life-threatening represent a wide range of 

diagnoses, as presented above, and the majority of them are characterised by 

uncertain prognosis and the need to make several difficult decisions about medical 

care during the child’s life (Popejoy et al., 2017; Zaal-Schuller, de Vos, et al., 2016).  

 

The decision-making starts at diagnosis and continues during the child’s life (Allen, 

2014). For some children, the decision-making begins prior to birth, when parents are 

informed about the diagnosis prenatally and are required to make decisions about the 

unborn child, including continuing or terminating the pregnancy (Luz et al., 2017; 

Toebbe et al., 2013). 

 

Throughout the child’s life, parents and healthcare professionals make diverse 

decisions for the child (Carroll et al., 2012). The decisions which may need to be made 

include on such conditions a tracheostomy and assisted ventilation,  placement of 

gastrostomy and artificial feeding, and end-of-life care decisions (Jonas et al., 2022). 

Decisions about surgical interventions are also common (Ellis et al., 2024; Traynor et 

al., 2021).  

 

An overview of the types of decisions parents and healthcare professionals may 

encounter during the care of the ill children is presented in Table 2. 
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Table 2 Types of medical decision for children with life-limiting and life-threatening 
conditions 

(Adapted from: Beecham et al., 2017; Ellis et al., 2024; Jonas et al., 2022) 

Category  Type of decision 

Ventilation Tracheostomy 

Ventilator placement 

Long-term mechanical ventilation 

Nutrition  Gastrostomy tube placement 

Nasogastric tube placement 

Artificial nutrition and hydration (enteral, parenteral) 

Surgical 

interventions 

Central venous access, endoscopy, biopsy, bone marrow 

aspirate, injections, lumbar puncture, catheterisation, 

anaesthesia and others 

Advance care 

planning/ end-of-life 

care 

Place of care 

Place of death 

Limitation of treatment -  

                        Aggressive and invasive treatment 

                        Use of antibiotics 

                        Nutrition  

                        Admission to paediatric intensive care unit 

                        Intubation and assisted breathing 

                        Resuscitation and its extent 

 

End-of-life care decisions are addressed through advance care planning and range 

from choices about place of care, and place of death, to decisions about limiting 

treatment and nutrition, withdrawal of treatment and resuscitation status (Carr et al., 

2021; Jonas et al., 2022; Tsai, 2008). Decisions about intensive treatment during the 

end-of-life stage present a complex balance of potential benefit and harm. In the 

paediatric setting, it is common for intensive care to be provided up until the death of 
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the child (Johnston et al., 2017; Kassam et al., 2017; Widger et al., 2023). While 

intensive interventions may offer a chance of survival or prolonged life, and maintain 

hope, intensive treatment can also lead to prolonged suffering, reduced quality of life, 

and increased psychological burden (Blume et al., 2014; Wolfe et al., 2000). 

Additionally, the provision of intensive treatment can delay or complicate transitions 

to palliative care and hinder advance care planning (Deming et al., 2022). Healthcare 

professionals often struggle to balance curative intent with palliative goals, especially 

in acute healthcare settings (McLorie et al., 2025).  

 

Parental perspectives on intensive treatment at the end of life vary. For some, 

intensive interventions represent a chance of survival and an expression of hope, while 

for others they are seen as prolonging suffering and diminishing quality of life (Blume 

et al., 2014; Hirata & Kobayashi, 2023; Mekelenkamp et al., 2020). These views are 

dynamic and may change over time, influenced by parental prognostic awareness. 

However, there is evidence that parents have a limited understanding of prognosis 

and  are reluctant  to accept the severity of their child´s condition, which may in turn 

affect willingness to agree with treatment being limited or withdrawn   (Durall et al., 

2012). 

 

In addition to medical decisions, parents of children with life-limiting and life-

threatening conditions are frequently confronted with many other decisions, as 

discussed earlier (Miller et al., 2009). These include choices around everyday care 

routines, such as managing mobility, feeding, and hygiene needs (Lazzarin et al., 2018). 

Decisions about education also need to be made (Lindsay et al., 2016). Parents face 
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ongoing choices about how to support siblings, manage family dynamics, and maintain 

marital relationships (Mitchell et al., 2021; Wang & Barnard, 2004), such as the use of 

respite care to help to maintain family functioning (Eaton, 2008; Edelstein et al., 2017). 

These non-medical care decisions, while less visible in clinical discussions, exert an 

impact on the choices parents make about medical care and affect parental wellbeing 

(Hatzmann et al., 2008). Moreover, the accumulation of non-medical decisions  and 

parents’ repeated exposure to caregiving challenges has been found to affect parents’ 

decision-making style over time (Ray, 2002). Some parents adopt task-oriented 

approach characterised by active problem-solving and information-seeking, while 

others adopt a more cautious and deliberative style considering the long-term 

implications (Buchanan et al., 2022). Repeated exposure to uncertainty can increase 

parental reliance on professional guidance, while others become advocates for their 

children, particularly when encountering barriers to access to care or feeling their 

expertise is undervalued (Bogetz et al., 2022; Jonas et al., 2022). 

 

 

1.3 Decision-making in paediatrics  

In paediatric healthcare, decisions about medical care are usually made by parents and 

healthcare professionals on behalf of the children (Meert et al., 2013; RCPCH, 2004). 

The key participants in the decision-making process are parents and healthcare 

professionals, although children are also included  (Larcher et al., 2015). Participation 

of children in decision-making is influenced by their developmental stage, 

communication skills, age, mental maturity, and health condition (Benini et al., 2022; 

Chelazzi et al., 2023; Coughlin, 2018). The level of their involvement should be aligned 
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with their preferences (Lipstein et al., 2015). Children aged 16 and older are perceived 

as mentally capable of participating in the decision-making and their opinion should 

be considered (Larcher et al., 2015). Nevertheless, the involvement of children is often 

limited, and their participation is controlled by parents and healthcare professionals  

(Coyne et al., 2014; Wyatt et al., 2015). 

 

The involvement of parents and healthcare professionals in decision-making is 

discussed next, followed by the exploration of the different approaches to decision-

making.  

 

1.3.1 Involvement of parents and healthcare professionals in decision-making  

The decision-making process represents a sensitive interplay between parents and 

healthcare professionals. Parents, being the primary caregivers, function as surrogate 

decision-makers, and have the moral and legal prerogative to make choices for their 

children  (Fraser et al., 2020; Wellesley & Jenkins, 2009). Legally, parents are able to 

give consent with the proposed treatments and speak on behalf of their child (Ross et 

al., 2012). Nevertheless, parental authority to make decision for their children is not 

without limits, and is surpassed by the interests of the ill child (Harrison, 2004; Nelson 

& Nelson, 1992). In situations when parental preferences are not aligned with the 

child’s best interest, their preferences may be medically futile or could even cause 

harm to the child, their permission may not be required (Paul et al., 2017).  
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While parents have the legal right to make decisions for their children, a discrepancy 

between this right and their actual involvement exists. The power balance in the 

decision-making process is not equal, but rather to the contrary - healthcare 

professionals have a dominant role in the process and can influence parental level of 

engagement based on their authority and medical knowledge (Aarthun & Akerjordet, 

2014; Richards et al., 2018). Especially when making complex medical decisions, such 

as withholding or withdrawing treatment, healthcare professionals have a tendency 

to make those decisions based on their medical expertise or their perception of the 

child’s best interest without including parents or asking their opinion (Orfali, 2004; 

Richards et al., 2018; Vos et al., 2011). Additionally, healthcare professionals use 

various strategies during communication with parents with the aim to influence 

parental involvement in the process, such as presenting selective options or putting 

emphasis on their preferred option (Popejoy et al., 2022; Richards et al., 2018).  

 

The dominancy in the decision-making owned by healthcare professionals is reflected 

in parental experience of their participation in the decision-making which often does 

not match their preferred level (Aarthun & Akerjordet, 2014). Parents rely on the 

support of healthcare professionals and their invitation to participate in the decision-

making process (Allen, 2014; Birchley et al., 2017; Markward et al., 2013; Popejoy et 

al., 2017; Richards et al., 2018).  

 

The involvement of parents is further influenced by attitudes of healthcare 

professionals towards the decision-making process. Parental involvement can be 

minimal,  and the decisions are done by the healthcare professionals, which is 
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reflected in the paternalistic approach, or, on the other end of the spectrum, there is 

an autonomous approach which is led by the parents, or the patient (Streuli et al., 

2021). In between, is the shared decision-making approach, which according to 

current evidence is a preferred approach among parents and healthcare professionals 

alike (Elwyn et al., 2012; Higgins, 2001; Jordan et al., 2020; Postier et al., 2018).  

The theories of decision-making are discussed next. 

 

1.4 Theoretical frameworks of decision-making in medical practice 

In this section various theories of decision-making will be explored with the aim of 

presenting an overview of the theoretical frameworks used to navigate medical 

decision-making.  

 

The most common theoretical frameworks within medical decision-making are based 

on evidence-based medicine, cognitive psychology and medical education research 

(McDermott, 2008; Sackett et al., 1996). Decision-making in medicine is not purely 

rational and cognitive but is also influenced by emotions (Kozlowski et al., 2017). This 

ambivalence is reflected in the dual-process theory of decision-making, which 

emphasises that decisions are made through two systems; one system is heuristic and 

intuitive, while the second is based on analytical and deliberative reasoning (Gerrard 

et al., 2008). The dual-process framework explains how healthcare professionals utilize 

both rapid thinking based on patterns recognition and emotions for routine cases and 

slower, deliberative reasoning for complex decision-making (Djulbegovic et al., 2012).  
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Evidence-based medicine provides a theoretical framework which highlights the use 

of available evidence in medical practice (Sackett et al., 1996). Since its introduction, 

the concept of evidence-based medicine has evolved to include the preferences and 

clinical state of the patient and the clinical expertise of the individual healthcare 

professionals (Haynes, 2002). 

 

These theories can help explain how healthcare professionals make decisions by 

combining intuition and analytical thinking, however they are primarily focused on the 

healthcare professionals’ perspective and limit the involvement of patients. Currently, 

there is a tendency to move away from paternalistic models of decision-making, where 

doctors decide for patients, toward shared decision-making, which aims to include 

patients’ values and preferences alongside clinical evidence (Elwyn et al., 2012). The 

paternalistic approach and shared decision-making option are presented in the 

sections which follow. 

 

1.4.1 Paternalistic approach to decision-making 

The paternalistic approach towards decision-making emphasises the authority of 

healthcare professionals who make the decisions on behalf of their patients and 

minimises their autonomy (Charles et al., 1997; Ross et al., 2012). This approach is 

common in countries with paternalistic cultural and societal settings (Atout et al., 

2017; El Halal et al., 2013; Kilicarslan-Toruner & Akgun-Citak, 2013). In the paediatric 

setting, the argument for the use of a paternalist approach highlights the medical 

knowledge of healthcare professionals and their superior understanding of the child’s  
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specific medical condition and interests (Birchley, 2014). An argument for the 

paternalistic approach - particularly when making end-of-life decisions - is that 

parental preferences may not be aligned with the child’s best interest (Paul et al., 

2017). Additionally, the paternalist approach enables parents to pass the responsibility 

for the medical decisions onto healthcare professionals (Clark, 2012).  

 

1.4.2 Shared decision-making approach 

Shared decision-making represents a collaborative approach between healthcare 

professionals, patients  and - in the case of paediatric medicine - also parents 

(Coughlin, 2018; Stiggelbout et al., 2012). It is characterised by partnership, mutuality, 

equitability and equality between all involved parties, together with reciprocal respect 

(Jordan et al., 2020; Park & Cho, 2018). 

 

In paediatric healthcare, shared decision-making is perceived as an appropriate 

approach towards decision-making as it acknowledges the role of parents and their 

authority as experts on the child, their social circumstances, values and preferences, 

as well as the medical expertise, experience and guidance of healthcare professionals 

(Coughlin, 2018; Fiks & Jimenez, 2010; Park & Cho, 2018). The decisions are made 

jointly by parents and healthcare professionals who work together as partners, and 

the final decision represents a compromise reached through discussion based on open 

and honest information sharing (Fiks & Jimenez, 2010; Park & Cho, 2018; Wellesley & 

Jenkins, 2009).  
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While shared decision-making is presented as the optimal approach towards decision-

making, its implementation in practice is challenging. Healthcare professionals often 

have limited knowledge as to how they might proceed with shared decision-making, 

while parents lack effective support to be able to participate (Boland et al., 2016). The 

implementation of the shared decision-making approach is culturally determined, and 

with its origin in Western medicine, it is a less common in non-Western countries 

(Obeidat et al., 2013).  

 

1.5 The socio-cultural context of the study setting - the Czech Republic 

The Czech Republic is located in central Europe, covering an area of 78, 870 square 

kilometres (Figure 1). The population of the Czech Republic is reaching 10,9 million 

people with a life expectancy at birth being 76.9 years for men and 82.8 years for 

women.  

 

The country went through a turbulent geopolitical time during the 20th century. 

Previously a part of the Czechoslovak Socialist Republic, it remained under the 

communist regime for more than four decades. This era came to an end in November 

1989 with the Velvet Revolution, which marked the collapse of the regime. The fall of 

communism was followed by a separation of the two countries and the formation of 

the democratic state of the Czech Republic in 1993. Since then, the Czech Republic has 

become a part of the European Union and is a member of other international 

organisations. 
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(Havel Václav Library, 2018) 

 

1.5.1 Healthcare system in the Czech Republic 

The current healthcare system in the Czech Republic was built after the collapse of the 

communist regime. Similar to other central and eastern European countries which 

were under the Soviet influence, the reforms moved from centrally planned socialist 

healthcare systems toward market oriented healthcare models (Romaniuk & Szromek, 

2016). The healthcare administrations in post-communist nations underwent 

comprehensive transformations focused on financing mechanisms, organisational 

frameworks, and healthcare service delivery models (Rechel & McKee, 2009). The 

reforms in healthcare systems did not bring similar results for all post-communist 

countries; countries which started with the reforms early, such as Czech Republic and 

Poland, achieved better health system outcomes compared to countries with delayed 

reforms (Romaniuk & Szromek, 2016). However, the performance of the healthcare 

Figure 1 Location of the Czech Republic 
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systems in the Czech Republic, Slovakia, Poland and Hungary, which together form the 

Visegrad Four Countries, does not reach the level of other European countries (Vitéz-

Durgula et al., 2023). In the Czech Republic healthcare is provided through the 

principle of solidarity which means that access to services is equal and available to 

everyone regardless of their economic and social status. Funding is secured through a 

statutory health insurance system for which participation is mandatory and wage-

based (Alexa et al., 2015). This covers around 80 % of all medical expenditure; with the 

remainder paid through a patient contribution (Kinkorová & Topolčan, 2012). Slovakia 

also has a solidarity healthcare funding, approach with mandatory healthcare 

insurance and some medical procedures being covered directly by the patients 

(Kapalla et al., 2010). In Poland, healthcare is mainly covered by health insurance and 

the state budget and is facing the lack of healthcare personnel and financial difficulties 

(Smarżewska et al., 2022). 

 

In the Czech Republic, healthcare is provided at three levels: primary, secondary and 

tertiary. In paediatrics, primary care is delivered by doctors specialising in paediatrics 

in the outpatient setting and is available to all children from birth up to 18 years when 

they get transitioned into the care of general practitioners. Secondary and tertiary care 

settings include hospitals and highly specialised care centres, including the provision 

of paediatric palliative care. 
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1.5.2 Provision of paediatric palliative care in the Czech Republic 

The Czech Republic´s trajectory in developing paediatric palliative care mirrors the 

experience in several of the other Central and Eastern European countries, with 

palliative care services for children continuing to be developed (Wager et al., 2022). 

As has been seen in many other European settings, the initial development of 

provision of paediatric palliative care emerged through paediatric services with the 

support of non-governmental organisations, rather than through integrated 

healthcare systems (Arias-Casais et al., 2020). This meant that paediatric palliative care 

was limited until recently, and only accessible only through the services of mobile 

hospices, with the focus on end-of-life care and was provided at the children’s home. 

As such, paediatric palliative care is provided by many hospices operating in the 

country, but it is not available in all regions of the Czech Republic (Pecánková & 

Žáčková, 2024). Access to inpatient hospice care was non-existent until mid-2024, 

when the first hospice for children was opened and started to provide inpatient care. 

 

The development of paediatric palliative care in a hospital setting started in 2017 as 

part of a national pilot project focused on the development of in-hospital palliative 

care. The project enabled the establishment of the first paediatric palliative care team 

in the country (The Paediatric Supportive Care Team at University Hospital Motol in 

Prague). Originally, palliative care was provided only to children with oncological 

diagnoses, but subsequently the service became available to all paediatric patients 

with life-limiting and life-threatening conditions who were treated at the hospital, 

together with their families (Hrdličková et al., 2023). Nowadays, paediatric palliative 

care is accessible in several hospitals across the country (Hrdličková et al., 2024). 
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The ongoing development of paediatric palliative care is further supported by various 

professional bodies, non-governmental organisations, and foundations. Current 

activities are focused on the integration of paediatric palliative care into standard 

healthcare, on getting the care covered through the national insurance and on 

education of healthcare professionals working with children and their families. 

 

1.5.3 Decision-making in Czech healthcare 

In the Czech Republic, the paternalistic approach is embedded within the healthcare 

system, and participation of patients in the decision-making process is still not a part 

of standard practice (Daly et al., 2024; Dobiášová et al., 2021; Krizova & Simek, 2007). 

Patients and their families have limited involvement in decision-making and treatment 

decisions are primarily made by the physicians (Tietzova et al., 2024). The attitudes of 

patients and physicians towards their involvement in decision-making are not aligned, 

and the role of family relatives is underestimated by healthcare professionals (Houska 

et al., 2021). Nevertheless, patients and their families strive for involvement in 

decision-making and greater autonomy (Houska et al., 2021; Hrdlickova et al., 2023).  

 

1.6 Study aim 

Research focused on decision-making in paediatric healthcare in the Czech Republic is 

limited, and preferences of parents and healthcare professionals are not well 

understood. Therefore, this present PhD study aims to fill this gap and generate new 

knowledge in the field of medical decision-making for children with life-limiting and 

life-threatening conditions. 
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The research question is as follows: How are decisions about the medical care of 

children with life-limiting and life-threatening conditions experienced and constructed 

by parents and healthcare professionals? 

 

1.7 My background as a researcher  

My personal interest in paediatric palliative has been a driver for this study. Firstly, this 

began in the early days of my nursing career working at the cardiological intensive care 

unit for children where I was struck by the limited presence and involvement of the 

parents of the children in the unit. The term palliative care was more or less unknown 

at this time, and intensive medical care was provided up until the death of the child. 

Parents had minimal involvement in their child’s care; and they were only allowed brief 

visits to see their child.  

 

Twenty years later, I found myself at the very same hospital with my seriously ill and 

eventually dying child. My second son, Daniel, was born with a rare genetic condition 

which seriously affected his health. He spent most of his 26-month-long life in the 

hospital as he required intensive medical care and frequent hospitalisations. While 

staying with him in the hospital, I battled a lack of support from the healthcare 

professionals, and a lack of communication. I was offered limited involvement in his 

care, including in the decision-making process. Often, I had to stand my ground and 

fight for what I thought was the right choice for my son and my family. At this time, 

palliative care in hospitals was still non-existent, and hospices providing palliative care 

for children were not available. I felt very lost and alone most of the time I was taking 
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care of my son. As his death was approaching, I felt isolated and lonely as nobody 

talked openly with me about what was happening and what I might expect.  

 

After his death, I returned to university to finish my master’s degree in healthcare 

management. I felt that I wanted to be the voice of other parents whom I met in the 

hospital and who went through an experience which was similar to mine. For this 

reason, in my master’s thesis, I focused on exploring the needs of parents caring for a 

terminally-ill child during the illness, at the time of dying, and after the death of the 

child. While working on my thesis, I became passionate about research. I decided to 

pursue it further by getting a work position as a researcher in an organisation focused 

on the development of palliative care in the Czech Republic and by applying for a PhD 

in palliative care. Over the years, while working on my PhD and building a career as a 

palliative care researcher, I realised that I could improve the care provision for 

seriously ill children and their families through research, and I have participated in 

several projects focused on the development of palliative care provision in the 

country.  

 

When I started to think about the research topic for my PhD thesis, I wanted to focus 

not only on the parents but also on the healthcare professionals. The relationship 

between parents and healthcare professionals was striking, given its importance 

during the care of the ill child and its impact on the whole experience of caring for a 

seriously ill child. This led to my decision to undertake a study involving both parents 

and healthcare professionals. Reflecting on my own lived experience with the care of 

my seriously ill child, I wanted to focus on the decision-making process, which I 
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perceived as challenging or even non-existent during that time. Although my own 

experience and expectations could potentially influence the study, I believe it also gave 

me a unique insight into the studied phenomenon which I could effectively utilise 

while conducting the study.  

 

Acknowledging my own lived experience and its possible influence on the study rigour 

was therefore important while conducting the study. The approaches undertaken to 

ensure study rigour are further explained in the chapter titled Methodology and 

Methods. 

  

Even though doing a study so closely related to my experience was somehow 

challenging or even traumatic at times, I felt it was important to conduct this research. 

I hope its findings will improve the care provided to the children and their families who 

may find themselves in a similar situation as I did ten years ago. 

 

1.8 Thesis structure 

This thesis comprises five chapters.  

 

Chapter 1: Introduction and Background; which focuses on presenting the 

background to the study, the need for the research, the study context, and my 

motivation for conducting this research.  
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In Chapter 2: Literature review the methods and findings of systematic review using a 

narrative synthesis approach are presented. The review focus was to explore how 

parents experienced their involvement in the medical decision-making for their child 

with life-limiting or life-threatening conditions.  

 

The methodological framework guiding this study is presented in Chapter 3: 

Methodology and Methods. A qualitative multiple case study approach of Merriam 

(1998) set within the constructivist paradigm was used as the study design. The 

methods used for data collection, sampling, and recruitment, are also presented. The 

narrative approach to data analysis is discussed in detail.  

 

Chapter 4: Findings present the findings of the empirical research. The chapter opens 

with presentation of the ten cases which are firstly introduced individually, followed 

by the presentation of the cross-case findings. The six categories identified in the 

analysis are then presented, five categories are the factors which influence decision 

making, and the sixth is the decision-making approaches identified. The 

interrelationships between these categories are depicted in a conceptual model of 

factors influencing medical decision-making of parents and healthcare professionals. 

 

The conceptual model of factors influencing medical decision-making is considered 

within the context of global literature in the field of paediatric healthcare in Chapter 

5: Discussion. The discussion is built around the individual components of the 

conceptual model, including the identified influencing factors, the relationship 

between the decision-makers, and the decision-making approaches. The strengths and 



38 

 

limitations of the study are presented. The chapter concludes with recommendations 

for further research and implications for practice and policy.  

 

1.9  Conclusion 

In this chapter, the background to the research into decision-making for children with 

life-limiting and life-threatening conditions from the perspectives of parents and 

healthcare professionals has been outlined.  

 

Decision-making for children with life-limiting and life-threatening conditions is a 

complex process requiring the integration of medical expertise, parental perspectives, 

and, when possible, the child’s views. Shared decision-making is widely recognised as 

an ideal framework, fostering collaboration between families and healthcare 

professionals. However, decision-making practices are often shaped by traditional 

paternalistic approaches, with healthcare professionals playing a dominant role.  

Children with life-limiting and life-threatening conditions represent a diverse group, 

often requiring complex medical care. Conditions can be classified into four main 

categories based on their trajectory and prognosis, with paediatric palliative care 

being essential to improving the quality of life for these children and their families.  

 

In the Czech Republic, where this study is set, the decision-making in healthcare 

remains shaped by a paternalistic approach, where healthcare professionals hold the 

dominant role in medical decisions, and is not well understood how the decisions are 

reached. 
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The next chapter will present the findings of a systematic literature review focused on 

the parental experience with medical decision-making, providing a foundation for the 

empirical investigation that follows.  
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Chapter 2. Parents’ experiences of being involved in medical 

decision-making for their child with a life-limiting condition: A 

Systematic Review with Narrative Synthesis 

 

This systematic review was published in the Journal of Palliative Medicine as Polakova 

et al. (2024); Parents’ experiences of being involved in medical decision-making for 

their child with a life-limiting condition: A systematic review with narrative synthesis. 

Palliative Medicine. 2024;38(1):7-24. doi:10.1177/0269216323121441, (Appendix 1). 

 

2.1 Introduction 

The aim of this systematic review was to identify and synthesise available literature 

exploring how parents experience their participation in the process of decision-making 

about treatment and future care for their children with life-limiting and life-

threatening conditions. The involvement of parents in the medical decision-making 

process is seen as a standard practice in modern paediatric medicine (ACT, 2009; 

IMPaCTT, 2007). Nevertheless, the knowledge how parents experience their 

participation in decision-making is limited. Existing systematic reviews have tended to 

focus on exploring factors affecting the decision-making process and parents’ 

perception of their role or the level of their involvement (Allen, 2014; Bennett & 

LeBaron, 2019; Eden & Callister, 2010; Markward et al., 2013; Popejoy et al., 2017; 

Zaal-Schuller, de Vos, et al., 2016), or their experience with end-of-life care (Barrett et 

al., 2023; Hirata & Kobayashi, 2023; Tan et al., 2021; Xafis et al., 2015). 



41 

 

In addition, despite evidence of similarities in the parental experience irrespective of 

the type of life-limiting or life-threatening condition (Wood et al., 2010), reviews into 

the area tend to distinguish between the conditions (Allen, 2014; Markward et al., 

2013; Popejoy et al., 2017; Zaal-Schuller, de Vos, et al., 2016).  

 

This review seeks to address the gap in knowledge by answering the review question 

What are the parental experiences of the decision-making process for children with 

life-limiting and life-threatening conditions? 

 

2.2 Method 

Given the variety of types of evidence, both qualitative and quantitative, this review 

has adopted a narrative synthesis (Popay et al., 2006), which permits different forms 

of data to be collated and similarities and differences to be identified (Dixon-Woods 

et al., 2005; Lucas et al., 2007).The review is framed by the PRISMA guidelines (Page 

et al., 2021). The review was registered at PROSPERO (registration number 

CRD42021215863).  

 

2.2.1 Literature search strategy and study selection 

The literature search was conducted in five databases - Medline, EMBASE, SCOPUS, 

CINAHL and PsycINFO in December 2020, and subsequently updated in June 2023. The 

search terms were developed together with a university librarian. MeSH terms were 

used to enhance the search strategy. Hand searching of the key journals was used in 

The Journal of Pediatrics, Journal of Pediatric Nursing, Journal of Hospice and Palliative 
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Nursing, Palliative Medicine, and MDPI Children. All included papers were checked for 

citation tracking. Details of the search strategy are presented in Appendix 3.  

 

All identified papers were processed by the management tool EndNoteX9. Duplicates 

were removed electronically and manually. Titles and abstracts were screened 

independently by two reviewers against the inclusion criteria (Table 3). Studies which 

met the inclusion criteria were read in full text.  
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Table 3 Inclusion and exclusion criteria 

Inclusion criteria Exclusion criteria 

Parents/legal guardians, 

including bereaved parents of 

children 0—19 years old, 

diagnosed with a life-limiting 

condition. 

Studies including parents/legal guardians of 

children with life-limiting conditions older than 19 

years at the time of the study. 

Studies focused on parental decisions made prior 

to the birth of a child diagnosed with a life-

limiting condition before birth. 

Studies focused on the experience of parents of 

prematurely born babies and parents with 

newborn babies <28 days old. 

Reports on primary experience 

of parents/legal guardians 

involved in the decision-making 

process about the care of their 

child. 

Studies that do not report on the parental 

experience from the parents’ perspective and 

accounts of parental experience obtained from 

other participants involved in the decision-making 

process (such as doctors and nurses). 

Studies reporting on parental 

experience with decision-

making about healthcare for 

their child. 

Studies reporting on experience with phenomena 

other than decision-making in healthcare, 

including care experience, the experience of 

siblings, experience with providing care at home, 

care transition, decisions regarding fertility 

options for cancer patients, and organ donation. 

English or Czech language. Other languages. 

Reports on primary findings of 

qualitative, quantitative, or 

mixed methods research. 

Published in peer-reviewed 

journal. 

Commentaries, editorials, opinion papers, 

secondary data analysis, review articles, 

conference abstracts, and case studies including 

just/only one case. Any study published in non-

peer-reviewed journals. 

Published between 2000 and 

2023. 

Studies published before 2000. 
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2.2.2 Data synthesis 

Data from the included studies were extracted using NVivo software, Excel 

spreadsheet and Word template. From mixed-method studies, qualitative data were 

extracted, including interviews and written responses to open ended questions from 

surveys.  

 

The data synthesis process was guided by the four stages of narrative synthesis (Popay 

et al., 2006). The first stage of a narrative synthesis is focused on the development of 

a theoretical model which informs the process of synthesis. According to Popay (2006), 

this stage is not a mandatory requirement and can be omitted. For this narrative 

review, the shared decision-making approach was considered, but a theoretical model 

was not developed.  

 

The second stage, developing a preliminary synthesis, enables findings from the 

included studies to be organised and searching for patterns across the studies (Popay 

et al., 2006). During this stage, each study was analysed separately using inductive 

coding. Data from the mixed-method studies were treated as qualitative data.  

A textual description of parental experience for each study was developed and direct 

citations from parents describing their experience with decision-making together with 

parental experience, presented by the study authors, were extracted. This stage also 

included the categorisation of the studies based on the condition of the children, 

either as oncological diagnosis or as a life-limiting condition. Additionally, the setting 

of intensive care unit was recorded. This approach enabled the search for patterns in 

the data. An example of the data extraction is presented in Appendix 4.  



45 

 

 

The third stage of narrative synthesis is focused on exploring relationships in the data. 

In this review, identified inductive codes were collated together based on their 

similarities, and preliminary themes were developed. The coding process included 

merging codes together, re-coding, and developing new themes and subthemes. The 

codes, subthemes and themes developed through data synthesis are presented in 

Appendix 5. The relationship between the data was further explored by using visual 

maps in NVivo and the textual description of parental experience. 

 

The last stage, assessing the robustness of the synthesis, is described in detail in the 

following section (2.2.3. Data evaluation). 

 

2.2.3 Data evaluation 

The quality of the included studies was evaluated using a quality assessment tool 

developed for critical appraisal of studies with different phenomenological 

backgrounds (Hawker et al., 2002). This tool was previously used to assess the quality 

of studies included in other systematic reviews in palliative care settings (Dakessian 

Sailian et al., 2021; Firn et al., 2016).  

 

The Hawker et al. (2002) tool evaluates nine components: Abstract and Title, 

Introduction and Aim, Method and Data, Sampling, Ethics and Bias, Finding/Results, 

Transferability/Generalizability and Implication and Usefulness. Each component is 

marked as “good”, “fair”, “poor” or “very poor” and scored between 1 to 4 
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respectively. The overall minimum score is 9, the maximum is 36. To assess the overall 

quality of the included studies, the following grade definitions were used: good 

quality, 30–36 points; medium quality, 24–29 points; low quality, 9–23 points.  

 

The quality assessment was completed by two reviewers. Final scores were appointed 

after comparing individual scores and through discussion of possible differences. All 

eligible studies had scores between 26 and 36, with a median score of 32, which was 

considered as being of medium or good quality.  

 

2.3 Results 

2.3.1 Search outcome and PRISMA diagram 

After deduplication, 1,591 studies were screened for eligibility using titles and 

abstracts, and 85 papers were read in full, with 25 meeting the inclusion criteria. Three 

additional studies were identified through citation tracking, resulting in 28 papers 

being included in this systematic review (Figure 2).  
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Figure 2 PRISMA flow diagram 
(adapted from Moher et al., 2009) 

 

The included papers originated from fifteen different countries and presented data 

from 923 parents (including 294 bereaved parents) of 757 children. The study 

characteristics are presented in Table 4
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Table 4 Overview of the included studies 

Author, year, 
country 

Objective/aim 
of the study 

Study design/ 
Data collection 

Participants Condition/ 
Type of 
decision 

Key findings Quality score 
 

Atout et al. 
 
(2017) 
 
Jordan 

To understand 
the experiences 
of mothers of 
children with 
palliative care 
needs about 
their 
involvement in 
decision-
making. 

Qualitative 
study 
Participant 
observation and 
semi-structured 
interviews 

15 mothers  
12 physicians  
20 nurses 

Life-limiting 
conditions 
 
 
Treatment and 
care  
(not closely 
specified) 

When making decisions, 
mothers relied on doctor’s 
expertise. They were 
experiencing a lack of 
confidence to make their 
decisions. Mothers were 
worried they would feel guilty 
in the future if making the 
decision for their children. 

32 
(good) 

Badarau et al. 
 
(2016) 
 
Switzerland 
Romania 

To examine the 
perspectives of 
parents of 
children with 
cancer and their 
physicians on 
the experiences 
with decision-
making. 

Qualitative 
study 
Interviews 

37 parents  
(29 mothers, 
 5 fathers, 
 3 
grandmothers) 
 
26 physicians 

Oncology 
Starting 
treatment 
Trial treatment   
Fertility 
treatment 
Treatment and 
care  
(not closely 
specified) 

Participants in both countries 
described decision-making 
similarly. 
Parents could only participate 
in less important decisions. 

32 
(good) 
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Author, year, 
country 

Objective/aim 
of the study 

Study design/ 
Data collection 

Participants Condition/ 
Type of 
decision 

Key findings Quality score 
 

Bandinelli, 
Goldim 
 
(2016) 
 
Brazil 

To get an 
understanding 
of the decision-
making from 
the 
perspectives of 
parents. 

Mixed-method 
study 
Semi-structured 
interviews and  
questionnaires  

10 parents  
(9 mothers,  
1 father) 

Oncology 
 
Starting 
treatment 
Catheter 
insertion 
 

Parents felt like they did not 
have a real choice. They 
experienced a lack of time and 
felt anxiety and fear. 
It was difficult to grasp the 
reality of the diagnosis and act 
on it. 

32 
(good) 

Beecham et al. 
 
(2016) 
 
United Kingdom 

To understand 
how parents 
approach and 
experience 
advanced care 
planning. 

Qualitative 
study 
In-depth 
interviews  
 

18 parents  
(9 bereaved), 
(16 mothers, 
2 fathers) 

Life-limiting 
conditions 
 
Place of care 
Place of death 
Limitation of 
treatment 

Parents wanted to keep options 
open and to be able to change 
their minds. It was difficult to 
foresee the possible 
consequences of treatment 
limitation. Making decisions 
about future treatment was 
difficult as parents perceived it 
as hypothetical. 

32 
(good) 

Bergviken, 
Nilsson  
 
(2019) 
 
Sweden 

To explore how 
parents of 
children with 
cancer choose 
type of central 
access device. 

Qualitative 
study 
Interviews 

17 parents 
(11 mothers, 
6 fathers) 

Oncology 
 
Central access 
device 
 

Parents were making decisions 
in a limited timeframe and in 
stressful situation. They were 
not sure which type of the 
device was the right one and 
had difficulty to foresee the 
future.  

32 
(good) 
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Author, year, 
country 

Objective/aim 
of the study 

Study design/ 
Data collection 

Participants Condition/ 
Type of 
decision 

Key findings Quality score 
 

Bogetz et al.  
 
(2022) 
 
USA 
 

To explore the 
parental 
experience with 
decision-making 
for children 
with severe 
neurological 
impairment.  

Qualitative 
study 
Semi-structured 
interviews 

25 parents 
(19 mothers, 
6 fathers) 

Life-limiting 
conditions 
 
Intensive care 
unit 
 
Treatment and 
care (not closely 
specified) 

Parents acted as advocates for 
their children and felt 
responsible for the outcome. 
Parents felt they were not 
listened to by the medical 
team.  

26 
(medium) 

Carlisle et al. 
 
(2022) 
 
USA 

To get an 
understanding 
of parental 
preferences 
when deciding 
on surgery for 
solid tumours.  

Qualitative 
study 
Semi-structured 
interviews 

10 parents 
(gender not 
specified) 

Oncology 
 
Aggressive 
treatment 
Tumour 
resection 

Parents preferred to be 
involved in the decision-making, 
but some did not have enough 
information and were not 
adequately engaged. Parents 
acted as advocates for their 
children. Participation in 
decision-making was 
overwhelming and frustrating if 
they felt they were not 
included. Asking questions was 
difficult as parents did not 
know what to ask. 

27 
(medium) 
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Author, year, 
country 

Objective/aim 
of the study 

Study design/ 
Data collection 

Participants Condition/ 
Type of 
decision 

Key findings Quality score 
 

Carnevale et al. 
 
(2007) 
 
Canada 
France 

To examine 
whether 
physicians or 
parents 
assumed 
responsibility 
for treatment 
decisions and 
how this related 
to the parental 
experience. 

Qualitative 
study 
Semi-structured 
interviews 

31 parents  
(19 mothers,  
12 fathers) 
 
9 physicians  
13 nurses  

Life-limiting 
conditions 
Oncology 
 
Intensive care 
unit 
 
Life support 
Surgical 
interventions  

Parents described their 
experience as very hard. They 
felt like they were abandoning 
their child if they agreed to stop 
treatment. 
Parents found it difficult to 
concentrate as they were in a 
state of shock. 
 

32 
(good) 

Carnevale et al. 
 
(2011) 
 
Italy 

To explore how 
life-sustaining 
treatment 
decisions were 
made for 
critically ill 
children and 
experienced by 
clinicians and 
parents. 

Qualitative 
study 
Focus groups 
Interviews 

9 parents  
(6 bereaved), 
(7 mothers, 
2 fathers) 
 
16 physicians  
26 nurses  
 

Life-limiting 
conditions 
 
Intensive care 
unit  
 
Life-sustaining 
treatment (not 
closely 
specified) 

Parents found it difficult to 
make decisions, and they relied 
on the physician’s advice. They 
had difficulty processing 
information due to their 
emotional state. 
 

26 
(medium) 
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Author, year, 
country 

Objective/aim 
of the study 

Study design/ 
Data collection 

Participants Condition/ 
Type of 
decision 

Key findings Quality score 
 

De Clerq et al. 
 
(2022) 
 
Switzerland 

To get an 
understanding 
of how parents 
experienced 
decision-making 
about initiating 
oncological 
treatment for 
their children. 

Qualitative 
study 
Semi-structured 
interviews 

25 bereaved 
parents  
(14 mothers,  
11 fathers)  

Oncology 
 
Starting cancer 
treatment, 
radiotherapy, 
chemotherapy  
 

Parents felt there were no 
viable options. Parents knew 
the condition was terminal but 
hoped for a miracle. Parents 
focused on the child’s quality of 
life. Parents felt at peace with 
their decisions. Some found 
support in faith. 

30 
(good) 

Edwards et al. 
 
(2020) 
 
USA 

To explore the 
parental 
experience of 
decision-making 
to initiate long-
term 
ventilation. 

Qualitative 
study 
Semi-structured 
interviews 

44 parents 
(34 mothers, 
10 fathers) 

Life-limiting 
conditions 
 
Initiation of 
long-term 
ventilation 
 
 

Parental experience was 
described as extremely difficult. 
They felt like they did not have 
a real choice and questioned 
the quality of the child’s life. 
They could not comprehend 
what long-term ventilation 
meant for everyday life.  

31 
(good) 

Graetz et. al. 
 
(2022) 
 
Guatemala 

To explore the 
decision-making 
preferences and   
experiences of 
parents of 
children with 
cancer. 

Mixed-methods 
study 
Semi-structured 
interviews  
Cross-sectional 
survey 

118 parents  
(89 mothers, 
29 fathers) 
1 grandparent 
1 sibling 

Oncology 
 
Treatment and 
care (not closely 
specified) 
 

Parents preferred the 
healthcare providers would 
make treatment decisions; they 
trusted their medical opinion. 
Most parents (64%) did not 
regret their decisions. Parents 
(24%) sought advice from 
religious leaders. 

29 
(medium) 
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Author, year, 
country 

Objective/aim 
of the study 

Study design/ 
Data collection 

Participants Condition/ 
Type of 
decision 

Key findings Quality score 
 

Gurková et al. 
 
(2015) 
 
Slovakia 

To analyse the 
experience of 
parents of 
children with 
failed cancer 
treatment. 

Qualitative 
study 
Semi-structured 
in-depth 
interview 
 

5 bereaved 
parents 
(4 mothers,  
1 father) 

Oncology 
 
Starting/ 
limitation of 
treatment 
Trial treatment 
Aggressive 
treatment 
Bone-marrow 
transplant 

Parents felt forced into a 
decision and in conflict with the 
doctors. They lacked support 
and understanding from them 
and acted as advocates for their 
children. 
  

29 
(medium) 

Huang et. al. 
 
(2022) 
 
Taiwan 

To explore the 
lived experience 
of parents of 
children with 
brain tumours. 

Qualitative 
phenomenologi
cal study  
In-depth 
interviews 

10 parents 
(7 mothers, 
3 fathers) 

Oncology 
 
Treatment and 
care (not closely 
specified) 
 

Parents needed time to adjust 
to the new situation to be able 
to participate in decision-
making. Parents felt unable to 
participate in the discussion 
when English terms were used. 

33 
(good) 

Janvier et al. 
 
(2019) 
 
USA 
Canada 
UK 
other 

To investigate 
how parents of 
children with 
Trisomy 13 and 
18 experienced 
their 
interactions 
with clinicians. 

Mixed-methods 
study 
Questionnaire 
with open 
questions 

332 parents  
(187 bereaved), 
(257 mothers, 
74 fathers) 

Life-limiting 
conditions 
 
Limitation of 
treatment 
Treatment and 
care (not closely 
specified) 
 

Parents felt forced into 
decisions by healthcare 
professionals. They acted as 
advocates for their children.  
Parents valued support from 
healthcare professionals. 
Parent didn’t want to decide 
about their child’s death. 

30 
(good) 
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Author, year, 
country 

Objective/aim 
of the study 

Study design/ 
Data collection 

Participants Condition/ 
Type of 
decision 

Key findings Quality score 
 

Kelly, Ganong 
 
(2011) 
 
USA 

To explore how 
divorced 
parents make 
treatment 
decisions for 
their children 
with cancer. 

Qualitative 
study 
In-depth 
interviews 

15 parents 
(8 mothers, 
7 fathers 

Oncology 
 
Starting 
treatment 
Trial treatment 
Aggressive 
treatment 
Bone-marrow 
transplant 

Parents prioritised the child’s 
best interest over the 
relationship with the ex-spouse. 
Parents valued support from 
their new partners. Single 
parents lacked support from 
the other parent.  

33 
(good) 

Liu et al. 
 
(2014) 
 
Taiwan 

To explore the 
parental 
experience of 
making 
decisions about 
resuscitation for 
their child. 

Qualitative 
study 
In-depth 
interviews 

16 parents 
(including 
bereaved 
parents, 
9 mothers,  
7 fathers) 

Life-limiting 
conditions 
Oncology 
 
Intensive care 
unit  
 
Attempting 
resuscitation 
Do Not 
Resuscitate 
status 

The decision about 
resuscitation was difficult. It 
made parents feel responsible 
for the death of their child. 
Parents felt pressured by 
healthcare professionals to sign 
the Do Not Resuscitate form. 
Parents found helpful their faith 
in God and believed in 
reincarnation. 

28 
(medium) 
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Author, year, 
country 

Objective/aim 
of the study 

Study design/ 
Data collection 

Participants Condition/ 
Type of 
decision 

Key findings Quality score 
 

Mitchell et al. 
 
(2019) 
 
United Kingdom 

To provide an 
insight into the 
experiences and 
perceptions of 
parents who 
had made end-
of-life care 
decisions for 
their children. 

Qualitative 
study 
In-depth 
interviews 

17 parents  
(11 mothers, 
6 fathers) 
 

Life-limiting 
conditions 
 
Intensive care 
unit  
 
Limitation of 
treatment 
End-of-life 
decisions 
Advance care 
planning 

Parents described their 
experience as difficult; they 
experienced conflicting 
emotions. While some parents 
wanted advance care planning 
and to have information about 
the end-of-life, others did not. 
Maintaining hope was 
important.  

36 
(good) 

Parker et al. 
 
(2021) 
 
USA 

To investigate 
the decision-
making of 
parents 
deciding about 
clinical trial 
enrolment. 

Qualitative 
study 
Semi-structured 
interviews 

20 parents 
(17 mothers, 
3 fathers) 

Oncology 
 
Enrolment in 
clinical trials 

Deciding between standard and 
trial treatment was difficult and 
overwhelming. Parents were 
worried their decision would 
affect their child’s future 
health, and they would feel 
guilty if the outcome were 
negative.  

26 
(medium) 
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Author, year, 
country 

Objective/aim 
of the study 

Study design/ 
Data collection 

Participants Condition/ 
Type of 
decision 

Key findings Quality score 
 

Popejoy 
 
(2015) 
 
United Kingdom 

To get an 
understanding 
of the lived 
experience of 
parents who 
made end-of-
life care 
decisions for 
their child. 

Qualitative 
study 
Semi-structured 
interviews 

3 bereaved 
parents 
(mothers only) 

Life-limiting 
conditions 
 
End-of-life 
decisions (place 
of care, place of 
death, 
limitation of 
treatment) 
 

Parents valued cooperation 
with the medical team and 
passed the responsibility onto 
the physicians. The end-of-life 
decision was perceived as 
difficult or impossible as it led 
to the child’s death. 
Parents acknowledged the need 
to have a plan and not to make 
decisions in the time of crisis.  

33 
(good) 

Rapoport et al. 
 
(2013) 
 
USA 

To explore 
parental 
perceptions 
about their 
experience and 
their child’s 
quality of death 
after choosing 
forgoing 
artificial 
nutrition and 
hydration.  

Qualitative 
study 
In-depth 
interviews 

11 bereaved 
parents  
(6 mothers, 
6 fathers) 

Life-limiting 
conditions 
 
Forgoing 
artificial 
nutrition and 
hydration   
 

Parents needed support from 
healthcare professionals and 
the medical team to be aligned. 
The decision was difficult, but 
parents felt at peace with it as it 
improved their child's quality of 
life.  
Some parents felt judged for 
their decision. 

34 
(good) 
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Author, year, 
country 

Objective/aim 
of the study 

Study design/ 
Data collection 

Participants Condition/ 
Type of 
decision 

Key findings Quality score 
 

Robertson et al. 
 
(2019) 
 
Australia 
 

To explore 
parents’ and 
adolescents’ 
views on the 
treatment 
decision-making 
in oncology. 

Qualitative 
study 
Semi-structured 
interviews 

25 parents  
(23 mothers, 
2 fathers) 
 
5 children 

Oncology 
 
Clinical trial 
Central venous 
access 
insertion/ 
removal 
Start of 
treatment  
Fertility 
preservation 
Radiotherapy 

Parents experienced 
information overload, which 
made difficult to analyse all the 
information and make 
decisions. They trusted their 
oncologist to make treatment 
decision. Parents lacked 
medical expertise and felt 
pressured to decide without 
having enough information. 
Involvement of children in 
minor decision was desirable.  

33 
(good) 

Sharman et al. 
 
(2005) 
 
USA 

To identify and 
describe factors 
important to 
parents during 
decision-
making.  

Qualitative 
study 
Semi-structured  
In-depth 
interviews 

14 parents 
(9 mothers, 
5 fathers) 

Life- limiting 
conditions 
 
Oncology 
 
Limitation of 
treatment 
Withdrawal of 
life support 

Parents appreciated support 
and expertise of healthcare 
professionals. Parents 
experienced lack of time and 
felt pressured into a decision. 
Quality of life of the child and 
the child’s will to live was 
acknowledged. If possible, 
parents included the child in 
the decision-making. Parents 
relied on their faith. 

29 
(medium) 
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Author, year, 
country 

Objective/aim 
of the study 

Study design/ 
Data collection 

Participants Condition/ 
Type of 
decision 

Key findings Quality score 
 

Stewart et al. 
 
(2012) 
 
USA 

To describe  
the process of 
parents making 
treatment 
decisions for 
their children 
with cancer. 

Qualitative 
study 
Semi-structured 
interviews 

15 parents 
(9 mothers, 
6 fathers) 

Oncology  
 
Clinical trial 
Bone marrow 
transplant 

Parents wanted to make the 
right decision for their children. 
They valued support from the 
healthcare professionals. 
Making decisions was difficult 
and overwhelming. Parents 
relied on their spirituality and 
faith in God.    

32 
(good) 

Sullivan et al. 
 
(2020) 
 
Australia 

To examine 
bereaved 
parents’ views 
and experiences 
of decision-
making for their 
ill child. 

Qualitative 
study 
Semi-structured 
interviews 

25 bereaved 
parents  
(gender not 
specified) 

Life- limiting 
conditions 
 
Oncology 
 
End-of-life 
decision 
Limitation of 
treatment 

Decisions were experienced as 
difficult. Parents were doing the 
best for their child, including 
terminating the life support or 
withdrawing treatment.  
Parents who participated in the 
decision-making were more 
likely to feel they made the 
right decision compared to 
parents who did not 
participate. 

34 
(good) 
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Author, year, 
country 

Objective/aim 
of the study 

Study design/ 
Data collection 

Participants Condition/ 
Type of 
decision 

Key findings Quality score 
 

Woodgate et al. 
 
(2010) 
 
Canada 

To get  
understanding 
of parents’ 
participation in 
decision-making 
about clinical 
trials 
enrolment. 

Qualitative 
study 
Interviews 

31 parents 
(20 mothers, 
11 fathers) 

Oncology 
 
Enrolment in 
clinical trials 

The decision-making was 
difficult and overwhelming, and 
the decision seemed to be 
impossible to make. Parents 
relied on the support of 
healthcare professionals and 
their relationship.  
Some parents felt obliged to 
agree with the trial to avoid 
upsetting their healthcare 
professionals. The future 
implications of the trial on the 
child’s health were considered.   

31 
(good) 

Yazdani et. al. 
 
(2022) 
 
Canada 

To explore the 
experience of 
parents making 
decisions for 
their children 
with life-limiting 
condition. 

Qualitative 
study 
Semi-structured 
interviews 

6 parents 
(5 mothers, 
1 father) 

Life- limiting 
conditions 
 
Treatment and 
care (not closely 
specified) 
 

Parents experienced decisional 
conflict; it was difficult to 
foresee the outcome of their 
decisions. They acted as 
advocates for their children and 
wanted to be involved in the 
process or make the decisions 
independently. Parents valued 
support from healthcare 
professionals. 

30 
(good) 
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Author, year, 
country 

Objective/aim 
of the study 

Study design/ 
Data collection 

Participants Condition/ 
Type of 
decision 

Key findings Quality score 
 

Zaal-Shuller, 
Willems, et al. 
 
(2016) 
 
Netherlands 

To compare the 
experiences of 
parents and 
physicians who 
were involved 
in  
the end-of-life 
decision-making 
process. 

Qualitative 
study 
Semi-structured 
interviews 

17 parents 
(including 
bereaved 
parents, 
14 mothers, 
3 fathers) 
 
11 physicians 

Life- limiting 
conditions  
 
End-of-life 
decision 
Limitation of 
treatment 
Do Not 
Resuscitate 
Artificial 
nutrition and 
hydration   
Invasive 
treatment 

Parents felt they were the 
experts on their child’s health 
and their opinion should be 
taken seriously. Parents 
appreciated advice and support 
from the healthcare 
professionals; some felt they 
lacked the medical expertise. 
Some decisions were made 
under time pressure. Parents 
relied on their faith. 

31 
(good) 
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2.4 Themes 

Following the narrative synthesis, six themes and 21 subthemes were identified and 

are shown in Table 5. Each theme and its subthemes are presented in the following 

chapters.  

Table 5 Themes 

Theme Subthemes 

Temporal aspects affecting the 

experience with decision-making 

Lack of time while making the decision 

Difficulty to foresee the future 

Losing control of the situation 

 

Not having a real choice 

Being forced into the decision 

Difficulty grasping the reality 

Transferring the power to decide to the 

doctors 

 

Reluctance to make a decision  

Transferring the responsibility to doctors 

Relying on the doctor’s expertise 

Lack of confidence and medical expertise 

To be a “good” parent and protect the 

child 

 

Child in the centre: what is best for the child 

Advocating for the child 

Trying everything possible 

The emotional state of parents  

 

Overall experience 

Range of emotions 

Guilt 

Feelings after 

Sources of support to alleviate the 

parental experience  

 

Behaviour of doctors 

Including parents in decision-making 

Having enough information 

Being supported by loved ones 

Faith 
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2.5 Temporal aspect affecting the experience with decision-making 

Time played an important role for parents, both in the lack of time to make decisions 

and their sense of frustration about the inability to foresee the future. 

 

2.5.1 Lack of time while making the decision 

Parental experiences during the decision-making process were affected by the 

timeframe of the decision (Bandinelli, 2017; Bergviken & Nilsson, 2019; Edwards et al., 

2020; Liu et al., 2014; Rapoport et al., 2013; Sharman et al., 2005; Woodgate & 

Yanofsky, 2010; Zaal-Schuller, Willems, et al., 2016). Parents were often required to 

make decisions under time pressure and with urgency (Bandinelli, 2017; Bergviken & 

Nilsson, 2019; Liu et al., 2014; Zaal-Schuller, Willems, et al., 2016). Lack of time meant 

that parents felt like they did not have enough information to make an informed 

decision, and they would have preferred to have more time (Bandinelli, 2017; 

Bergviken & Nilsson, 2019; Robertson et al., 2019; Sharman et al., 2005). 

 

The time pressure caused anxiety and fear in parents and was associated with 

disagreements and conflicts with healthcare professionals (Liu et al., 2014; Sharman 

et al., 2005; Zaal-Schuller, Willems, et al., 2016) which interlinks with the subtheme 

Being forced into the decision. In contrast, parents who were given what they saw as 

sufficient time to come to a decision - which varied between a few hours to a week - 

talked about their experience peacefully (Edwards et al., 2020; Rapoport et al., 2013; 

Woodgate & Yanofsky, 2010).  
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2.5.2 Difficulty to foresee the future 

Parents made decisions which could have a long-lasting impact on their child’s quality  

of life, but at the same time, they struggled to comprehend the future in its complexity 

(Beecham et al., 2017; Bergviken & Nilsson, 2019; Bogetz et al., 2022; Edwards et al., 

2020; S. Mitchell et al., 2019; Stewart et al., 2012; Woodgate & Yanofsky, 2010; 

Yazdani et al., 2022). Even parents of children with pre-existing life-limiting conditions 

found it difficult to plan for the future and to make advance care planning decisions as 

these situations were hypothetical for them and filled with uncertainty (Beecham et 

al., 2017; Bogetz et al., 2022; S. Mitchell et al., 2019; Yazdani et al., 2022).  

Additionally, parents did not know how their decisions would impact their everyday 

lives at home (Bergviken & Nilsson, 2019; Edwards et al., 2020; Yazdani et al., 2022).  

 

2.6 Losing control of the situation 

This theme refers to the parental perception of lacking agency and control around the 

decision-making process.  

 

2.6.1 Not having a real choice 

Most parents felt like they did not have a real choice about the decisions made (Atout 

et al., 2017; Badarau et al., 2017; Bandinelli, 2017; Beecham et al., 2017; Carlisle et al., 

2022; Carnevale et al., 2007; De Clercq et al., 2022; Edwards et al., 2020; Graetz et al., 

2022; Robertson et al., 2019; Stewart et al., 2012; Woodgate & Yanofsky, 2010). Often 

this was associated with a lack of alternative choices; the other option meant they 

would agree with letting the child die, or the procedure was undertaken without 



64 

 

asking them, and they were not given a choice in the matter (Atout et al., 2017; 

Beecham et al., 2017; Carnevale et al., 2007; De Clercq et al., 2022; Edwards et al., 

2020; Graetz et al., 2022). Parents of children with cancer were expected to follow a 

treatment protocol (Badarau et al., 2017; Stewart et al., 2012).  

 

2.6.2 Being forced into the decision 

In some studies, parents felt that the final decision was not their own, but they were 

manipulated or even coerced into it by the healthcare professionals (Bergviken & 

Nilsson, 2019; Carnevale et al., 2007; Gurková et al., 2015) or family members (Carlisle 

et al., 2022). Parents felt like they did not have enough information about all available 

options, lacked support for a different option, or were worried about disappointing 

the clinician if they disagreed with the proposed treatment (Bergviken & Nilsson, 2019; 

Woodgate & Yanofsky, 2010).  

Parents who thought they were coerced felt anger, bitterness and distress, and they 

described their experience as horrific and painful (Bergviken & Nilsson, 2019; 

Robertson et al., 2019; Sullivan et al., 2020; Woodgate & Yanofsky, 2010).  

 

2.6.3 Difficulty grasping the reality 

When making decisions, parents struggled with the reality of the situation. Often, 

decisions had to be made shortly after receiving new information about their child’s 

health or during an unexpected change in the child’s health (Bandinelli, 2017; 

Bergviken & Nilsson, 2019; Carnevale et al., 2007; Edwards et al., 2020; Robertson et 

al., 2019). Parents were required to make decisions while not knowing what the 
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outcome would be and whether their treatment decision would help their child or not 

(Bogetz et al., 2022; Stewart et al., 2012; Woodgate & Yanofsky, 2010; Yazdani et al., 

2022). This is linked with the subtheme Difficulty to foresee the future.  

 

With some decisions, such as long-term ventilation and end-of-life decisions, parents 

found it difficult to accept the seriousness of the situation and were in denial about 

the possibility their child might die (Edwards et al., 2020; Liu et al., 2014; S. Mitchell et 

al., 2019). The challenging circumstances led some parents to unintentionally passing 

the responsibility for the decision-making onto the healthcare professionals 

(Robertson et al., 2019; Stewart et al., 2012; Woodgate & Yanofsky, 2010). 

 

2.7 Transferring the power to decide to the doctors 

While the previous theme, Losing control of the situation, highlighted the experience 

of parents not being in control of the decision-making process, this theme shows that 

for some parents, being in control is challenging, and they felt ill equipped or unable 

to make a decision.  

 

2.7.1 Reluctance to make a decision  

Some parents found it difficult to accept the responsibility for medical decisions (Atout 

et al., 2017; Carnevale et al., 2007; Edwards et al., 2020; Janvier et al., 2020; Popejoy, 

2015; Rapoport et al., 2013; Robertson et al., 2019; Sharman et al., 2005; Stewart et 

al., 2012). The decision-making process was deemed impossible and offensive as 

parents did not know what the right decision was (Edwards et al., 2020; Sharman et 
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al., 2005; Yazdani et al., 2022). Other parents’ reluctance to be included in decision-

making was because it engendered a sense of complicity in the death of their child or 

concerns about future burdens if the outcomes were unfavourable (Atout et al., 2017; 

Janvier et al., 2020).  

 

2.7.2 Transferring the responsibility to doctors 

There was evidence that some parents preferred to transfer the responsibility of 

decision-making onto doctors entirely, particularly with children with life-limiting 

conditions other than cancer (Atout et al., 2017; Carnevale et al., 2007; Graetz et al., 

2022; Huang et al., 2021; Janvier et al., 2020; Popejoy, 2015; Rapoport et al., 2013; 

Robertson et al., 2019; Stewart et al., 2012; Yazdani et al., 2022). By passing this 

responsibility parents could relieve themselves of feelings of future guilt (Carnevale et 

al., 2007; Huang et al., 2021). Alternatively, some parents transferred responsibility 

because they found it difficult to verbalise their preferences or felt too much pressure 

to make the right decision (Popejoy, 2015; Robertson et al., 2019). Although this 

transfer was done willingly, there was some evidence of parental regret and 

questioning of the treatment decisions (Carnevale et al., 2007).  

 

2.7.3 Relying on the doctors’ expertise 

Parents relied on the expertise of the healthcare professionals who they believed were 

doing the best for their children (Badarau et al., 2017; Carlisle et al., 2022; Graetz et 

al., 2022; Huang et al., 2021; Liu et al., 2014; S. Mitchell et al., 2019; Robertson et al., 

2019; Sharman et al., 2005; Stewart et al., 2012). Healthcare professionals working 
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together as a team and with consistency was seen as important by parents (Carlisle et 

al., 2022; Carnevale et al., 2007; Rapoport et al., 2013). There was a preference for 

familiar healthcare professionals to be involved in the process (Carnevale et al., 2007; 

Zaal-Schuller, Willems, et al., 2016). Additionally, trust was important as a mediator in 

relieving parental distress (Carnevale et al., 2011; Graetz et al., 2022; Robertson et al., 

2019; Stewart et al., 2012).  

 

2.7.4 Lack of confidence and medical expertise 

 A lack of medical knowledge made it difficult for parents to make medical decisions. 

They were concerned that their decision could negatively impact their child’s health, 

and they lacked confidence (Atout et al., 2017; Beecham et al., 2017; Liu et al., 2014; 

Robertson et al., 2019; Stewart et al., 2012; Zaal-Schuller, Willems, et al., 2016). 

Emotional exhaustion further compounded the lack of confidence (Stewart et al., 

2012). Parents, therefore, relied on the clinician’s expertise and advice even when they 

were aware that the healthcare professionals might not be right (Atout et al., 2017; 

Beecham et al., 2017; Robertson et al., 2019).  

 

2.8 To be a “good” parent and protect the child 

During decision-making, parents needed to act as a “good” parent of their child. Being 

a good parent involved focusing on the child’s best interests, acting as their advocate, 

and exploring all available medical options. 
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2.8.1 Child in the centre - what is best for the child 

Parents made decisions based on what they believed was best for their child and in 

their best interest (Beecham et al., 2017; De Clercq et al., 2022; Edwards et al., 2020; 

Huang et al., 2021; Kelly & Ganong, 2011; Liu et al., 2014; S. Mitchell et al., 2019; 

Popejoy, 2015; Rapoport et al., 2013; Stewart et al., 2012; Sullivan et al., 2020; 

Woodgate & Yanofsky, 2010; Zaal-Schuller, Willems, et al., 2016). At times, this meant 

going against what parents wished for.  

 

The process of balancing the child’s best interests and parental wishes and 

uncertainties made the experience difficult (Carnevale et al., 2007; Gurková et al., 

2015; Lin et al., 2020; Liu et al., 2014; Popejoy, 2015; Sharman et al., 2005; Woodgate 

& Yanofsky, 2010). The conflict of wanting their child to live as long as possible whilst 

wanting to avoid additional suffering for their child was particularly challenging 

(Beecham et al., 2017; De Clercq et al., 2022; Huang et al., 2021; Liu et al., 2014; S. 

Mitchell et al., 2019; Popejoy, 2015; Rapoport et al., 2013; Sharman et al., 2005; 

Sullivan et al., 2020). Additionally, keeping hope for a positive outcome was important 

for parents even in most adverse situations (Carnevale et al., 2011; De Clercq et al., 

2022; Edwards et al., 2020; Liu et al., 2014; Mitchell et al., 2019). 

 

2.8.2 Advocating for the child 

In several studies, parents took on the role of advocates (Bogetz et al., 2022; Carlisle 

et al., 2022; Edwards et al., 2020; Gurková et al., 2015; Janvier et al., 2020; Sharman 

et al., 2005; Stewart et al., 2012; Yazdani et al., 2022; Zaal-Schuller, Willems, et al., 
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2016). This meant being responsible for the decisions (Carnevale et al., 2007; Edwards 

et al., 2020; Gurková et al., 2015; Popejoy, 2015; Sullivan et al., 2020; Woodgate & 

Yanofsky, 2010).  

 

Parents saw themselves as experts on their children, and they had a strong need to 

protect them (Bogetz et al., 2022; Gurková et al., 2015; Janvier et al., 2020; Sharman 

et al., 2005; Stewart et al., 2012; Zaal-Schuller, Willems, et al., 2016). Parents of 

nonverbal children saw themselves as the voice of their children; making decisions on 

their behalf (Bogetz et al., 2022; Yazdani et al., 2022; Zaal-Schuller, Willems, et al., 

2016). Parents of children with developmental delays perceived that healthcare 

professionals did not always treat their child with dignity and respect because of the 

mental impairment and felt they had to fight for appropriate care and treatment 

(Janvier et al., 2020; Sharman et al., 2005; Zaal-Schuller, Willems, et al., 2016).  

 

Children participated in decision-making through verbal expression of their wishes or 

nonverbal signs that indicated their desire to live (Liu et al., 2014; Robertson et al., 

2019; Sharman et al., 2005; Stewart et al., 2012; Woodgate & Yanofsky, 2010). 

 

2.8.3 Trying everything possible 

When making decisions, parents seek to try all options of treatment available or to 

look for treatment elsewhere, including alternative therapies and seeking a second 

opinion (Atout et al., 2017; Badarau et al., 2017; Carlisle et al., 2022; De Clercq et al., 

2022; Edwards et al., 2020; Graetz et al., 2022; Gurková et al., 2015; Huang et al., 2021; 
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Janvier et al., 2020; Liu et al., 2014; Mitchell et al., 2019; Woodgate & Yanofsky, 2010). 

This was particularly evident when making decisions about withdrawing treatment; 

parents needed to be sure no other options were remaining and be reassured that 

that they could change their decision depending on the child’s health (Atout et al., 

2017; Badarau et al., 2017; Beecham et al., 2017; Gurková et al., 2015; Janvier et al., 

2020; Liu et al., 2014; S. Mitchell et al., 2019; Popejoy, 2015; Woodgate & Yanofsky, 

2010).  

Even when the condition was uncurable and clearly terminal, some parents wanted to 

try all possible options (De Clercq et al., 2022). 

 

2.9 The emotional state of parents  

Parents experienced a wide range of emotions when they were making decisions for 

their ill children. This theme is interlinked with all the other themes. 

 

2.9.1 Overall experience 

The overall experience was described by many parents as overwhelming, scary, heavy, 

horrible, painful, gut-wrenching, horrific, and emotionally exhausting (Carlisle et al., 

2022; Edwards et al., 2020; S. Mitchell et al., 2019; Parker et al., 2021; Stewart et al., 

2012; Sullivan et al., 2020; Yazdani et al., 2022).  

Some parents experienced inner conflict and cognitive dissonance, which affected 

their ability to make decisions (Edwards et al., 2020; S. Mitchell et al., 2019; Stewart 

et al., 2012; Yazdani et al., 2022). For others, the decision-making process was a 

frustrating experience, especially when the decision did not lead to the expected 
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outcome or when parents felt they were not involved in the process (Liu et al., 2014; 

Robertson et al., 2019). 

 

2.9.2 Range of emotions 

During the decision-making process, parents experienced a wide range of negative 

emotions, including anxiety, depression, sadness, fear, nervousness, a sense of 

helplessness, stress and anger (Bandinelli, 2017; Bergviken & Nilsson, 2019; Bogetz et 

al., 2022; Edwards et al., 2020; Huang et al., 2021; S. Mitchell et al., 2019; Robertson 

et al., 2019; Stewart et al., 2012; Yazdani et al., 2022). Anger and frustration were 

associated with the feeling of not being listened to or being manipulated into a 

decision (Bergviken & Nilsson, 2019; Bogetz et al., 2022). Parents experienced 

exhaustion and information overload which precluded decision-making as they felt 

unable to focus (Carlisle et al., 2022; S. Mitchell et al., 2019; Stewart et al., 2012).  

 

2.9.3 Guilt 

Making medical decisions was connected with the feeling of guilt (Atout et al., 2017; 

Carnevale et al., 2007; Gurková et al., 2015; Liu et al., 2014; Parker et al., 2021; 

Popejoy, 2015; Rapoport et al., 2013; Sharman et al., 2005; Woodgate & Yanofsky, 

2010; Yazdani et al., 2022). The reasons for guilt included not being active enough in 

the decision-making process; letting the doctors decide the outcome; making 

decisions which could cause the death of their child; giving up on the child; and 

undermining their child’s will to live (Atout et al., 2017; Carnevale et al., 2007; Kelly & 
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Ganong, 2011; Liu et al., 2014; Popejoy, 2015; Rapoport et al., 2013; Sharman et al., 

2005).  

Additionally, parents were anxious that their current decisions would make them feel 

guilty in the future (Atout et al., 2017; Parker et al., 2021; Yazdani et al., 2022).   

 

2.9.4 Feelings after 

After the decision-making process, parents experienced feelings of disappointment, 

helplessness, or relief (Gurková et al., 2015; Liu et al., 2014; Robertson et al., 2019; 

Sharman et al., 2005). Some parents experienced regret and had difficulties in 

accepting their decision (Carnevale et al., 2007; Gurková et al., 2015; Liu et al., 2014; 

Robertson et al., 2019; Sharman et al., 2005; Sullivan et al., 2020; Woodgate & 

Yanofsky, 2010).  

Having doubts about their decision was enhanced by feelings of uncertainty about the 

child’s condition and the selected treatment approach (Carlisle et al., 2022; Rapoport 

et al., 2013; Stewart et al., 2012). Nevertheless, some parents were at peace with their 

decision (De Clercq et al., 2022; Graetz et al., 2022). 

 

2.10 Sources of support to alleviate the parental experience  

Parental experience with decision-making was positively influenced by having access 

to support, which they sought from a variety of sources. 
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2.10.1 Behaviour of doctors 

Parents appreciated supportive behaviour from clinicians, which included giving hope, 

respecting parents’ choices, being personal, and being non-judgmental (Carlisle et al., 

2022; Huang et al., 2021; Janvier et al., 2020; S. Mitchell et al., 2019; Parker et al., 

2021; Rapoport et al., 2013; Stewart et al., 2012; Woodgate & Yanofsky, 2010; Yazdani 

et al., 2022).  

Doctors who were empathic, compassionate, respectful, honest, truthful, and upfront, 

who spent time explaining the situation and gave parents time to ask questions, and 

those who offered options to choose from were much appreciated (Carlisle et al., 

2022; Janvier et al., 2020; Liu et al., 2014; Parker et al., 2021; Robertson et al., 2019; 

Sharman et al., 2005; Stewart et al., 2012).  

In contrast, parents who felt they did not have enough support from healthcare 

professionals experienced stress and felt like they had to defend their decisions 

(Bergviken & Nilsson, 2019; Edwards et al., 2020; Janvier et al., 2020). 

 

2.10.2 Including parents in decision-making 

Parents valued being part of the decision-making process, particularly being 

acknowledged and listened to by physicians and enabled to make decisions together 

with them (Badarau et al., 2017; Bogetz et al., 2022; Carlisle et al., 2022; Edwards et 

al., 2020; Janvier et al., 2020; S. Mitchell et al., 2019; Robertson et al., 2019; Sharman 

et al., 2005; Stewart et al., 2012; Yazdani et al., 2022; Zaal-Schuller, Willems, et al., 

2016).  
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The experience of decision-making was less stressful if parents were engaged and 

supported in the process, given professional guidance and treated with respect 

(Carlisle et al., 2022; Janvier et al., 2020; S. Mitchell et al., 2019; Robertson et al., 2019; 

Sharman et al., 2005; Yazdani et al., 2022; Zaal-Schuller, Willems, et al., 2016). 

 

2.10.3 Having enough information 

Having sufficient information was emphasised as an important aspect of active 

participation in the decision-making process (Carlisle et al., 2022; Carnevale et al., 

2011; Edwards et al., 2020; Huang et al., 2021; S. Mitchell et al., 2019; Parker et al., 

2021; Robertson et al., 2019; Sharman et al., 2005; Yazdani et al., 2022).  

Having information enabled parents to know about the options available and to trust 

their feelings and instincts during the process (Carnevale et al., 2007; Edwards et al., 

2020; Janvier et al., 2020; Yazdani et al., 2022). Lack of information, as well as having 

too much information, had a negative impact on parental ability to participate 

(Edwards et al., 2020; Parker et al., 2021; Robertson et al., 2019; Sharman et al., 2005).  

Parents used other sources of information, including other parents and the internet 

(Carlisle et al., 2022; S. Mitchell et al., 2019; Parker et al., 2021; Sharman et al., 2005; 

Yazdani et al., 2022). 

 

2.10.4 Being supported by loved ones 

When making decisions, parents valued the support of their spouse, wider family and 

friends (Carlisle et al., 2022; Edwards et al., 2020; Graetz et al., 2022; Kelly & Ganong, 
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2011; Parker et al., 2021; Popejoy, 2015; Rapoport et al., 2013; Sharman et al., 2005; 

Stewart et al., 2012; Yazdani et al., 2022).  

Support between spouses was experienced as crucial; single or divorced parents 

described the decision-making as hard and were full of doubt given they had no spouse 

to discuss their decision with (Kelly & Ganong, 2011; Rapoport et al., 2013; Sharman 

et al., 2005).  

 

2.10.5 Faith 

Religiosity and faith had an impact on the experience with decision-making (Carlisle et 

al., 2022; De Clercq et al., 2022; Edwards et al., 2020; Graetz et al., 2022; Janvier et al., 

2020; Liu et al., 2014; Sharman et al., 2005; Stewart et al., 2012; Zaal-Schuller, Willems, 

et al., 2016). 

Religious parents trusted in God’s guidance to make the right decision, or they put the 

responsibility in God’s hands (Edwards et al., 2020; Janvier et al., 2020; Liu et al., 2014; 

Sharman et al., 2005; Stewart et al., 2012). Praying and believing in God gave parents 

the strength to deal with their situation and a sense of comfort and peace (Edwards et 

al., 2020; Sharman et al., 2005; Stewart et al., 2012). Some parents believed they 

would meet their child in the afterlife (De Clercq et al., 2022). 

 

2.11 Discussion 

The purpose of this systematic review was to explore how parents experience the 

process of decision-making about medical care for their children with life-limiting and 

life-threatening conditions. The review identified that participation in decision-making 
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is emotionally challenging. The wide range of negative emotions experienced by 

parents compounds the experience by affecting their ability to make decisions and to 

be in control of the process. Perhaps unsurprisingly, there were no positive emotions 

experienced by parents, reflecting the lack of positive emotions described in a wider 

body of literature in this field (Jackson et al., 2008; Lipstein et al., 2012). 

 

This review extends the knowledge of decision-making in the medical environment by 

providing evidence that decision-making is experienced similarly by parents, 

irrespective of the child’s diagnosis. This supports the findings of previous research on 

decision-making undertaken in a general paediatrics setting (Bennett & LeBaron, 2019; 

Boland et al., 2019; Jackson et al., 2008; Lipstein et al., 2012).  

 

Guilt, including anticipatory guilt, was identified as an emotion frequently experienced 

by parents while making decisions. This is a new perspective on guilt, which is more 

frequently connected with loss and bereavement (Li et al., 2014; Miles & Demi, 1992) 

or with the sense of responsibility for the child’s condition and suffering (Steele & 

Davies, 1998; Tan et al., 2021). Guilt in connection to decision-making has been 

identified in research into parents of preterm infants or children with disabilities (Eden 

& Callister, 2010; Zaal-Schuller et al., 2016). Anticipatory guilt is more commonly found 

in situations when parents imagined their life after the death of the child (Steele & 

Davies, 1998).  

 

This review shows that parents are required to make decisions in challenging 

circumstances. This impacts on their ability to make decisions and can lead to a 
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reliance on doctors to make decisions instead. Experiencing pressure and coercion 

from healthcare professionals during decision-making was connected with negative 

emotions. The use of persuasive strategies by healthcare professionals was identified 

in a recent study by Popejoy et al. (2022). The present review extends this knowledge 

by adding evidence that persuasive strategies can have a negative impact on the 

emotional state of the parents.  

 

The review findings indicate that parents need to have enough time to process 

information provided by the healthcare professionals. Lack of time is stressful for 

parents and can cause conflicts. This is a consistent finding in this field; time has been 

identified as the main environmental barrier to shared decision-making and to directly 

affect ability of parents to participate in the decision-making and their perception of 

being pushed into the decision (Boland et al., 2019; Jackson et al., 2008; Lin et al., 

2020; Xafis et al., 2015).  

 

This review identified that parents need to keep their parental role, be a “good 

parent”, and advocate for their child during the decision-making. Being a “good 

parent” is a known concept connected to parental desire to be a good parent to their 

ill child which is subsequently influencing their perspective on what is best for their 

child and their decision-making (Weaver et al., 2020). This attitude thus puts parents 

in a difficult position as they try to balance their wishes and uncertainties with the 

need to be a “good parent” when making decisions for their child. 
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Parents used their subjective perception of their child’s will to live to guide their 

decisions. This was described in a previous study, where the child’s will to survive 

affected parental decision-making (Zaal-Schuller, de Vos, et al., 2016). 

The parental experience with decision-making was further affected by a lack of 

confidence caused by limited medical knowledge, emotional exhaustion, and 

insecurities. While this finding is consistent with previous studies (Boland et al., 2019; 

Lipstein et al., 2012; Xafis et al., 2015), this review shows that this lack of confidence 

may cause parents to follow the decisions made by healthcare professionals even 

when they do not necessarily agree with them.  

 

Participation in decision-making is stressful for parents, but this review has found that 

it is possible to mitigate their negative experiences. The support provided by a spouse, 

family, or friends can positively impact the experience with decision-making, and is 

consistent with previous research (Tan et al., 2021). Single parents experienced 

additional challenges as they did not have support from the other parent and were 

required to make decisions independently.  

 

Faith in God and praying represented supportive strategies, consistent with other 

research which has identified the importance of faith in decision-making (Hexem et 

al., 2011; Lipstein et al., 2012; Tan et al., 2021; Xafis et al., 2015). In this review, trust 

in God’s guidance and belief in the afterlife helped parents find comfort, hope, and 

peace. Unlike other research which identified churches and religious communities as 

sources of support, these were not identified within this review (Hexem et al., 2011). 
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In this review the attitude of healthcare professionals was found to affect the whole 

experience of decision-making. Actively inviting parents to participate in the decision-

making, respecting their role as parents and giving them enough information while 

keeping their hope made the experience less traumatic.  

 

Available research shows that active participation can be difficult for parents, and they 

need to be invited by healthcare professionals to contribute, as the power distribution 

in the medical setting is not well balanced (Boland et al., 2019; Joseph-Williams et al., 

2014; Richards et al., 2018). This review has identified that active participation in the 

decision-making process is further affected by access to information, a finding which 

aligns with other research (Boland et al., 2019; Hoang et al., 2020; Pyke-Grimm et al., 

2006; Sullivan et al., 2014). Parents also valued honest communication and being 

listened to, as highlighted in previous research (Hirata & Kobayashi, 2023; Pyke-Grimm 

et al., 2006; Tan et al., 2021).  

 

2.12 Strengths and limitations 

This review has several limitations. The inclusion criteria were not limited to a specific 

diagnosis; therefore, a larger number of studies were included in the review, thus 

possibly affecting the robustness of the synthesis. The data extraction and analysis 

were conducted by one reviewer, which could lead to a personal bias in the data 

interpretation.  
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 Although the studies were assessed for quality, the used tool has its limitations. The 

Hawker’s tool provides an aggregated score for nine components without 

distinguishing how each component is affecting the quality of the given study. The use 

of structured approaches for assessing qualitative evidence can lead to bias and 

inconsistency in the judgment of the reviewers (Dixon-Woods et al., 2007). 

 

The participants in the included studies were predominantly mothers. Whilst the 

fathers’ experiences were included, there is a paucity of research about the paternal 

experience.  

 

Included studies were retrospective in nature, and some included bereaved parents, 

which could have affected parents’ recollections of their experience. Additionally, only 

studies which were written in English and Czech were eligible for the review. 

 

Notwithstanding the limitations listed above, this review has several strengths. To our 

knowledge, this is the first review focused solely on parental experiences of decision-

making for their children with life-limiting and life-threatening conditions. This review 

provides a robust synthesis of available evidence of the studied phenomenon. Wider 

inclusion criteria made it possible to include studies focused on different types of 

diagnoses of the children and various types of decisions. This approach made it 

possible to get an understanding of the experience from a wider perspective.  
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Although the data extraction and analysis were done by one reviewer, the whole 

process was overseen by the supervisors and the quality assessment was done by two 

reviewers.  

 

2.13 Conclusion 

This review highlights that parental experiences with decision-making are complex and 

multifactorial. Parents’ ability to effectively participate in the process is limited, as they 

are not empowered to do so, the circumstances in which the decision-making takes 

place are challenging, and their participation is dependent on the healthcare 

professional. Given the review findings about these limitations to even participating in 

decision-making the focus of empirical study shifted from exploring shared decision-

making to exploring the decision-making process more broadly. This adjustment 

allowed the study of medical decision-making without the assumption that it is 

necessarily shared. It also enabled an exploration of how medical decisions are made 

within the cultural context of the study setting. This refinement of the theoretical 

underpinnings and the research question are congruent with the selected case study 

approach (Merriam, 1998) adopted for the empirical research. The theoretical 

considerations are discussed along with working methods in the next chapter.  
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Chapter 3. Methodology and methods 

3.1 Introduction 

In the previous chapters, the background of this study was presented, followed by the 

methods and findings of the systematic review, which is focused on the parental 

experience with decision-making. This chapter will first describe the philosophical 

underpinnings which guided the study, and the study design used to respond to the 

research question. Second, the methods used in the empirical part of this research are 

presented in detail, with attention given to both the ethical considerations and the 

measures utilised to ensure an ethically sound study. The chapter concludes with a 

discussion of approaches undertaken to maintain study rigour throughout the 

research endeavour. 

 

3.2 Research question and study aim 

The aim of this study is to explore medical decision-making from the perspectives of 

parents of children with life-limiting and life-threatening conditions and healthcare 

professionals. By focusing on the perspectives of both parents and healthcare 

professionals, the aim is to get a better understanding of the whole process and how 

the decisions are experienced and constructed by both participating parties.  

 

Research question: How are decisions about the medical care of children with life-

limiting and life-threatening conditions experienced and constructed by parents and 

healthcare professionals? 
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3.3 Research paradigm  

A research paradigm is a framework that philosophically underpins the choices made 

when conceptualising and conducting research (Bunniss & Kelly, 2010; Weaver & 

Olson, 2006). Selecting a research paradigm includes critically examining its key 

concepts, ontology, and epistemology (Denzin & Lincoln, 2000; Guba & Lincoln, 1994). 

The choices made within this PhD study are now presented and discussed. 

 

Ontology relates to the nature of reality and what we can know about it (Guba & 

Lincoln, 1994). This study adopts a relativist ontology, which assumes that the studied 

reality is multiple, subjective and socially constructed  (Guba & Lincoln, 1994; Kivunja 

& Kuyini, 2017). Applying a relativist ontology lens to research focused on the decision-

making process enables an in-depth exploration of individual experiences and of the 

subjective realities of different participants (Broom & Willis, 2007). This PhD study 

explores the phenomenon of medical decision-making from two distinct perspectives 

of parents and healthcare professionals who may construct their experiences and 

realities differently. Within the relativist ontology, realities are constructed by the 

individual interacting with the outside world (Scotland, 2012) and are diversly 

interpreted depending on the experiences of the involved participants (Bunniss & 

Kelly, 2010).  

 

Epistemology is the second key concept of the research paradigm and refers to the 

relationship between the researcher and the studied subject; identifying the nature of 

knowledge and how it is acquired (Guba & Lincoln, 1994; Phoenix et al., 2013). The 
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epistemological stance applied to this research is constructivism. A constructivist 

epistemology enables the exploration of individual interpretations of the studied 

experience and how the meaning of the studied phenomenon is constructed by the 

participants (Merriam & Tisdell, 2016). This exploration uses the emic perspectives of 

the participants, in the case of this research, the perspectives of the parents and 

healthcare professionals  (Tavakol & Zeinaloo, 2004). The meaning of knowledge is 

developed socially and is influenced by the individual’s surroundings and interactions 

with others (Phoenix et al., 2013). This is relevant for the decision-making research, as 

medical decision-making is affected by the social and cultural context (Santoro & 

Bennett, 2018).  

 

This PhD study adopts a constructivist paradigm, which is aligned with the study’s aim 

and my philosophical position. Research conducted within the constructivist paradigm 

emphasises the studied individuals and their interpretation of the external world while 

focusing on how social reality shapes their experiences (Crossan, 2003; Kivunja & 

Kuyini, 2017; Phoenix et al., 2013). The decision-making process is influenced by the 

interactions between patients and healthcare professionals, and using the 

constructivist stance to explore this phenomenon will enable a deeper understanding 

of the individual perspectives (Wilson, 2000). It further allows exploration of the 

studied phenomenon from the perspective of two distinct types of participants whose 

realities are different, whilst recognising the influence of cognitive, contextual and 

cultural factors, which are likely to be influential in decision-making  (Pope & Mays, 

1995; Tetley et al., 2009; Weber & Morris, 2010).  

 



85 

 

The choices of a relativist ontology, a constructivist epistemology and a constructivist 

paradigm guided the decisions about an appropriate research design and methods for 

data collection and analysis, which are discussed below.   

 

3.4 Research design 

Within the constructivist paradigm, several contender research designs were 

explored: grounded theory, phenomenology, and case study research. A constructivist 

grounded theory design was considered as it is congruent with the relativist ontology 

(Burns et al., 2022; Charmaz, 2017). The main focus of grounded theory is to develop 

theory of the studied phenomenon rooted in the data collected from the study 

participants (Renjith et al., 2021). The ‘blank slate’ aspiration within grounded theory, 

though arguably conceptual, did not align well with my own lived experiences in 

paediatric palliative care. Moreover, while grounded theory is a powerful inductive 

method of developing codes and eventually a theory, the focus is generally associated 

with a single broad perspective or populations. From this the researcher may seek later 

to explore the developing theory with other groups (Chapman et al., 2015). This study 

seeks to understand decision-making from two perspectives, which would be difficult 

to achieve through grounded theory research (Elliott & Lazenbatt, 2005). 

 

Phenomenology is focused on exploring the lived experience of the participating 

individuals in-depth (Burns et al., 2022). The meaning of the studied experience is 

explored from the perspective of the study participants who have experienced the 

studied phenomenon similarly (Renjith et al., 2021).  A phenomenological research 
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design seeks homogeneity in the sample, which is not congruent with the anticipated 

sample of this study, which combines two distinct types of participants (Creswell, 

2007). Furthermore, the focus of the study is on how the decisions are constructed by 

the participants, rather than in-depth exploration of their experience of the decision-

making process.  

 

The third research design considered for this PhD study was a case study approach. 

Case study research enables the exploration of the studied phenomenon in depth from 

different perspectives; in this study, understanding how decisions are constructed by 

parents and healthcare professional (Miller & Brewer, 2015). As case study research 

yields an understanding of the structures and process affecting the studied 

phenomenon, it aligns with the recognition in this research that decision making is 

located within a context which also needs to be taken into account (Brogan et al., 

2019). As such a qualitative case study design (located in constructivism) was selected, 

and is discussed below, along with an overview of the development and strands of 

case study design.   

 

3.4.1 Case study design 

Viewed as an approach or research strategy rather than a methodology (Tight, 2010; 

Verschuren, 2003; Walshe et al., 2004), case study design is particularly suitable for 

exploring complex issues in-depth as it enables the creation of a holistic picture of the 

studied phenomenon and yields a better understanding of events happening in their 

real-life context (Brogan et al., 2019; Cope, 2015; Crowe et al., 2011; Miller & Brewer, 
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2015). Case study approaches enable the exploration of a  studied phenomenon from 

different perspectives (Miller & Brewer, 2015); build understanding of the structures 

and process which affect the studied phenomenon (Brogan et al., 2019); and permit 

insights into characteristics of larger groups (Gerring, 2004). 

 

The exploration of case study design as a research strategy has been undertaken by 

three primary methodologists: Yin, Stake and Merriam (Brown, 2008). Although each 

adopted a different philosophical stance and approach towards case study research, 

they align and enhance each other (Yazan, 2015). All three approaches towards case 

study research were carefully considered for this PhD study. 

 

Robert K. Yin, does not specify his epistemological position, but his work suggests that 

he inclines towards the positivist paradigm (Brown, 2008; Yazan, 2015). The approach 

of Yin is based on pre-defined theoretical propositions that serve as hypotheses and 

guide data collection and analysis (R. K. Yin, 2018). While acknowledging the strengths 

of Yin’s case study design, the positivist paradigm is not aligned with the constructivist 

paradigm guiding this PhD study. Therefore, Yin’s approach was not perceived as 

congruent. 

 

The second approach explored was that of Robert E. Stake, who positioned himself 

within the constructivist paradigm and highlighted the role of the researcher, who is 

the interpreter of the studied reality (Stake, 1995). The researcher has a key role when 

generating knowledge and interpreting the meaning of data while actively interacting 

with the study participants (Harrison et al., 2017; Yazan, 2015). Close interaction and 
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development of the relationship between researcher and the studied phenomenon is 

central to Stake’s position and would be difficult to achieve while conducting this study 

(Boblin et al., 2013).  

 

The third approach considered for this study was the qualitative case study of Sharan 

B. Merriam set within the constructivist paradigm (Brown, 2008; Merriam, 1998). The 

qualitative case study approach assumes that reality is constructed intersubjectively 

through meanings, while understanding is developed socially and experientially 

(Merriam & Tisdell, 2016).  

 

3.4.2 Qualitative case study approach 

The qualitative case study presented by Sharan B. Merriam was selected as the most 

congruent with the study’s aim and my philosophical position. Studies using a 

qualitative case study design strive to get an understanding of the individual 

experiences and their meaning (Brown, 2008; Yazan, 2015).  

 

Merriam (1998) identified three key characteristics of qualitative case study research 

- particularistic, descriptive, and heuristic - all of which align with research into medical 

decision-making. The particularistic aspect enables the study to be focused on 

particular events, such as the situations where decisions were made. The descriptive 

characteristic of case study reflects the focus on providing a rich description of the 

studied phenomenon. This includes the personal perspectives of the participants and 

any factors which affect the explored events. The heuristic attribute enables a deeper 
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understanding of the studied phenomenon by explaining the background of the 

events, what happened and why (Merriam, 1998).  

 

Qualitative case study research is defined by the object of study, the case, which 

represents an example of the studied phenomenon occurring in a bounded context 

(Merriam & Tisdell, 2016; Milles et al., 2014). The case is characterised by well-defined 

boundaries and is selected based on the research aim and question, and what it could 

reveal about the phenomenon of interest (Crowe et al., 2011). Seeing the case as a 

single entity helps to explore the phenomenon in depth and to uncover new 

characteristics (Merriam, 1998; Yazan, 2015). Merriam’s understanding of the case is 

the following: “the case is a thing, a single entity, a unit around which there are 

boundaries” (Merriam, 1998, p. 27).  

 

Qualitative case study can include a single case or multiple cases. A multiple case study 

consists of several cases which enables comparison across the cases and exploration 

of multiple realities (Merriam & Tisdell, 2016). Exploration of the decision-making 

phenomenon from perspectives of different participants was aligned with the multiple 

case study approach and was therefore utilised in this study.  

 

Merriam (1998) recommends starting the research endeavour with a literature review 

and the development of a theoretical framework which will guide the research process 

and frame the study. The theoretical framework is based on the researcher’s 

perspectives and existing theories and helps to select appropriate methods for data 

collection and analysis (Ebneyamini & Sadeghi Moghadam, 2018). The systematic 
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review which shaped the research question in this PhD study was presented in the 

previous chapter and the research methods are presented in following sections.  

 

In a qualitative case study, data can be collected using both qualitative and 

quantitative methods, including interviews, observations and document analysis 

(Harrison et al., 2017). Sampling is done on two levels; the case under study is first 

selected followed by within-case sampling of the study participants (Merriam, 1998). 

Sampling is undertaken using purposive strategies with the aim of selecting 

appropriate cases which will provide rich information about the studied phenomenon. 

 

Data analysis takes place simultaneously with data collection (Merriam & Tisdell, 

2016). Analysis is a complex process involving data consolidation, reduction, and 

interpretation with the aim to make sense of the collected data (Merriam, 1998). 

Emphasis is on the overall process of analysis and data management rather than 

adopting a specific analytical approach (Harrison et al., 2017; Merriam, 1998). In 

multiple case studies data analysis is conducted in two stages; first within-case analysis 

and second cross-case analysis (Merriam, 1998). The analytic approach comprises 

coding patterns and insights in the data (individually within each case and then across 

cases) which are subsequently merged into categories. These evolve during the 

analytical process and can be presented in the form of a model to depict the 

interrelationship between the categories (Merriam & Tisdell, 2016). For this study a 

narrative analysis approach was adopted as it aligns with the qualitative case study 

design and constructivist paradigm. 
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3.4.3 Narrative analysis 

A narrative analysis uses personal stories to gain an understanding of human 

experience within the cultural and social context of the story-teller (Polkinghorne, 

1995). It is suitable for studies of challenging life situations, including exploration of 

experiences with chronic illnesses and hospitalisation, and as such is congruent with 

research focused on exploring personal experience with decision-making in healthcare 

settings (Bailey & Tilley, 2002; Olofsson & Norberg, 2001; Riessman, 1990, 2000). 

Narrative analysis is also suitable for exploring perspectives of different types of 

participants, represented in this PhD study by parents and healthcare professionals 

(Olofsson & Norberg, 2001).  

 

The strategy used in this study draws on the structural approach to narratives of 

personal experience developed by Labov and Waletzky (Labov, 1972; Labov & 

Waletzky, 1967), which is useful for comparison of narratives across multiple cases 

(Riessman & Quinney, 2005). Labov’s analytical model is based on the identification of 

clauses, each clause having a specific function within the narrative of personal 

experience. The complete narrative of personal experience consists of six elements: 

the abstract, orientation, complicated action, evaluation, resolution, and coda (Table 

6) (Labov, 1972).  

 

Labov’s structural approach is focused on events described by the narrator (Andrews 

et al., 2013; Emden, 1998). As argued by others, this approach can lead to the dismissal  

of partial stories that do not have all six elements of a complete narrative, and 

meanings can be lost by taking the narrative out of its context and analysing selected 
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clauses without reflecting the whole narrative (Andrews et al., 2013; Polanyi, 1981; 

Riessman, 2005).  

Table 6 Six elements of complete narrative of personal experience 
(adapted from Labov, 1972; Wiles et al., 2005) 

 Element  Description 

 Abstract  Framing of the story, what the story is about. Abstract 

summarises and frames the story and draws the attention of 

the listener. 

Orientation Background information about the narrative - the setting, 

time, and characters. Explains when, who, what and where. 

Orientation consists of free clauses which help the listener 

to orient himself within the person, place, time and situation 

of the story. Orientation may not be present in every 

narrative. 

Complicated Action Turning point of the story and presentation of specific 

events such as crisis or problem or series of these: “then 

what happens”. It is the main body of the narrative and 

consists of a series of events describing what happened in 

the narrative. 

Evaluation Comments and interpretation of the story by the narrator. It 

is the main point or “soul” of the narrative. Evaluation is 

usually placed between elements of complicated action and 

resolution.  

Resolution The result or outcome of the plot. Resolution can be 

presented as a standalone element, or it can be part of the 

evaluation and indicate the ending of the story. 

Coda The end of the narrative. The coda returns the audience 

back to the presence. The coda closes the story and may not 

be present in each narrative. 
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A combination of different strategies for narrative analysis was proven to be an 

effective strategy to address those limitations (Bailey & Tilley, 2002; Emden, 1998; 

Riessman, 1993; Wiles et al., 2005). 

 

The structural approach by Labov and Waletzky used for the analysis within this study 

was therefore enforced by identification of partial stories and by applying rhetorical 

aspects of the narratives to the transcripts to ensure that the active elements of 

speech are not lost. The analytical approach is described in detail in Chapter 3.5, 

Research methods.  

 

3.4.4 Reflexivity 

In a qualitative study, the interpretation of the studied reality can be influenced by the 

researcher; therefore, to ensure the study’s rigour, it is necessary to address one’s 

subjectivity and assumptions (Bradbury-Jones, 2007; Milles et al., 2014; Peshkin, 

1988). This is possible by using reflexivity, an approach used to identify factors which 

can influence data interpretation, such as previous experiences, cultural background, 

values, personal preconceptions and expectations (Bryman, 2016; Creswell & Creswell, 

2014; Fischer, 2009; Flick, 2014). 

 

Reflexivity helps to achieve integrity in qualitative case study research  (Merriam & 

Tisdell, 2016). Addressing this issue was seen as paramount in this study due to my 

background, which was explained earlier in the thesis. To limit the impact of my lived 

experience on the study, I used several precautions during the whole process. I 
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informed my supervisors about my experience so they could identify any possible 

personal influence during data collection, analysis, and interpretation. During the data 

collection, I kept a reflexive journal where I noted my feelings and assumptions after 

each interview. To limit any bias during data collection, participants were unaware of 

my experience. During data analysis, I used the reflexive diary as it was important to 

keep personal experience and my conclusions aside.  

 

It is possible that even when applying various ways in how to address reflexivity, I was 

not fully objective and my experience indeed affected the findings of the study (Lynch, 

2000). Nevertheless, it should be noted that subjectivity does not have to be seen only 

as a disadvantage but can enhance the understanding and sensitivity towards the 

studied phenomenon (Jootun et al., 2009). 

 

3.5 Research methods  

This section outlines how the qualitative case study research design was applied to this 

particular study with the aim of exploring decision-making about medical care for 

children with life-limiting and life-threatening conditions, and how these are 

experienced and constructed by parents and healthcare professionals.   

 

This study was conducted in a single setting, a university paediatric hospital in the 

Czech Republic, which provides a tertiary level of medical care for children. The 

hospital has a well-established paediatric palliative care team.  
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3.5.1 Participant selection 

The process of sampling in case study research has two levels. The first level is selecting 

the studied cases, and the second level is identifying the study sample within the case 

(Merriam & Tisdell, 2016). The selection of the cases is outlined below and is followed 

by a description of the recruitment of study participants. 

 

3.5.1.1   Identification of a case  

The identification of a case follows the approach of Merriam (1998), who defines each 

case as a single entity with boundaries, as discussed in the previous section (3.4.2). 

The choice of the case boundaries was driven by the study aim and the research 

question. The case was defined by a child with the diagnosis of a life-limiting or life-

threatening condition (see Chapter 1.2 for an overview of the conditions). The case 

consisted of the child’s parents and healthcare professionals involved in the child’s 

care. In line with a constructivist case study, the identification of each case was made 

at the start of the case study research and before the sampling process began 

(Merriam & Tisdell, 2016). This study consists of multiple cases. 

 

3.5.1.2   Sampling of the cases 

Sampling of cases started with the selection of the eligible children. This step was 

conducted with the help of the collaborating doctor from the paediatric palliative care 

team, who had access to the children’s medical records and knew their medical 

history. Selected children were screened against the inclusion and exclusion criteria 
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(Table 7). A purposive approach was adopted to achieve variation regarding the 

medical diagnoses of the children based on the four categories of life-limiting and life-

threatening conditions. 

Table 7 Inclusion and exclusion criteria for the children 

Inclusion criteria 

 

Living child. 

 

Age range: 0-18 years. 

 

The child was diagnosed with a life-limiting or life-threatening condition. 

 

The child was under the care of the paediatric palliative care team within the last 

12 months. 

 

Decisions about medical care were made within 12 months before case selection. 

 

Decision/s about medical care on behalf of the child were done in any of the 

following areas: 

- Significant treatment decisions (discontinuation of treatment, 

postponement of treatment, change in the type of treatment, invasive 

interventions beyond the standard treatment procedure, etc.). 

- Decisions leading to the limitation of care (do-not-resuscitate/intubate, 

limitation of antibiotic treatment, limitation of nutrition). 

- Decisions related to invasive procedures that may pose a significant risk 

to the child during the procedure and/or reduce the quality of life (e.g. 

surgery, tracheostomy, tube feeding). 

- Decisions related to end-of-life care (limitation of care, preferences for 

end-of-life care, hospice care, place of death). 

Exclusion criteria 

Deceased child or death of the child prior to an interview with the parents. 

Decisions about medical care were made more than 12 months before the data 

colection. 
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3.5.1.3   Within-case sampling of study participants 

After the identification and sampling of the eligible children, the second level of 

sampling was conducted. Each case consisted of two types of participants: parents and 

healthcare professionals, who were invited to participate in the study based on the 

following set of inclusion and exclusion criteria (Table 8). 

Table 8  Inclusion and exclusion criteria for parents and healthcare professionals 

Inclusion criteria 
 

Exclusion criteria 

Parents 

 

Biological parents or legal guardians of the eligible child. 

Bereaved parents.   

 

 

Able to speak in Czech. 

 

Adults aged 18 years and above. 

Healthcare professionals 

 

Healthcare professionals of various specialisations 

(doctors, nurses, social workers, psychologists) involved in 

the decision-making process regarding the care of the 

eligible child. 

 

 

Identified by parents or the collaborating doctor as a 

healthcare professional involved in the medical care and 

in the decision-making process. 

 

 

 

3.5.2 Recruitment  

The recruitment of the study participants, parents and healthcare professionals 

followed a strategy depicted in Figure 3. Detailed description of the recruitment 

process for each type of participants is provided in the next two sections. 
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The recruitment of participants was a lengthy process, spanning from July 2021 to 

March 2023. It was impacted by the COVID-19 pandemic and other factors.  

 

Parents were often difficult to reach, with long pauses between each contact, and 

multiple attempts were sometimes necessary to arrange an interview. This was caused 

by the demanding care required by their children and the unpredictable changes in 

the children’s health.  

Similarly, recruiting healthcare professionals proved challenging due to their heavy 

workloads, irregular schedules, and, in some cases, difficulties in reaching them.  

 

 

Figure 3 Recruitment of study participants 
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3.5.2.1   Parents  

The recruitment of parents was undertaken together with the collaborating doctor 

who sent parents of the eligible children a letter of invitation. This strategy was 

employed as the doctor had access to children’s medical records and could contact 

parents directly. Only biological parents (mothers and fathers) or legal guardians of 

the eligible child were invited to the study. Parents interested in participating in the 

study replied to the researcher via email. This approach allowed parents to decide 

about their participation without feeling overwhelmed if approached directly 

(Tomlinson et al., 2007).  

Parents who agreed to participate were sent an informational pack about the study, 

including a cover letter, a participant information sheet and a consent form (Appendix 

6, 7). Subsequently, a date and place for the interview were arranged based on the 

participants’ preferences.  

 

3.5.2.2   Healthcare professionals 

Healthcare professionals were identified by parents at the end of their interview. This 

approach empowered parents to make recommendations regarding the next 

participants being invited to the study (Robinson, 2014). Recruitment of healthcare 

professionals was a crucial part of this study, therefore, personalised and relationship-

based strategies were used to enhance their engagement in the study  (Bruneau et al., 

2021). Letting parents identify healthcare professionals who would be invited to 

participate in the study also enabled a personalised aspect to be added into the 
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recruitment strategy, as healthcare professionals were asked to talk about a specific 

child in the invitation letter. 

This approach also empowered parents to take an active role in the research process 

which seemed to increase the likelihood of healthcare professionals’ participation. At 

the same time, there was awareness that the request to identify a healthcare 

professional could provoke discomfort in the parents, as previous research indicates 

that parents may be reluctant to use personal networks for recruitment or have 

concerns over privacy and role boundaries (Kim et al., 2023). Additionally, there is a 

risk that this approach may place undue pressure on healthcare professionals to 

participate, owing to the pre-existing therapeutic relationship (Bruneau et al., 2021). 

To limit those ethical challenges, parents were invited to identify a healthcare 

professional but in cases where they declined to do so, the collaborating doctor could 

also provide the nomination.  

 

The identified healthcare professionals were approached via email with an adapted 

version of the information pack about the study (Appendix 7, 8). Interviews with 

healthcare professionals were arranged to reflect their preferences regarding the form 

and place.  

Both parents and healthcare professionals were sent a reminder after two weeks if 

they did not reply to the first invitation email. No further contact was initiated if they 

did not respond to the reminder. 
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3.5.3 Data collection 

Data in this study were collected using two different techniques – interviews and 

document analysis.  

In congruence with Merriam’s approach (1998), the main source of data were in-depth 

interviews with parents and healthcare professionals. Using interviews to collect data 

empowered parents and healthcare professionals to talk about their experience with 

decision-making from their perspective and to create their reality of the events 

(Riessman, 1990). An additional source of data was a document analysis of medical 

records. Analysis of documents represents another strategy for data collection in 

qualitative case study research (Yazan, 2015). 

 

3.5.3.1   Interviews 

In line with qualitative case study design, the data were collected through individual 

in-depth interviews with parents and healthcare professionals.  

 

An interview topic guide was used to navigate the interviews. Two version were 

created, one version for parents and the other for healthcare professionals (Appendix 

9). The interview topic guide was based on the findings of the literature review, carried 

out as part of this thesis, and reflected the aim of the study (Bryman, 2016). The topic 

guide used open-ended questions and probes to identify the events of decision-

making, and to explore the experience of the participants. Following Merriam’s (1998) 

recommendation for a flexible approach during interviews, this study used the 
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interview guide to navigate the conversations while allowing participants to share 

their experiences at their own pace without strict adherence to the guide’s structure. 

Both versions of the interview guide were piloted with a parent and healthcare 

professional to ensure the clarity of the questions in gathering relevant information.  

 

All interviews were conducted in Czech language and audio recorded. The interviews 

took place face-to-face, by phone or as an online meeting (Teams) based on 

participants’ preferences and the current epidemiological situation. The interview 

started after verifying their consent with participation. At the start of each interview, 

participants’ demographic data, such as age, marital status, faith, education, number 

of children in the family and length of medical practice, were collected. All participants 

were asked to identify decisions about medical care which they perceived as important 

and to talk about their experience.  

 

Field notes and memos were taken during and after each interview to record the 

emotions of the participants and the situation in which the interview took place. The 

field notes from the interviews with parents were used during the interviews with 

healthcare professionals to remember the context of the interviews with the parents. 

Additionally, a reflexive account was written after each interview to capture the 

experience and my feelings from the interview while bracketing my own experience 

with the studied phenomenon. 
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3.5.3.2   Documentary data 

For each case, documentary data were collected. The electronic hospital database was 

used to access the medical records of the children. Access to the medical records was 

approved by the hospital governance, and additional permission was obtained from 

the parents. 

 

Due to security clearance, my access was limited to the reports submitted by the 

paediatric palliative care team. Medical reports from other hospital departments were 

not therefore available. Limited access was compensated by robust medical reports 

from the paediatric palliative care team, as they use an innovative approach to 

document the medical consultations and their outcomes. This approach requires 

parental authorisation of the written report, which gives parents control over the 

interpretation of the consultations (Hrdlickova et al., 2023). 

 

The collected documentary data were authored by healthcare professionals working 

within the paediatric palliative care team, although some records were reviewed and 

endorsed by parents prior to submission to electronic hospital database as explained 

above. The documentary data also included e-mails written by parents to healthcare 

professionals. The record of the first consultation with the palliative care team 

provided a detailed overview of the child´s personality, family context and health 

condition. While the documentary data mainly reflect healthcare professionals´ 

perspectives, they provide an insight into parental experience and offer a broader 

context for each case and understanding of the family´s dynamics.  
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3.5.4 Data analysis 

This study utilised a structural narrative approach supported by the identification of 

partial stories and by the application of rhetorical aspects of speech to the transcripts.  

 

The data analysis in this study was conducted in two stages (within-case and cross-

case), with five steps to the analytic process. The documentary analysis followed the 

five steps of data analysis. The analytical process was concluded with the development 

of categories and of the conceptual model.  

 

All collected data were analysed in Czech. The recordings, transcripts and documents 

were uploaded to ATLAS.ti 23 software for analysis and further management.  

The process of the data analysis is described in detailed below. 

 

Stage one: within-case analysis. 

All data collected within one case were analysed separately using a three-step process; 

familiarisation with all collected data in each case; identification of stories in the 

collected data in each case; and searching for relations in the data matrix within each 

case. Each case was analysed in turn before moving on to the next case.  Following 

completion for all cases, cross-case analysis was conducted.  

 

• Step 1 – Familiarisation with data (within-case) 

The analysis started with familiarisation with the collected data within each case 

individually. In each case, collected interviews were repeatedly listened to and 

transcribed verbatim. Identifiers were removed from all transcripts, and children were 
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given aliases to ensure their anonymity. Transcripts were read while listening to the 

recordings, with the aim of immersing myself in the data and reliving the experience 

of each interview. The medical records were read in full. During this process, emerging 

narratives related to the studied phenomenon were marked for further analysis.  

 

• Step 2 – Identification of stories (within-case) 

Within each case, the narratives describing the stories of experience with decision-

making were identified in the interview transcripts. The narratives were identified as 

structural narrative of personal experience if they consisted of the six elements of a 

narrative. Narratives which did not include all six elements were also identified and 

marked as partial stories. The identified stories were extracted from the transcripts 

and structural stories were presented in lines following the rhythm of active speech. 

An example of analysis is presented in Appendix 10. 

 

 

This process was concluded by a written description of each story. The number of 

stories identified for each participant was recorded in an Excel spreadsheet, together 

with the types of decisions participants were talking about (Appendix 11, 12). 

 

The medical records within each case were searched for narratives relating to the 

stories of decision-making described by the participants. All narratives identified in the 

medical records were extracted and marked as partial stories. The selected narratives 

provided further information regarding the events parents and healthcare 

professionals talked about during the interviews. A written summary of each identified 
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story was developed. The extracted excerpts were subsequently coded. Data driven 

codes were developed during the coding process. The coding process was focused on 

identifying the key aspects related to decision-making. The identified set of codes was 

used for parents and healthcare professionals alike.  

 

The analysis of medical records supported the findings from the interviews with the 

study participants. An example of a documentary data analysis is presented in 

Appendix 10. 

 

• Step 3 – Searching for relations in the data matrix (within-case) 

After the identification of stories in an individual case, the within-case analysis focused 

on exploring relations in the data matrix which was extracted in each individual case. 

The aim of this step was to identify connections and patterns in the data. Initial data 

coding was conducted, followed by the creation of a mind map for each participant to 

visually organise the codes and identify emerging categories (Appendix 13). A written 

interpretation was then developed for each case, synthesising the findings and 

describing the experience with the decision-making.  

The findings of within-case analysis were translated into a short summary which is 

presented in form of individual vignettes for each case in the following chapter (4.3.) 

 

Stage 2: Cross-case Analysis 

Following completion of within-case analysis for all cases, step 4 (cross-case analysis) 

and step 5 (development of the categories) was conducted.  

• Step 4 – Cross-case analysis  
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Using the written synthesis of the findings, the findings for each case were compared 

and contrasted against each other to look for patterns, using the mind maps developed 

during within-case analysis. To ensure that the meaning of the original stories was not 

lost or misinterpreted, the cross-case analysis process was backtracked to the original 

transcripts. The initial codes and categories developed during within-case analysis 

were revised, and new codes and categories were added. Subsequently, codes were 

aggregated thematically together, and tentative categories were identified.  

 

• Step 5 – Development of the categories 

The data analysis was concluded with the identification of tentative categories and 

subcategories, and their re-organisation into final presentation. This process required 

thorough interaction with the original data, including revisiting the transcripts to 

ensure that the interpretation was accurate and the categories captured any 

underlying meanings.  

 

The final categories were derived from the collected data; initially using an intuitive 

process which became more deductive as analysis progressed. It was important for the 

final set of the categories to be solid and supported by the data (Merriam & Tisdell, 

2016). The final developed categories were subsequently used to develop a conceptual 

model of the findings. The findings of the analysis are presented in Chapter 4.  
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3.5.5 Development of the conceptual model of decision-making 

The conceptual model was developed based on the cross-case analysis process 

described above and based on the final categories. Mind maps and visual aids were 

used to capture the findings in the form of a conceptual model which depicts the 

complex experience of decision-making.  

 

The cross-case analysis showed that the identified factors have different level of 

influence on parent and healthcare professionals. Additionally, the analysis also 

showed that the decision-makers influenced each other in varying intensity.  

 

To explore the intensity of these influences further, each identified factor was 

examined to assess its relative intensity of influence on the decision-makers. The 

perceived importance of the factors for parents and healthcare professionals guided 

this process. Subsequently, three types of influence were identified, and are presented 

as strong, medium, and weak influence. A strong influence is exerted by key factors 

which are dominant in shaping decision-making; a medium influence related to factors 

which support decision-making, and a weak influence reflects factors which are 

considered but do not directly shape decisions. 

 

The conceptual model is presented in detail at the end of the following chapter.  
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3.6 Research ethics and governance approval  

Ethics approval was obtained from the Lancaster University Faculty of Health & 

Medicine Research Ethics Committee (FHMREC) (Appendix 14) and by the Ethics 

Committee for Multi-Centric Clinical Trials of the University Hospital of Motol 

(Appendix 15). 

 

3.6.1 Informed consent 

All participants were required to give informed consent to participate in the study. 

Consent was obtained before the interviews and their recording started. Written 

consent was collected for in-person interviews, while verbal consent was used for 

interviews conducted by phone or online. Parents had to provide additional consent 

to access their children’s medical records. 

 

All participants were informed that their involvement in the study was voluntary, and 

they could end the interview at any time. They were assured that all information 

shared during the interviews are confidential and that raw data would not be disclosed 

to medical personnel. Additionally, parents were informed that their participation 

would not influence their child’s treatment. All participants were given two weeks 

after the interview to withdraw their consent. Permission was required to use direct 

quotations from the interviews. 
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3.6.2 Distress and protection of participants 

Conducting research with parents of severely ill children represents an ethically 

challenging situation due to the vulnerability of the participants (Tomlinson et al., 

2007). Inviting parents to research can put an additional burden on them by opening 

sensitive and unresolved topics, and parents can feel obligated to participate in the 

study when approached by healthcare professionals (Tomlinson et al., 2007). 

Therefore, the following measures were employed in this study.  

 

Participants were required to actively consent to participate, and only one reminder 

was sent if they did not reply to the initial email. Although requiring active consent can 

lead to lower participation rates (Stenhammar et al., 2011), it was considered more 

respectful of participants’ autonomy. Sending a detailed information letter about the 

study before the first direct contact with the researcher gave parents time to consider 

their participation (Hynson et al., 2006; Steinhauser et al., 2006). Parents were 

encouraged to respond to the invitation letter directly to me rather than to the 

healthcare professionals, which could put pressure on them. 

 

Parents and healthcare professionals could choose the form and the location of the 

interview. During interviews, it was important to minimise the distress parents may 

experience by being compassionate, empathetic and understanding (Dyregrov, 2004; 

Hynson et al., 2006). To address the psychological distress experienced by participants 

during the interviews when talking about emotionally difficult experiences, a distress 

protocol was designed specifically for this study and followed when necessary 

(Appendix 16).  
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Additionally, parents could influence the length of the interview and were not rushed. 

Before commencing the interview, parents were advised they could stop the interview 

at any time, either just for a break or all together if necessary. After the interview, 

participants were given the opportunity to ask additional questions and to reflect on 

their participation (Dyregrov, 2004).  

 

3.6.3 Data anonymisation 

The rare diagnoses of the children, the single hospital setting and the narrow study 

population represented a risk of participant identification. Therefore, maximum effort 

was put into data anonymisation. The children were given alias names, and their 

diagnoses were not fully disclosed. The age, specialisations and length of practice of 

healthcare professionals were removed to prevent their identification. The age of 

parents was also removed to protect their identity. Raw data were available only to 

the researcher. Additionally, participants were asked to give their consent for using 

direct quotations from their interviews.  

 

3.6.4 Data management 

Data management in this study complied with the EU General Data Protection 

Regulation (GDPR) and the UK Data Protection Act 2018. All collected data were stored 

at the Lancaster University One Drive. The audio data were transferred after recording 

on the encrypted and password-protected data laptop and deleted from the recording 

device afterwards. Audio data will be deleted after the PhD thesis is submitted and 
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defended. The personal data of the participants were stored separately from the 

collected data.  

 

Transcribed data will be stored for ten years. After this period, the transcribed data 

and any other collected data will be deleted by personnel appointed by Lancaster 

University.  

 

3.6.5 Harm to the researcher 

Paediatric palliative care research can be emotionally disturbing for the researcher, 

and a role conflict can occur when the participant asks for advice or is expecting 

support beyond the interview (Weaver et al., 2019). Therefore, precautions were 

taken as the research had the potential to be emotionally disturbing and included the 

researcher’s alone work.  

 

To address the emotionally challenging topic, I kept a reflexive journal during the 

research process to process the emotions experienced during the interviews.  

To minimise risks during fieldwork, the guidance on the safety of fieldwork issued by 

the University was followed while setting up the interviews (Mallows et al., 2005).  

 

3.7 Study rigour 

Addressing study rigour to ensure adequate quality is an integral part of any research 

inquiry, including case study research. Case study design was previously questioned 

for its ability to maintain study rigour (Harrison et al., 2017; Verschuren, 2003). A 
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frequently raised concern regarding case study rigour is the limited generalisability 

related to the small number of cases in a study (Crowe et al., 2011; Verschuren, 2003).  

 

The criteria used to assure the study rigour are dependent on the study paradigm 

(Kivunja & Kuyini, 2017). In qualitative inquiries, the criterion of trustworthiness 

presented by Guba and Lincon is commonly used to enhance a study’s rigour (Morse, 

2015). The aspects of trustworthiness include credibility, transferability, dependability 

and confirmability  (Lincoln & Guba, 1985). Although Merriam (1998) uses positivist 

terms of internal validity, reliability, and external validity in her work, she refers to the 

terms as defined by Guba and Lincon (1994). The following strategies proposed by 

Merriam were applied throughout this study. 

 

To ensure the rigour of internal validity of the study, Merriam (1998) recommends 

several strategies. Triangulation includes using multiple sources of data, methods or 

investigators to confirm the findings; and peer examination to refine emerging 

findings. Also recommended is engagement in data collection, disclosure of 

researchers’ bias and reflexivity to disclose assumptions, expectations, and personal 

experiences with the phenomenon (Merriam, 1998). In this study, triangulation was 

achieved through the use of multiple data sources, including interviews and medical 

records, to confirm the findings. Peer examination was facilitated by regularly 

discussing emerging results with supervisors during data analysis. Data collection was 

concluded upon reaching saturation and was designed to include variation by 

recruiting ten diverse cases. Reflexivity was maintained by presenting the researcher’s 
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prior experience with the studied phenomenon and consistently keeping a reflexive 

diary, complemented by supervisory discussions to address potential biases. 

 

Reliability, or dependability, focuses on whether the research can be replicated with 

consistent findings and is closely tied to maintaining an audit trail (Merriam, 1998; 

Merriam & Tisdell, 2016). This involves documenting how the study was conducted, 

including data collection and analysis processes, and recording reflections and 

decisions through research journals and memos. Additionally, the investigator’s 

assumptions and position, including the social context of the collected data, should be 

clarified (Merriam, 1998). In this study, an audit trail was created through detailed 

documentation of data collection and analysis, with field notes and memos being kept 

throughout. Data analysis was performed using the Atlas.ti 23 software, enabling 

backtracking of the analytical steps. The researcher’s position and experiences were 

outlined at the start of the study and revisited throughout the process.  

 

Transferability, or external validity, relates to how the study’s findings can be applied 

to other contexts (Merriam, 1998). Recommendations include providing rich, thick 

descriptions of the study’s setting, participants, and findings, supported by direct 

quotes and detailed case accounts (Merriam & Tisdell, 2016). Maximum variation, 

achieved by including diverse sites, cases, and situations, further enhances 

transferability. In this study, rich descriptions of the study setting including the socio-

cultural background of each case was described in detail in the form of vignettes. 

Direct quotes from interviews were used to support the findings. Maximum variation 
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within the sample was achieved by using a multiple-case design and purposeful 

sampling to achieve diversity in the sample. 

An overview of the strategies used to ensure a study’s rigour are presented in 

Appendix 17. 

 

3.8 Conclusion 

This chapter has provided a comprehensive overview of the philosophical foundations 

that informed this study, alignment with the constructivist paradigm and a justification 

for the selection of a qualitative case study method, and narrative analysis.  

 

The qualitative case study design set within the constructivist paradigm, enabled to 

explore the studied phenomenon from various realities and get a better understanding 

how parents and healthcare professional make medical decisions for children with life-

limiting and life-threatening conditions. In line with case study design, data were 

collected by individual in-depth interviews and supported by medical records. 

 

The narrative approach to data analysis is based on the structural approach of Labov 

(1972) and supported by using additional strategies to strengthen the analytical 

process, including identification of partial stories and using rhetorical discourse 

towards narratives. 
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The chapter is concluded with the presentation of the ethical issues connected the 

study with the focus on the protection of participant and of the measures taken to 

ensure methodological rigour of the study. 
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Chapter 4. Findings 

4.1 Introduction 

In this chapter the findings of the research into the decision-making process from the 

perspectives of parents of children with life-limiting and life-threatening conditions 

and healthcare professionals are presented. First, individual vignettes of each case are 

introduced together with the findings from the within-case analysis. This is followed 

by the presentation of findings from the cross-case analysis in the form of six 

categories.  

 

The chapter is concluded with the presentation of a conceptual model of medical 

decision-making develop based on the findings from the cross-case analysis. 

 

4.2 Presentation of the cases and study participants demographics 

The study consists of ten cases, each case was developed around the child and 

consisted of two types of participants – parents, and healthcare professionals. 

The children had various types of conditions. Most common (N=4) were conditions 

classified as life-threatening for which curative treatment may be feasible but can fail 

(category 1). The other three categories included two children each: category 2, which 

covers conditions where premature death is unavoidable; category 3, encompassing 

progressive conditions; and category 4, which involves irreversible but non-

progressive conditions. 
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The age of the children varied, with the youngest child being 2 years old and the oldest 

16 years old. Three of the children passed away during the study. 

 

The ten cases consisted of 21 participants, ten of the participants were parents, one 

in each case. All participating parents were biological parents – mothers and fathers, 

of the eligible children. The group of parents included mothers (N=7), and fathers (N= 

3). Eight participating parents were married; two parents were divorced. The average 

age of parents was 37 years (range 31-42). The interviews had an average length of 60 

minutes (range 38-89 minutes). Half of the interviews with parents were conducted in 

person; the other half was done by phone or online. 

 

The study includes 11 healthcare professionals: doctors (N=8), nurses (N=2) and a 

psychologist (N=1). Two of the healthcare professionals were participants in three 

cases and five of the cases included two healthcare professionals. The average length 

of their professional practice was 26 years (range 5-46). The participating doctors had 

various specialisation including nephrology, oncology, neurology, intensive care, 

palliative medicine, cardiology and paediatrics. Some of them had more than one 

specialisation. The average age of healthcare professionals was 50 years (range 30-70). 

The interviews had average length of 27 minutes (range 15-51 minutes). Interviews 

took place either at the hospital, online or over the phone. The demographics of the 

children and the study participants are presented in Table 9. 
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Table 9 Demographics of the children and case study participants 

 

Case number and 

alias 

 

Demographics of the children 

 

Demographics s of the study participants 

Age in years/ status Diagnosis /category Parents Healthcare professionals 

Case 1 - Jacob 12 / living genetic/3 mother/married doctor/male 

Case 2 - John 2/ living cancer/1 father/ married psychologist/female 

doctor/male 

Case 3 - Elisa 6/ deceased  cancer/1 father/ married doctor/female 

Case 4 - Thomas 13 / living organ failure/1 father/ divorced doctor/female 

Case 5 - Anna 16 / living neurological/4 mother /married doctor/female 

Case 6 - Julia 4/ living genetic/2 mother/married paediatric nurse/female 

doctor/male 

Case 7 - Samuel 2/ living genetic/3 mother/married paediatric nurse/female 

doctor/female 

Case 8 - Lucas 8/ living genetic/2 mother/married doctor/female 

doctor/male 

Case 9 - Marty 2/ deceased neurological/4 mother/married doctor/female 

doctor/female 

Case 10 - David 11/ deceased cancer/1 mother/divorced doctor/female 
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4.3 Vignettes of the cases   

In this chapter, all cases are presented in the form of a vignette (Stake, 1995). The 

vignettes are based on the data collected through interviews and medical records and 

provide a deeper insight into the individual cases. The vignettes follow similar format: 

first, the contextual background of the case is presented, including an introduction of 

the child, their age, diagnosis, relevant medical history, and family structure. The 

case’s background is not presented in full detail to minimise the risk of identification 

of the families due to the rare conditions of their children. This is followed by an 

overview of decisions made for the child and which were discussed during the 

interviews with the study participants. The vignettes are closed by a summary of the 

findings from the within-case analysis, focusing on the experience with decision-

making. 

 

4.3.1 Case one – Jacob  

Jacob is a 12-year-old boy with a genetic condition who lives with his parents and two 

siblings. The mother takes care of the children while the father goes to work. Jacob 

has been ill since birth, but he did not receive his diagnosis until he was five years old. 

The genetic syndrome causes developmental delay, and progressive damage to the 

kidneys, but his parents did not wish to proceed with haemodialysis or kidney 

transplantation.  
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Decisions made for Jacob included decisions regarding advance care planning, 

limitation of care, commencing haemodialysis, kidney transplantation, and 

involvement of the palliative care team.  

 

During the decision-making, the mother and the doctor appeared to share similar 

opinions and outlook on the care for Jacob. The focus was on the child’s quality of life 

and limitation of suffering, with invasive procedures perceived as unacceptable. The 

mother felt that her perspectives were acknowledged during the decision-making. The 

mother described that she valued the support provided by healthcare professionals. 

The impact of the decisions on the whole family was also taken into consideration by 

the mother and participating doctor alike. Both the mother and the healthcare 

professional described the involvement of the paediatric palliative care team as 

supportive. 

 

4.3.2 Case two – John 

John is two years old and lives with his parents and an older brother. He was diagnosed 

with cancer shortly after being born and was treated at the oncology department. He 

spent his first months of life in hospital undergoing chemotherapy. The father 

questioned the need for the proposed treatment, its benefits and the impact of the 

treatment and hospitalisation on such a small baby.   

 

Decisions made for John about his medical care included continuation of 

chemotherapy, surgery and undergoing magnetic resonance imaging. 
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The decision-making was described by the father as challenging. The father and the 

healthcare professionals experienced difficulties in reaching an agreement and third 

parties, including a lawyer and the palliative care team, were involved during 

conversations to prevent a conflict escalation. The father felt responsible for the 

decisions and their outcome. He believed that his choices were guided by the 

perception of suffering and John’s quality of life. Communication with the parents was 

perceived by healthcare professionals as difficult. 

 

4.3.3 Case three – Elisa 

Elisa was six years old, and she lived with her father and grandmother and had a 

younger brother. She was born healthy, but before her 6th birthday, she was 

diagnosed with cancer with a fatal prognosis. Elisa underwent a cycle of radiotherapy, 

after which she went with her family on a holiday trip. When they returned home, her 

health started to deteriorate, and her parents decided not to proceed with further 

treatment. Elisa died during the study.  

 

Decisions made for Elisa included whether to repeat cycles of radiotherapy, a do-not-

resuscitate order, care at home, involvement of hospice and palliative care team, place 

of end-of-life care, and comfort care. 

 

The decision-making process of the father was influenced by the terminal prognosis 

and by the close relationship the father had with her. He reported a sense of 
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responsibility for his daughter and the need to protect her from suffering. It was 

important for him to ensure that she had a good life until the end. The father described 

valuing the support and advice he received from his family and from healthcare 

professionals who supported him and respected his preferences. In this case, both the 

father and the doctor felt that Elisa’s preferences and opinions were acknowledged 

and valued. The support provided by the paediatric palliative care team during end-of-

life care was seen by the participating doctor as crucial to ensure the father’s 

preferences were met.  

 

The father requested that his data not be used in the quotes, and as such, they are 

omitted, although the data contributed to the findings. 

 

4.3.4 Case four – Thomas 

Thomas is a 13-year-old boy. His parents are divorced, and he and his sister live with 

their father. Thomas was born as a healthy baby. He started to show the first 

symptoms of his illness when he was in kindergarten. Thomas was diagnosed at the 

age of nine with progressive heart and lung failure, and he requires oxygen therapy at 

home. Taking care of both children while working full time to provide for the family - 

including a seriously ill son - was stressful for the father, who developed severe 

depression.  

 

Decisions made for Thomas included cardiac surgery, adjusting the dosage of 

medication, and future heart and lung transplantation.  
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According to the healthcare professional, the decision-making for Thomas was guided 

by the treatment which were available. At the same time, the father expressed feeling 

responsible for decisions. For the doctor, it was important to maintain a trusting 

relationship with the father and to come to the decision together. He expressed his 

desire not to force the father into a decision. As such, the father and the doctor had 

several discussions before reaching an agreement. However, some decisions were 

based on medical evidence, and the father was not included in these. The involvement 

of the paediatric palliative care team was experienced was experienced by the 

participating father and doctor as helpful during communication and enabled the 

situation to be seen from different perspectives. The father experienced the support 

provided by his family as crucial.  

 

4.3.5 Case five – Anna 

Anna is 16 years old and an only child who lives with her parents. Anna has been 

seriously ill since birth and has a severe mental and physical impairment. She was 

diagnosed later in her life with genetically caused epilepsy and started to develop 

more serious health problems requiring prolonged hospitalisation after she celebrated 

her 10th birthday. Due to her health issues, she is enterally fed through gastrostomy. 

Her respiratory problems raised the question of tracheostomy, which was 

subsequently refused by parents and healthcare professionals alike. 
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Decisions made for Anna about her medical care over her life included tracheostomy, 

percutaneous endoscopic gastrostomy and jejunostomy, limitation of treatment and 

care including do-not-resuscitate status, do-not-intubate status, and extent of care. 

 

The decision-making process of the mother and the healthcare professional was 

focused on Anna’s quality of life; the mother reported that ensuring Anna would have 

a good, normal life was paramount to her and Anna’s father. Both the healthcare 

professional and parent considered any available interventions through the lens of 

Anna’s disability and what benefits they would give to her. They both perceived 

interventions which would worsen Anna’s quality of life, although they could extend 

her life, as not acceptable. The participating doctor felt that she valued the opinion of 

Anna’s parents and saw them as key participants. The mother felt responsible for the 

decisions and worried about making the right choices for her daughter. It was 

important for her to make decisions together with her husband. 

 

4.3.6 Case six – Julia 

Julia is four years old and living with her parents and two brothers. Her parents were 

aware of the potential for serious health problems from pregnancy and Julia needed 

intensive medical care after birth for several months. Julia is severely delayed in her 

development and requires continuous care, which is demanding for her parents.  
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Decisions made for Julia about her medical care included cardiological surgery, 

tracheostomy, jejunostomy, limitation of treatment including a do-not-resuscitate 

status, and use of artificial life support. 

 

The mother’s experience with decision-making was influenced by limited knowledge 

about the outcomes such decisions would mean for Julia. The mother believed that 

her ability to make decisions was affected by her own health and she felt exhausted 

from long hospital admissions. The mother expressed a need for information to be 

able to understand what was happening with her daughter. She trusted the doctors 

and let them make the decisions, although she also wanted Julia to be included in the 

decision-making and sought out non-verbal signs of Julia’s will to live. The participating 

healthcare professional felt like they acknowledged parental preferences and listened 

to their opinions regarding treatment choices. The support of the paediatric palliative 

care team was experienced as valuable by parents and healthcare professionals alike. 

 

4.3.7 Case seven – Samuel 

Samuel is a two-year-old boy. He lives with his parents and brother. His parents were 

aware of the possibility that their baby would be ill during the pregnancy. Samuel was 

born prematurely and consequently diagnosed with a genetic syndrome. The health 

condition of Samuel was very fragile, requiring several hospitalisations. His health 

improved after he had surgery for a tracheostomy and gastrostomy. 
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Decisions made for Samuel about his medical care included tracheostomy, 

gastrostomy, cochlear implant and type of diet.  

 

During the decision-making process, the participating mother believed that she was 

dependent on healthcare professionals and their medical expertise to make the right 

decisions for her son, and she followed their advice. In order to participate in the 

decision-making, she needed to have information and open communication, and to be 

heard and respected. The mother felt that she made the decisions together with her 

husband. The decision-making process was reported by the participating mother and 

healthcare professionals  to be prone to conflicts. The involvement of the paediatric 

palliative care team was experienced by the mother and healthcare professionals as 

useful to navigate communication and mitigate disagreements. The doctor perceived 

the communication with the parents as challenging, as the father requested 

individualised care for his son and did not want to follow the hospital rules. The doctor 

tried to include the parents in all care decisions, including giving them the information 

they needed and acknowledging their preferences, but felt responsible for the child 

and the outcomes of the decisions. Similarly, the participating nurse reflected that the 

parents wanted to be actively involved in the decision-making and were asking many 

questions which was often perceived by the hospital staff as annoying and resulted in 

conflicts. Her decisions were guided by the ill child and his comfort.    
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4.3.8 Case eight – Lucas 

Lucas is an eight-year-old boy who lives with his parents and a younger sibling. The 

mother is at home, caring for the children, while the father works. Lucas was born as 

a healthy boy, and his health started deteriorating when he was two years old. He was 

diagnosed with a genetic syndrome affecting growth and kidney function. He went 

into renal failure within a year and now requires peritoneal dialysis. His condition 

caused him epileptic seizures and uncontrollable headaches.  

 

Decisions made for Lucas about his medical care included type of dialysis, treatment 

of headaches with opioids, involvement of hospice care, bone marrow transplant and 

advance care planning.  

 

From the perspective of the mother, decisions about Lucas’ care were made together 

with her husband and healthcare professionals.  She felt that the goal of care for Lucas 

was to have a good quality of life; to be at home and live a normal life. The mother 

reported that both she and Lucas’ father considered how the decisions would impact 

the whole family. She expressed that she fully trusted Lucas’s doctor and followed 

their recommendations, and felt that their well-established relationship made her 

experience with decision-making easier. The participating doctor described making 

decisions based on information gathered from various sources due to the rarity of the 

condition. She would then discuss these with others. For the healthcare professional 

some decisions were made based on the availability of treatment options.  
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4.3.9 Case nine – Marty  

Marty was a two-year-old boy living with his parents and three siblings. He had a 

traumatic birth and underwent a prolonged resuscitation, which resulted in severe 

brain damage. He required several life-saving surgeries during his first weeks of life. 

He had drug-resistant epilepsy and was experiencing serious epileptic seizures. 

Marty’s health and development were severely impacted by his condition. He died 

during the study.  

 

Decisions made for Marty about his medical care included decisions about various 

surgeries, establishing do-not-resuscitate status and do-not-intubate status, the 

involvement of home care and hospice care and advance care planning. Other 

decisions were focused on the use of antibiotics, application of intravenous hydration 

and the commencement of a keto diet to control his epilepsy.  

 

Marty’s mother reported that decisions were made together with her husband, but 

she found the decision-making process to be challenging. The mother felt judged and 

questioned by healthcare professionals and reported that she did not feel respected, 

although she valued those professionals who she felt supported her in her parental 

role. She described finding communication with healthcare professional as distressing 

and she felt that she did not have enough information.  

 

The participating healthcare professional perceived that their relationship with the 

parents was impaired by the lack of trust of the mother. They described the 

importance of knowing the parents’ preferences and their goals of care. The 
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involvement of the paediatric palliative care team was experienced as helpful by both 

the parent and doctor in facilitating communication and care planning. 

 

4.3.10 Case ten – David 

David was a ten-year-old boy; an only child who lived with his mother. They had a very 

close and loving relationship. Prior to his illness, David was a healthy boy. He was 

diagnosed with cancer with a terminal prognosis at the age of nine. He underwent 

radiotherapy, and his mother was trying alternative therapies. He died during the 

study.  

 

Decisions made for David about his medical care included radiotherapy, alternative 

therapies, involvement of hospice care and end-of-life care. 

 

The mother expressed feeling responsible for all decisions and said she included David 

in the process. As a single parent, she described being familiar with making decisions 

for her son on her own. During decision-making she relied on healthcare professionals 

and valued their expertise and opinions. The mother wanted the best for David, and 

she felt it was impossible for her to accept his terminal prognosis. This attitude was 

experienced as challenging by the participating doctor as it made it difficult to plan for 

end-of-life care.  Maintaining a good relationship with the mother was perceived as 

important by the doctor and she wanted to avoid pressuring her into accepting the 

terminal prognosis of her son. 
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4.4 Categories 

Guided by the narrative approach of Labov (1972), each case was firstly analysed 

individually, followed by cross-case analysis of narratives from both parents and 

healthcare professionals. The process of within and cross-case analysis was described 

in detail in the previous chapter. The identified categories integrate the perspectives 

and experiences of the participating parents and healthcare professionals. While some 

categories reflected shared understanding, others were more strongly based on the 

narratives of one group. In these categories the parental narratives dominated, 

reflecting the detailed and child-centred focus of their experiences when making 

decisions. In contrast, healthcare professionals often described decision-making that 

occurred across multiple patients and clinical contexts, offering a broader but less 

individualised perspective. In line with the constructivist positioning of this research 

the aim when analysing the data from the two sets of participants is that the categories 

represent different constructions and interpretations of the studied reality driven by 

the emic perspectives of the study participants.  

 

The within and cross-case analysis coded patterns and insights in the data. These were 

thematically merged into eighteen subcategories and six categories: Information and 

Knowledge, Child, Parents, Family, Environment, and Decision-making approach 

(Figure 4). The categories are considered below followed by a depiction of their 

relationship in the conceptual model of decision making. 
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Figure 4 Categories and subcategories of the decision-making of parents and healthcare professionals 
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4.5 Category 1: Information and knowledge 

Access to information was identified as fundamentally important during decision-

making for parents and healthcare professionals alike. Different forms of information 

were used by parents and healthcare professionals. Parents used various sources of 

information to get an understanding of what is happening with their child. Healthcare 

professionals relied on medical evidence and their expertise. This category consists of 

two subcategories: Parents have Information and Understand the Situation; and 

Medical Evidence. 

 

4.5.1 Parents have information and understand the situation 

During decision-making, parents required to have information related to the medical 

condition of their child, the treatment and care. The main source of information were 

healthcare professionals. Parents required to have information delivered from 

healthcare professionals repeatedly, to have conversations with them and be able to 

ask questions. Lack of information from healthcare professionals made parents 

become proactive and search for information independently. They used other sources, 

such as the internet, patients’ groups, and friends. 

“We could ask (questions), we asked repeatedly. My husband needs to 

have a lot of information. So, they really explained it to us and were totally 

cool with it. It didn’t bother them at all that they were saying it for the tenth 

time. So, they just explained it to us until we got it.” (C5 mother) 

The need for access to information was influenced by parental perception of their 

limited medical knowledge regarding their child’s health condition. Gathering of 
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information enabled them to build their knowledge about the child’s condition which 

helped them to actively participate in the decision-making and control their emotions. 

“Well, I’m a lay person, so for me, I’ve had to study to understand. After all, 

my experiences and education were focused completely differently. This is 

just something that I’ve had to fill in, and I just wanted to know and study 

it all so that I would have some awareness of it and not be so emotional.” 

(C6 mother) 

Parents had a better understanding of the situation when they had a previous 

experience with a similar situation. They were better prepared for what to expect and 

foresee how their decision would impact the child. Previous experiences also made 

parents less worried.  

Previous experiences with similar situations helped parents to make decisions for their 

children. In some cases, based on their previous experience, parents decided not to 

proceed with proposed intervention or treatment. In other cases, previous experience 

provided reassurance to agree with the intervention.  

“(The procedure was) for the second time, because actually the first tube 

was something completely new. A new type of feeding style, completely 

new stuff and now it actually looks the same, they just put a second tube 

in there.” (C5 mother) 

Gaining understanding of the situation allowed parents to agree with the proposed 

interventions, although it did not necessarily lead to acceptance of the situation.  
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4.5.2 Medical evidence 

Healthcare professionals made decisions based on available medical evidence. They 

often consulted the decisions with other specialists or within a multidisciplinary team. 

Decisions based on medical evidence were done solely by healthcare professionals, 

parents were not included but were subsequently informed about the outcome. In 

existence of a treatment protocol, healthcare professionals followed its guidance. 

“The crucial decision was at the beginning whether to operate or not. 

Unfortunately, the parameters were such that we couldn’t, but that’s not 

a decision that we can pick and choose. It was based on the parameters 

which were there.” (C4 doctor) 

The decisions of healthcare professionals were driven by the children’s medical 

condition, their overall health state and expected prognosis. Decisions perceived as 

medically futile were not acceptable. 

“Decision about the limitation of care in the sense of not intubating and 

not resuscitating. He really was a very ill child, where medically it made 

absolutely no sense to intubate and resuscitate. We made a medical 

decision not to proceed with resuscitation based on his overall health and 

unfavourable prognosis.” (C9, doctor) 

Healthcare professions also used their previous experiences, but in some cases, they 

had limited experience due to the rarity of the medical conditions. Therefore, they 

used other sources of information, including other specialists, literature and 

consultation with foreign colleagues.  
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4.6 Category 2: Child 

Consideration of the child was equally important for parents and healthcare 

professionals. Decisions were done with the aim to ensure that the child would have 

a good life to live and would be protected from additional suffering. Preferences of 

children were also considered. This category comprised three subcategories: Child has 

a Life Worth Living; Protecting the Child from Suffering; and Including the Child. 

 

4.6.1 Child has a life worth living 

Parents needed to ensure that their children lived a good and normal life despite their 

medical conditions, and their perception of what a good and normal life meant guided 

their decision-making. Being at home with the family, doing everyday activities, going 

for walks and social outings, going to school, and limiting hospital admissions were 

identified as attributes of a good life.  

“We don’t sit at home with the oxygen; we are trying (to live). We bought 

an electric scooter he uses to move around. We went on a trip to a castle. 

He is happy. He’s going into his teenage years, and I don’t want him to sit 

at home. He needs to make some social contacts.” (C4 parent) 

Parents and healthcare professionals harboured a desire to ensure that children could 

lead a life perceived as normal and of a good quality. This desire influenced their 

decision-making. In some instances, it led to the refusal of further treatments, 

especially when such interventions were anticipated to negatively affect the child’s 

wellbeing or result in prolonged hospitalisations. 
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“We got to the stage that we decided that it is not a priority for us to treat 

at any cost, we decided to do what would be best for John at his current 

state of being a baby. And that means he is at home with us, living 

normally, communicating with his brother and not on a drip alone in a 

room somewhere. So, it was an easy decision.” (C2, parent) 

Healthcare professionals involved in the care of the children understood the 

importance of them living a normal life and tried to manage the treatment so the 

children could be discharged home to be with their families.  

“The goal was comfort care and to potentially get her home; that was one 

of the things that her parents mentioned very often because she had only 

been in a hospital. She had never been home, and her parents wished she 

could be discharged home one day.” (C6 doctor) 

Ensuring the child had a good life was connected with the desire to do what is best for 

the child. While healthcare professionals understood the importance of children living 

a normal life, the perception of what is best for the child was not always shared by 

parents and healthcare professionals. This discordance in their opinions resulted in 

disagreements and conflicts in some cases. In contrast, some healthcare professionals 

acknowledged they have different opinions regarding quality of life to the parents. 

“The primary effort is basically addressing not what that parents want but 

what we think is good for that child. We’re convinced of that, but of course, 

in the end that may not be true because we know less about that family’s 
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value system than the parents do. We’re just trying to act in the best 

interest of the patient, but at the same time, it’s not a dogma.” (C6 doctor) 

To maintain a normal life and to be at home was also important during end-of-life care. 

The support of healthcare professionals was necessary to enable the wish of parents.  

Healthcare professionals provided highly individual care to the families, often going 

beyond what could be considered standard care.  

“What we perceived from their (parents’) side was that Elisa didn’t want to 

go to hospital. We did not contradict this, but on the contrary, we 

supported his (father’s) decision. But it certainly put a lot of extra strain on 

all the clinicians. But on the other hand, we saw that that the father 

managed the care at his end and that everything was just as Elisa wanted 

it to be.” (C3 doctor) 

During end-of-life care, healthcare professionals valued support from the palliative 

care team, and this type of support is presented in the latter category.  

 

4.6.2 Protecting the child from suffering 

For parents and healthcare professionals it was paramount to protect children from 

suffering. Parents did not want to make the children’s state worse and were reluctant 

to agree with treatment which would have a negative impact on their life. Parents also 

used experiences they had with medical care for their children in similar events when 

deciding about treatment. Parents were reluctant to agree with treatment which they 

perceived that previously caused suffering to the children. Similarly healthcare 
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professionals made decisions with the intention to ensure that the outcome of the 

decision would not lead to a worsening of the children’s health state.  

“… we discussed that the tracheostomy would be for the mother an 

unacceptable deterioration of the quality of life (of Anna). She would have 

reached the tracheostomy in a state where she would have been even 

worse, I think, and there wasn’t much hope that she would be better, that 

she would at least be as she is now.” (C5 doctor) 

The quality of life was more important than the length for both parents and healthcare 

professionals alike. Prolonging life of the children while causing additional suffering or 

extending suffering was perceived as unacceptable. Ethical aspects of decisions to 

prolong children’s lives, particularly when such actions might cause additional 

suffering, were considered by healthcare professionals.  

“I think Anna was through enough, and we couldn’t handle watching her 

to be on the machines. It is hard, but we’d rather let her go away in some 

good way of living. I’d rather have her to have a good two or three years 

than to have her on machines for ten years in hospital. We don’t want this.” 

(C5 parent) 

The perception of what is unacceptable suffering was individual, based on the overall 

state of the child, their prognosis and family lifestyle. In case two, the side effects of 

the treatment, including nausea, vomiting, sleep disturbance and mood changes, were 

perceived as unacceptable by the father.  
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“We felt like there was a worsening tendency of the reaction to the 

chemotherapy, and we just knew that if we kept doing it, it was wrong. It 

was very clear because he wasn’t sleeping, he wasn’t eating, he was 

vomiting.” (C2 parent) 

Parents used their own judgment to assess if the child was suffering or not, but, when 

possible, they relied on the children to guide their decisions. The involvement of 

children in the decision-making represents the next subcategory. 

 

4.6.3 Including the child  

It was important for parents to acknowledge what their children wanted and to include 

them in the decision-making. How the children participated varied, depending on their 

health, mental ability, and age. Parents were aware of the children’s dependency on 

adults and their inability to express their feelings and preferences accurately because 

of their young age or mental impairment. Parents of non-verbal or severely disabled 

children used non-verbal signs their children were showing to assess their will to live. 

They relied on the close relationships they had with their children which helped them 

to navigate through the decision-making and to make decisions on their behalf. 

“I just wanted Julia to make that decision herself, to show that it made 

sense. I kind of wanted to see it (that she wants to live), rather than me 

deciding it or the doctors deciding it, that I was like, well, if she wants to, 

then let her have that chance.” (C6 mother) 
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Parents of older and mentally mature children wanted to be honest with them and 

disclose the truth about their diagnosis and prognosis, but this was often challenging. 

Some parents needed months or even years before they were able to have an open 

conversation with their child. The parental need to have enough time was presented 

in the first category.  

“In January this year, we told him. He has a cool personality; yeah, he’s so 

phlegmatic and can mentally handle his situation. I took it worse than he 

did. He knows now, and I’m so much more relaxed that I’m telling him the 

truth, and there are no secrets”. (C4 father) 

Including children in the decision-making was also seen as important by healthcare 

professionals, especially during the end-of-life stage. Preferences of the children at 

this stage were considered by healthcare professionals and the treatment was planned 

accordingly. 

“I think the comfort of the child and her mood is very important in it, 

because no child wants to be in a hospital, and everybody wants to be at 

home and be in peace. And in this case, when we’re talking about the last 

few weeks and months of her life, I think that even such a young child can 

express her preference in that.” (C3 doctor) 

The Child category presented how children influenced the decision-making of parents 

and healthcare professionals, the next category is focused on parents.  
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4.7 Category 3: Parents 

Parents felt responsible for their children and the choices they made. Parents relied 

on their trust in healthcare professionals, lack of trust made the experience 

challenging. Parents struggled with physical exhaustion and emotional stress. Some 

parents found comfort in their spiritual beliefs. The close relationship between the 

parent and child, from the perspective of the parent participants, was a strong theme 

in their accounts and is reflected in this category and its four subcategories: 

Responsibility for the Child; Trust in Healthcare Professionals; Physical and Mental 

Wellbeing; and Faith and Spirituality. 

 

4.7.1 Responsibility for the child 

Parents felt responsible for their children and the decisions. Sense of responsibility 

was perceived by parents as an integral part of the parental role. They felt responsible 

not only for the decisions but also for the consequences of those decisions. 

“Of course, it was a difficult decision because we also realised that maybe 

our decision might not be the right one. But this is the responsibility of us 

as parents.” (C2 father) 

Not all parents felt confident to be responsible for the decisions. For some parents, 

the sense of responsibility was challenging and they experienced intensive emotions 

of a worry, burden and regret.  

“I felt a terrible responsibility, and I still feel it to this day, just a big 

responsibility. For that decision and for my daughter, too. Just a terrible 
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weight of making the decision and having to face the consequences.” (C6 

mother) 

Responsibility for the ill child was experienced as more demanding compared to the 

sense of responsibility parents had for their healthy children.   

 

4.7.2 Trust in healthcare professionals 

Trust between parents and healthcare professionals represented an important aspect 

of decision-making. Trust influenced the relationship between parents and healthcare 

professionals. Parents build their trust in healthcare professionals over time. Knowing 

the healthcare professionals for a long time and an established relationship supported 

the parental sense of trust. Trust was strengthened further by positive perception of 

medical expertise and experience of the healthcare professionals. A trusting 

relationship enabled the avoidance of conflicts and to reach agreement even when the 

preferences of parents and healthcare professionals were not aligned.  

“Yeah, I have confidence in them; we’ve been going there for years. I don’t 

need to interfere with something I don’t even, like, understand. I don’t think 

so. What would I tell them? What to do, how to treat him? Surely not.” (C8, 

mother) 

The ability of parents to build trust was hindered by previous negative experiences 

within the healthcare setting. Parental lack of trust in healthcare professionals 

negatively affected their communication and decision-making. Healthcare 
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professionals experienced difficulties to form a relationship with parents when they 

did not trust them.  

“I didn’t feel like she had complete trust in us because maybe her trust in 

doctors in general, was already terribly broken from those previous 

experiences.” (C9, doctor) 

 

4.7.3 Physical and mental wellbeing 

Parents’ physical and mental health influenced their ability to make decisions. Parents 

felt exhausted and overwhelmed by the care they had to provide to their ill child while 

managing other responsibilities. Parents had to deal with other life events which 

required their attention, such as illness or death in the family, managing a family 

business, facing financial difficulties or being a sole parent. This made them question 

if the choices are the right ones for the child and the family.  

“The treatment or the care after the chemotherapy was extremely 

demanding. I was taking care of my older son, driving him every day (to 

nursery), driving my wife with our son to the hospital every day. It was 

insane. I just couldn’t handle it. So, we said that the treatment is not for 

us.” (C2 father) 

Parents were required to take care of their children and make decisions regardless of 

their own health problems, including making decisions immediately after giving birth. 

Health conditions would affect parental ability to make decisions for the child. 
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“I was in a very emotionally challenging situation, just after giving birth, 

the decision-making is not completely cool-headed, my condition interferes 

with it. They can’t be separated from each other and the decision-making 

must be necessarily influenced by it.” (C6 mother) 

Being a parents of seriously ill child had an adverse impact on parental mental health. 

Parents felt depressed, upset, irritated, and overwhelmed. The experience was 

described as devastating and crushing. Unexpected situations, such as getting 

diagnosed after birth or a sudden worsening of health, resulted in parents feeling 

shocked and stressed. Decisions about limitation of care or a do-not-resuscitate order 

were especially difficult for parents to make. The disturbance of mental health 

experienced by parents impacted their ability to take care of the children and make 

informed decisions. Some parents therefore reached out for psychological help.  

“I was so deeply depressed that I just couldn’t even look after the kids 

anymore. I was standing helplessly in the room, not knowing what I should 

do. I was terrified of the carpet, that it was swaying, yeah. It just completely 

blew my mind. Well, she (psychologist) just got me back functional within 

a year.” (C4 father) 

Emotionally challenging were situations when the parents had to make decisions 

alone, without their spouse. Such situations were caused by hospital visiting 

regulations or the Covid-19 pandemic. Situations were also stressful when they had to 

make decisions quickly and under time pressure. The need of parents to have enough 

time to make decisions and discuss their choices with someone close to them was 

presented in the first category.  



146 

 

“I was stressed out, crying while on the phone with my husband because 

he was not there because of covid, they didn’t let us in much. So, I made 

one of the worst decisions of my life, and again, I got criticised.” (C9, 

mother) 

The emotional state of parents was further affected by the behaviour of healthcare 

professionals. Interactions with healthcare professionals perceived by parents as 

unpleasant made them feel angry, upset, exhausted, anxious and stressed. Parents 

wanted to be taken seriously and be treated with respect. Criticism and rudeness from 

healthcare professionals made parents feel insecure and question their own decisions.   

 

4.7.4 Faith and spirituality 

The wellbeing of parents was strengthened by their faith and spirituality. Faith gave 

parents a sense of support and guidance in their life. Religious parents felt empowered 

by faith. It helped them to face difficult situations experienced with their children and 

to accept their illness. Faith in God helped parent to make choices for the children. 

Parents put their trust in God and let the divine to make the decision for the child.  

“It (faith) helps me a lot in the decision-making, and it’s important. When I 

really don’t know, when I’m not able to make a decision, I really just put it 

in his (God’s) hands”. (C7 mother) 

The sense of connection with something greater than themselves helped parents to 

make choices and not to lose hope.  
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4.8 Category 4: Family  

The Family category reflects the influence the family (including extended family) of the 

ill child has on decision-making for both parents and healthcare professionals. For 

parents, it denoted the interplay between the focus on their ill child and external 

realities, influences and demands of family life. Support provided by wider family was 

especially important for parents. For healthcare professionals understanding family 

needs and values and aligning medical care with these shaped how decisions were 

made. This category comprised three subcategories: Family Needs and Values; Family 

Structure; and Family Support.  

 

4.8.1 Family needs and values 

The needs of other family members and the family as whole together with the value 

system uphold by the family were considered by parents and healthcare professionals. 

The knowledge healthcare professionals had about family needs and values was 

limited. Exploring family needs and values was necessary to provide value laden 

medical care.  

“We tried to include the ideas of parents in the care planning. What is best 

for their child, what is their value system, and what is the quality of life for 

them. Because we know very little about the family’s value system 

compared to the parents, therefore it is necessary to involve them in that. 

(C6 doctor)  

Caring for an ill child represented a challenge for parents, who had to manage the 

needs and care for other family members, including healthy siblings. Parents were 
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worried how they will manage the care for the ill child together with the care required 

by their other children. To be able to satisfy different needs of all family members, 

some parents split the care of their children between themselves, but this approach 

was not acceptable for all families. Parents and healthcare professionals therefore 

thought of how the outcomes of the decisions would affect their life at home and 

whether they would be able to maintain their desired lifestyle. Parents were also 

concerned that the decisions would cause changes to which they would have to get 

used to.  

“We are a bigger family after all. We don’t have just one kid, and it would 

be so limiting for me and the whole family. The idea of it, that he’s hooked 

up somewhere for a long time where I can’t be, I can’t imagine that.” (C1 

mother) 

Practical aspects of the necessary care were also considered. Parents and healthcare 

professionals reflected that interventions which would lead to a prolonged or frequent 

hospitalisations were not acceptable for them as it would impact the life of the whole 

family. Another practical aspect was the distance the family lived from the hospital, 

which was affecting their ability to travel for the required treatment  

“Well, what type of dialysis? It was based on the fact that they live where 

they live, where they are from (the countryside). And also, it is such a long-

term thing; therefore, the idea that they would drive somewhere was 

illusory.” (C8 doctor) 
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For parents, to have a realistic perception of how the decision will impact the whole 

family and their everyday life was difficult as they struggled to get a full understanding 

of the procedures, and the care required. They lacked this type of information from 

healthcare professionals and reached to other sources, as identified in the first 

category.  

“It was challenging because I couldn’t imagine it. I needed to hear it from 

more people or know someone with the feeding tube. I did not know 

anyone till then. I needed them to explain to me what life looks like with it 

(feeding tube) from other parents.” (C5 mother) 

Family needs and values affected how the decisions were made. Exploration of the 

needs and values was identified as necessary in order to make decisions reflecting 

parental preferences.  

 

4.8.2 Family structure  

The structure of the child’s family affected parents during care provision and decision-

making. Two-parent families relied on reciprocal support when taking care of the ill 

child. Married parents reflected on the importance to include the other parent in the 

decision-making and make decisions together. Situations, which required fast 

decisions, and where the other parent was not present, were experienced as stressful. 

“Most of the time, we always discuss important decisions together, but we 

mostly have the same opinion, we do not disagree that he wants something 
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else, I want something else. We always do what is best for Lucas.” (C8 

mother) 

Single parents had to make decisions on their own, without the other parent. This 

caused an additional stress for them. They were overwhelmed with the intensity of 

the care they had to provide to their child and were exhausted as they did not have 

time for their own physical and mental regeneration. The total dependency of the child 

on them, and the reality that nobody could replace them in the care provision worried 

them. 

“I found out that it can’t work without me. If anything were to happen to 

me, nobody could take care of this boy. Well, of course, the doctors, so he 

would be in the hospital, but without me, he wouldn’t make it there. He’s 

not well now, so he’s quite dependent on me, I would say.” (C10 mother) 

Single parents faced other challenges connected with being the sole provider for the 

family. Balancing care for the child with paid employment and securing the family 

financially was particularly demanding when the child has sudden onset of the disease. 

The support from other family members was important for them. 

 

4.8.3 Family support  

The wider family represented an important source of support for parents. Parents 

valued mental support provided by their own parents or siblings. This form of support 

was especially important for single parents, who lacked the support of a spouse.  
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“I was there (in hospital) with my sister, she really wanted to support me. 

She wanted to hear it from them, and we were putting our thoughts 

together because Thomas’s mum didn’t go once to the hospital. I was glad 

that my sister could see the doctors, and we discussed it all. And this helped 

me to reach the decision to agree with the treatment.” (C4 father) 

Parents relied on the family for support with everyday tasks, domestic chores and 

transport to the hospital.  

“I get support from my mum; she comes here and helps me. My father 

drives us to the doctors, and he does shopping for us, so we have some 

groceries here.” (C10 mother) 

Help from family lessened the intensity of the care parents had to provide. Lack of 

support from family members was a source of frustration and anger.  

 

4.9 Category 5: Environment 

This category relates to the environment. The impact of the hospital setting was 

dominant in the parental narratives, who were affected particularly by the visitation 

policy and access to facilities. Time was impacted both participants indifferent ways, 

it was identified as an important influence on parental involvement and as an 

environmental constraint for healthcare professionals. The decision-making was 

supported by the involvement of the paediatric palliative care team. This category 

consists of three subcategories: Hospital setting; Time; and Paediatric Palliative Care 

Team.  
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4.9.1 Hospital setting 

Hospital setting was identified to impact parental wellbeing. Hospital facilities were 

experienced by parents as uncomfortable and insufficient to cover their basic needs. 

Due to uncomfortable sleeping conditions provided by the hospital, parents were not 

able to get enough sleep during the night and felt exhausted or experienced health 

problems, such as migraines. Tiredness and lack of sleep made it difficult for them to 

make decisions and care for their children. 

Access to refreshments represented another barrier related to the hospital 

environment. Parents did not have access to meals at the ward, therefore they had to 

leave the child’s bedside to eat. Leaving the child alone without their supervision was 

experienced by parents as stressful. The reluctance to leave the child unattended 

affected parental decision-making.  

“It’s crazy in the hospital, you’re lying there, but we (parents) have to go 

downstairs to get food. It’s ridiculous; every day I go there, and every day I 

get lost. For me, it was so stressful to leave the boy alone in the room for a 

long time. I need to be with him all the time, so I know what’s going on.” 

(C10 mother) 

Although parents wanted to accompany their child and stay in the hospital, it was not 

always allowed. The hospital utilised a restricted visiting policy which represented a 

barrier for parental participation in decision-making. When parents were not 

physically present at the hospital, they were informed about the child’s health over 

the phone. They had to make decisions based on the information they received from 

healthcare professionals without fully understanding the consequences.  



153 

 

“They (doctors) called; I wasn’t there with her. I left. I wasn’t allowed to be 

in the intensive care unit overnight. And when I called to see how she was 

doing, they said she was in a critical condition. We had to make a decision. 

At that point we wanted them to do everything for her. Only after the 

doctors explained what it would look like if they did everything possible, 

like resuscitation or intubation, but at that point I didn’t know 

anything.”(C5 mother) 

Limited presence of parents during hospitalisation of their child thus affected their 

access to information, which was earlier identified as prerequisite for their 

involvement in decision-making. 

 

4.9.2 Time 

Decision-making was affected by the time parents and healthcare professionals had 

available. Parents lacked time when they had to make urgent decision and were not 

able to gather all the information they required to make informed decisions. Time 

pressure affected the ability of parents to discuss the decision with other family 

members or friends and reach an outcome together, which was perceived as crucial 

by some parents when making decisions on behalf of the children.  

“I’m not able to make decisions that quickly, I just can't. I have to let it go 

through my head. Well, there was that problem again. Like, we're 

procrastinating because we can't make up our minds right away. But I don't 

think you can make a decision in an hour. We needed to absorb the 
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information, to discuss it with somebody, to have an explanation of what 

they expect from it”. (C2, father) 

Healthcare professionals needed time to gather medical evidence and consult the 

decisions with their colleagues. Including parents in the decision-making was time 

consuming, as healthcare professionals needed to spend additional time with the 

families. For some, finding the time to include parents was difficult because of their 

heavy workload. In some cases, the healthcare professionals perceived the time 

invested into the communication as worthy of the outcomes.  

“Yeah, well, it was a few meetings with the family. It was about three hour-

long conversations. But it was worth it. Yeah, it was beneficial because, 

over a period, we were able to figure out what to do with him (the child).” 

(C1, doctor) 

The amount of time required to make a decision was viewed differently by parents 

and healthcare professionals. This discrepancy impacted communication between 

them, and lead to conflicts and disappointments. 

 

4.9.3 Paediatric palliative care team  

The involvement of the paediatric palliative care team supported the decision-making 

by facilitating communication between parents and healthcare professionals. This was 

done by providing a safe and supportive environment, offering frequent consultations 

and providing opportunity to ask questions. This approach enabled repeated 

discussions, which gave parents additional time to think about their decisions and 



155 

 

encouraged them to share their care preferences and discuss different care options. 

The communication between parents and healthcare professionals was facilitated also 

by bringing together specialists from various departments. Involvement of the 

paediatric palliative care team enabled them to look at the whole situation from a 

different perspective and to think about topics parents and healthcare professionals 

did not think about or tried to avoid. 

“It [the palliative care team] placed me somewhere else a bit; I sort of 

turned myself in a different direction. Personally, I think it helped me a lot. 

Because they talked about things about which people would not think 

about or would push them away. We sort of dealt with it gradually during 

the consultations because there were more consultations. And there was 

space in between to think about it.” (C1 mother) 

Facilitation of communication was especially important when events of disagreement 

or conflict between parents and healthcare professionals arose. In these situations, 

the paediatric palliative care team acted as a mediator and mitigated the conflict. The 

neutral role of the paediatric palliative care team, together with the supportive 

approach helped to reach an agreement and avoid further escalation of conflict.  

“Well, without them (the palliative care team), we wouldn’t be able to 

agree together. Communication with the palliative team was crucial for us, 

and there was a wider team of people. It was obvious that they were 

supporting us, so this was good.” (C2 father) 
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Having an opportunity to talk about their own preferences and have an honest, open 

and respectful communication empowered parents to participate in decision-making. 

Because of the involvement of paediatric palliative care team parents felt more 

confident in their parental role. As a result, parents expressed their care preferences 

and opinions during consultations and had the strength to insist on them. 

“I feel a big support in you are strong, you are strong, and we support you 

in that, and we just know that you can do it. They didn’t try to direct us 

differently but understood that we were functioning well. The service is 

very important.” (C7 mother) 

For healthcare professionals the paediatric palliative care team was a valuable source 

of support during difficult conversations with parents and care management. Input of 

the palliative care team was especially welcomed during conversations about 

limitation of care or advance care planning. By inviting the paediatric palliative care 

team to participate in the medical care, healthcare professionals could share the 

responsibilities and have support from other specialists. 

“I was a little bit relieved. I felt that I was carrying the weight of all that 

care, and I can’t sort it all out because I’m not an expert on all of it. So, I 

was slightly relieved that the burden of the responsibility for the child was 

shared with the other specialists and that the child had more complex 

care.” (C1 doctor) 
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Support from the paediatric palliative care was important also during end-of-life care, 

and it helped to align care provision with the parental preferences and the preferences 

of the ill child. 

 

4.9 Category 6: Decision-making approach 

Parents and healthcare professionals used different approaches during decision-

making. Shared approach enabled to reach decisions together through communication 

and discussion. Parent-guided approach highlights the role of parents and their ability 

to influence the outcome. The physician-driven approach reflects the position of 

healthcare professionals and their power to influence how parents make decisions. 

This category consists of three subcategories: Shared Approach; Parent-Guided 

Approach; and Physician-Driven Approach.  

 

4.9.3 Shared approach  

Reaching a mutually shared agreement during decision-making was perceived as 

important by parents and healthcare professionals. Healthcare professionals 

preferred consensus, as it helped to maintain a positive and collaborative relationship 

with the parents and keep their trust. The shared decision-making approach was 

supported by an established trusting relationship, open communication and 

discussions about treatment options. Aligned opinions of parents and healthcare 

professionals regarding treatment also enabled them to reach mutually shared 

decisions. 
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“I really felt like the mother had an insight and that we actually sort of 

talked it all through during the consultation. I told the mother what was 

possible and what was sensible from my point of view. And she commented 

on that as well, and from this, we reached the consensus between us.” (C5 

doctor) 

During shared decision-making, parents relied on advice and recommendations from 

healthcare professionals, which helped them to be actively involved in the decision-

making and make the decisions together. Access to information was another 

prerequisite for their active involvement (Category 1).  

“We definitely let them give us advice, like half and half, but still I wanted 

to be able to say what I think, together with my husband.” (C5, mother) 

Respecting parents and their preferences while giving them opportunity to voice their 

opinions were identified as an enabler to gain consensus and avoid conflicts. 

Supporting parents was an integral part of shared decision-making.  

“We were trying to do shared decision-making. We were looking at how 

parents approached the situation so that we could reach the goal of care. 

We were trying to incorporate parents’ ideas into it and what they think is 

best for their child, their perception and value system. We were leaning 

towards the fact that the procedure would be unacceptable for them.” (C6, 

doctor) 

Different opinions and the inability to have open communication and discussion, made 

the process of reaching a shared agreement challenging or even impossible and could 
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result in conflict. Involvement of the paediatric palliative care team was identified as 

beneficial in a situation when reaching consensus between parents and healthcare 

professionals was difficult.  

 

4.9.4 Parent-guided approach  

Parents wanted to participate in the decision-making and influence the outcomes. 

They were able to guide the decision-making by expressing their opinions and 

preferences regarding medical care and treatment for their children. Opportunities 

when they could share their opinions regarding treatment were valued by them. It was 

important that healthcare professionals considered their suggestions seriously. 

Although parents wanted to guide the decision-making, they also valued advice and 

guidance by healthcare professionals. 

“Yeah, we had the opportunity to interfere; we could specify what we want 

and what kind of journey we want. And the doctor actually accommodated 

the care to our preferences. Like, to us. We wanted to have our say, my 

husband and me.” (C5 mother) 

Parents wanted to be able to guide the decision-making without being judged or 

questioned. Situations in which parents felt disrespected and not being listened to 

were difficult to manage and resulted in unpleasant interactions between parents and 

healthcare professionals.  

“I didn’t want to take blood samples in the morning or in the evening, but 

I want them to do it in the afternoon. I arranged it with the doctor, and 
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then the nurse comes and takes him from me in the evening. And I say, 

you’re not going anywhere, and she starts yelling at me that I don’t have a 

say in it.” (C7 mother) 

Challenging were also situations when parents had different opinions regarding 

medical care or treatment than healthcare professionals. When different opinions of 

parents were not taken seriously, parents experienced insecurity in their parental role 

and felt like they had to defend their choices. This could potentially result in parents 

losing control over what was happening. In case two, the father reached for external 

support to help him defend the choices he made for his son.  

“So, we knew we didn’t want to continue (with the treatment), and the 

doctor didn’t want to hear anything about it. So, based on that, we 

contacted a lawyer”. (C2 father) 

Involvement of the paediatric palliative care team or a lawyer was identified to support 

parental ability to guide the decision-making. Their involvement helped parents to 

maintain their preferences and to reach consensus between parents and healthcare 

professionals. The court intervention was not seen by healthcare professionals as a 

desirable approach to be used during decision-making.  

 

4.9.5 Physician-driven approach 

Healthcare professionals were identified to have a control of the decision-making 

process, and of the parents. During communication with parents, healthcare 

professionals used various strategies to make parents agree with their 
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recommendations or even to change their opinion. They influenced parental decisions 

by presenting the preferred option to parents as more favourable while suppressing 

other possible options. By using this technique, parents’ attention was focused on the 

preferred option. 

“We can point it (decision-making) in the direction we need a little bit, can’t 

we? Of course, if you pick up one intervention, you can suppress the other 

and so on.” (C8, doctor) 

Another strategy included the use of pressure and criticism during communication 

which made parents self-doubt their ability to make decisions, and they started to 

question if they made the right choices. This insecurity often resulted in parents 

agreeing with the medical care preferred by healthcare professionals even when they 

initially refused it. Parents would agree with healthcare professionals because they 

wanted to avoid further escalation of the distressing event, or to remove themselves 

from the situation.  

“Well, she (doctor) came to me and said: What am I doing? Why am I 

refusing transfusion? So, I said, that’s our decision. So again, she is so 

unpleasant to us, so I said you know what, just give it to him. So, this is 

what happened to my decision.” (C9 mother) 

Healthcare professionals also controlled parental access to information, which was 

described in Category 1. Additionally, some decisions were done by the healthcare 

professionals only; parents were not participating in them or were not invited to do 
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so. This was typically for decisions based on medical evidence, such as proceeding with 

surgery or resuscitation.  

“The decision is done at the indication seminar, where all the department 

head doctors meet; surgeons are there, and they just go over it. All those 

findings of that patient, including ultrasounds, how the heart is 

functioning, and those parameters measured during that catheterisation. 

And from that, some conclusion is made.” (C4 doctor) 

The three approaches to medical decision-making present in the decision-making 

category (shared, parent-guided, and physician-driven) demonstrated varying levels of 

power distribution and participation between parents and healthcare professionals.  

In the following section the categories and their relationship with each other are 

presented in a conceptual model of medical decision-making.  

 

4.10 Conceptual model of medical decision-making   

The conceptual model depicts the tripartite structure of decision-making 

encompassing influencing factors, decision-makers, and decision-making approaches 

(Figure 5). The final presented category (Decision-making approach) is influenced by 

the other five categories (Information and Knowledge, Child, Parents, Family, and 

Environment). Information and knowledge are conceptualised as Cognitive factors, 

followed by Child-related factors (health status, preferences of the child, and quality 

of life considerations); Parental factors (responsibility towards the child, trust, 

parental wellbeing, and their faith); Family factors (family needs and values, family 
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structures, and support systems);  and Environmental factors (hospital setting, time, 

and access to palliative care team).  

 

As presented in the model, the five influencing factors do not exist in isolation but 

interact with each other, creating a dynamic web of influences. The intensity of this 

influence on parents and healthcare professionals varies, with factors having a strong, 

medium or weak impact on decision-making. Factors with strong impact directly 

influence decision-making; factors with medium impact play a supporting role in 

decision-making, and weak factors have little impact but are considered.  

 

There is variation in whether a factor has a strong, medium or weak influence 

depending on the decision maker (parent or healthcare professional). Cognitive and 

child factors have a strong influence for both parents and healthcare professionals. 

Parental and family factors have a medium influence for parents and weak influence 

for healthcare professionals. Environmental factors have medium influence on both 

decision-makers. In addition, the interactions between parents and healthcare 

professionals also influence decision-making; with healthcare professionals having a 

strong influence of decision-making for parents, and parents having a medium 

influence for healthcare professionals.  

 

The interplay of the influencing factors with each other and the intensity of influence 

they exert on parents and healthcare professionals (and the influence these groups 

also exert on each other) determine the approach to medical decision-making; parent-

guided, physician-driven, or shared. The parent-guided approach emphasises parental 
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autonomy, while the physician-driven approach highlights the role of healthcare 

professionals in decision-making. The shared approach shows the collaboration 

between the decision-makers. 
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Figure 5 Conceptual model of factors influencing medical decision-making 
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4.10 Conclusion 

In this chapter, the six categories identified through the within-case and cross-case 

analysis were described. Five of the categories (Information and Knowledge, Child, 

Parents, Family, and Environment) capture the factors influencing parents and 

healthcare professionals. These were conceptualised in the theoretical model as 

Cognitive factors, Child-related factors; Parental factors; Family factors; and 

Environmental factors. The sixth category reflects the approaches of decision-making 

employed by parents and healthcare professionals.  

 

The interplay between the influencing factors, the decision-makers, including the 

intensity of influence of these factors, and the association between the decision-

making approaches were depicted in a conceptual model.  

 

The conceptual model of factors influencing medical decision-making captures the 

complex dynamics of medical decision-making in paediatric healthcare. It presents 

decision-making as a spectrum ranging from parent-guided through shared decision 

making, to a physician-driven approach. The type of medical decision-making 

approach adopted is influenced by the factors, which exert different intensities of 

influence.  

 

The study findings and the conceptual model are discussed in the context of wider 

literature in the next chapter. 
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Chapter 5. Discussion 

5.1 Introduction 

The previous chapter presented the findings of this qualitative multiple case study, 

focused on medical decision-making for children with life-limiting and life-threatening 

conditions. Six categories were identified; five as categories which influence decision 

making (Information and knowledge, Child, Parents, Family, and Environment); the 

sixth category being decision-making approaches. The interplay between the 

influencing-type categories on decision-making approaches was depicted in a 

conceptual model of medical decision-making.  

 

In this chapter the model is explored through context of existing literature, including 

the literature review undertaken as part of this thesis. First, the model is presented, 

followed by discussion of the five categories of influencing factors (cognitive, child-

related, parental, family, environmental factors) and of decision-making approaches. 

Next the implications for policy, practice and research are explored, followed by the 

strengths and limitations of the study, a section on reflexivity, and the conclusion.  

 

5.2 Conceptual model of factors influencing medical decision-making 

The conceptual model (Figure 5) presents five factors which influence medical 

decision-making (represented on the left side of the model). These influencing factors 

exert influence at two levels. First, some factors exert an influence on other influencing 
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factors; environmental factors on parental and cognitive factors; family factors on 

parental factors; and child factors on parental factors. This influence is reciprocal 

rather than unidirectional.  

 

Second, all the influencing factors exert an influence on the decision-makers (parents 

and healthcare professionals, represented in the centre of the model). The amount of 

influence these exert varies between factors and decision-maker; either strong, 

medium or weak influence and is in detail discussed below.  

 

Cognitive factors in the model are shown to have strong influence on both parents and 

healthcare professionals. For parents, access to information is a necessary for their 

participation in decision-making. They also relied on their experiences which shaped 

their medical decision-making. For healthcare professionals, cognitive factors 

encompass clinical judgement, medical knowledge, and evidence application. In 

practice, knowledge often functions as a tool of professional authority rather than a 

shared resource (Joseph-Williams et al., 2014). The model suggests that access to 

information is a prerequisite for shared decision-making, but it does not fully capture 

the tensions around access to and ownership of knowledge. 

 

Child-related factors also exert strong influence for both decision-makers, reflecting a 

growing emphasis on including children in decision making (Cai et al., 2023). Parents 

frequently act as interpreters of their child’s preferences, which validates the child’s 

perspective but can limit their direct involvement (Bennett & LeBaron, 2019). 
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Decisions are guided by the desire to preserve quality of life and minimize the suffering 

of the child, yet parents and professionals may conceptualize suffering differently (de 

Weerd et al., 2015; Salter, 2020). The model, however, does not fully reflect the 

underlying tension between protecting the child and supporting autonomy. 

 

Parental and family factors have medium influence on parents and weak influence on 

professionals. These factors shape parents’ engagement in decision-making in 

complex and sometimes contradictory ways: a strong sense of responsibility can 

enhance involvement but also induce stress. Trust, prior experiences, wellbeing, and 

family support affect parental participation in decision-making. These interrelated 

dynamics illustrate the variability and fragility of parental engagement. 

 

Environmental factors exert medium influence for both parents and healthcare 

professionals and contextualize decision-making. Hospital restrictions, limited 

facilities, and time pressures can impede meaningful engagement, while paediatric 

palliative care team facilitates communication and support. The environmental factors 

underscore that decision-making is socially situated, with environmental conditions 

shaping the decisions (Dudley & Carr, 2004). 

 

The model also shows the relationship between parents and healthcare professionals. 

Interactions between decision-makers are mutual but uneven: healthcare 

professionals have strong influence over parents, while parents exert medium 

influence on professionals. This mirrors findings in the literature, which emphasise 
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power imbalances in healthcare settings (Boland et al., 2019; Joseph-Williams et al., 

2014). The uneven influence presented in the conceptual model questions the idea of 

shared decision-making, shifting the balance towards physician-driven decisions 

despite the appearance of collaboration. Respect and open communication are 

essential for reducing these imbalances but challenging to achieve in practice. 

 

The relative influence of factors on decision-makers leads to three types of decision; 

parent-guided, shared or physician-driven; all depicted to the right of the model. 

The parent-guided approach reflects the parental desire for autonomy, supported by 

access to information and prior experience. Physician-driven decisions highlight 

professional authority justified by clinical expertise and the child’s best interest, but  

can marginalise parental input and reinforce hierarchical power imbalances. In the 

Czech context, this reflects a persistent paternalistic culture in paediatric healthcare 

(Daly et al., 2024; Dobiášová et al., 2021; Krizova & Simek, 2007). Shared decision-

making represents a collaborative approach which balances individual influences and 

where parents and professionals negotiate treatment options together, grounded in 

mutual respect and trust (Jordan et al., 2020). 

 

The conceptual model of factors influencing decision making effectively demonstrates 

the interplay of influencing factors and decision-making outcomes, but inevitably 

simplifies a complex, context-dependent process. Each identified factor—cognitive, 

child-related, parental, family, and environmental—is shaped by communication 

practices, cultural norms, systemic constraints, and power dynamics that the model 
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cannot fully capture. Similarly, categorising outcomes as parent-guided, shared, or 

physician-driven is a practical heuristic, but in reality, decision-making is fluid, 

negotiated, and often shifts between or falls between these categories.  

 

In the following sections the five influencing factors will be explored drawing on 

relevant literature, followed by discussion of decision-making approaches.  

 

5.3 Cognitive factors: Information and knowledge  

Information and knowledge are foundations for informed decision-making in 

paediatric healthcare. This study identified that access to information empowered 

parents to actively engage in the decision-making process and to make choices based 

on knowledge rather than emotions. This finding is consistent with the available 

literature on decision-making in paediatric medicine, which indicates that access to 

information is a prerequisite for parents to make informed decisions on behalf of their 

children (Allen, 2014; Boland et al., 2019; Hirata & Kobayashi, 2023). Having 

information also helps parents to manage their anxiety and forms a foundation for 

discussions about the medical care with the healthcare professionals (Balling & 

McCubbin, 2001). 

 

Having access to information and making informed decisions enabled parents to get a 

better understanding of the outcomes of their decisions. The systematic review 

presented in this thesis identified that parents struggle to foresee the consequences 
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of their decisions (Polakova et al., 2024). This present study extends that evidence by 

adding that parents also have difficulty envisioning the extent of care their child will 

require at home and how their everyday life will be affected by the decision. This is 

discussed further in section 5.6 below – Family factors 

 

5.3.1 Sources of information 

Parents obtain information from a variety of sources; the main source being 

healthcare professionals. This aligns with the wider literature which found that parents 

caring for children with life-threatening conditions relied on healthcare professionals 

to provide information (Kilicarslan-Toruner & Akgun-Citak, 2013; Knapp et al., 2011). 

Interestingly, although other research has found that parents seek a second opinion 

with other healthcare professionals (Allen, 2014; Mordechai et al., 2015; Polakova et 

al., 2024), this was not a source of information in this study. 

 

Although healthcare professionals in this study were aware that parents relied on 

them for information, the information provided by them was perceived as insufficient 

by parents, who sought information from other sources, such as the internet, other 

parents, patient’s groups or their family and friends. The use of the internet and other 

sources of information by parents has been found in previous research (Kilicarslan-

Toruner & Akgun-Citak, 2013; Knapp et al., 2011; Zaal-Schuller, de Vos, et al., 2016). 

Another information source is other parents with similar experience as they can help 

develop an understanding of the potential implications of decisions.  Existing research 

supports this, showing that contact with other parents helps parents to obtain 
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required knowledge and ease their distress (Iversen et al., 2009; Zaal-Schuller, 

Willems, et al., 2016). 

 

In this study, previous parental experiences with similar medical encounters were used 

to navigate their decisions and shaped how parents interpreted clinical information, 

anticipated possible outcomes, and weighted treatment options. Relying on previous 

encounters with illness or death was  identified to be beneficial during decision-making 

in existing literature (Jonas et al., 2022). However, whilst other studies have identified 

the use of previous experiences with death in decision-making (Sharman et al., 2005), 

this was not found here. Previous experiences with similar healthcare situations can 

affect how parents assess and react to medical emergencies (Gross & Howard, 2001).  

 

This study finding brings new evidence that accumulated experiences with a child’s 

specific condition creates a knowledge base that parents draw upon for future medical 

decisions. Additionally, previous experiences acquired within the healthcare setting 

were identified in this study to affect parental trust in the system and healthcare 

professionals. Negatively experienced encounters with healthcare professionals can 

have a longstanding impact on their therapeutic relationship. This is discussed further 

in section 5.5.2.  

 

5.3.2 Parental lack of medical knowledge 

Parents lack medical expertise which hinders their ability to make decisions for their 

children. This results in parents not trusting their own judgement as a lay person and 
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negatively affects their participation in discussions with healthcare professionals. 

Other studies in similar settings have also found that parents and patients tend to 

perceive their own medical knowledge as insufficient while healthcare professionals 

are seen as medical experts with education, expertise and knowledge, and thus have 

the power to make the decisions on their behalf (Joseph-Williams et al., 2014; 

Polakova et al., 2024).  

 

Despite limited medical knowledge, parents perceive themselves as experts on their 

children and believe they know them better then healthcare professionals. In line with 

previous research (Balling & McCubbin, 2001), parents in this study were empowered 

by this perception and it led to an expectation of having more control over the 

provision of medical care. 

 

Previous research has shown that parents with low health literacy are more likely to 

defer decisions to healthcare professionals and are not perceived as partners in their 

child’s care (H. S. Yin et al., 2012). Parental health  literacy was identified previously to 

impact on the child´s health outcomes (Lee et al., 2020; Zaidman et al., 2023). This 

study finding adds to the evidence that health literacy enables parents to engage in 

decision-making, but they are limited by their own perception of lacking medical 

knowledge. However, this study shows, that parents use experiential knowledge of 

their child as an important dimension of health literacy. Even when parents perceive 

their medical knowledge as limited, their lived expertise enables them to negotiate 

their role, assert authority, and actively participate in decision-making. 
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5.3.3 Clinical judgment and evidence 

While parents depend on access to information provided by healthcare professionals, 

healthcare professionals make decisions grounded in their medical knowledge, 

expertise and evidence. Basing decisions on best available medical evidence, expertise 

and possible treatment options is a standard part of the decision-making process 

(Rennke et al., 2017).  

In this study, healthcare professionals actively searched for information when they 

lacked experience and expertise. The lack of experience was similarly described in 

previous research with clinicians caring for children with medical complexities 

(McLorie et al., 2023). 

 

 Decisions were often made with colleagues, with the intention of identifying a suitable 

evidence-based treatment. Making decisions in collaboration with other specialists 

was previously identified as an effective strategy which promotes information-sharing 

and increases understanding of the patient’s medical condition (Radcliffe et al., 2019). 

Involvement of the multidisciplinary team in the decision-making process can improve 

patient care and outcomes and reduce hospitalisation (Lanceley et al., 2008).  

 

In this study, any decisions made using medical evidence were made by the healthcare 

professionals alone, and parents were not involved, only informed about the outcome. 

This behaviour represents the physician-driven approach identified in this study and 

aligns with previous literature on medical decision-making for children being made 

without including parents (Vemuri et al., 2022).  
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5.4 Child related factors: quality of life and inclusion 

The wellbeing of the children and involving them in decisions are essential 

components in decision-making. This section will first examine wellbeing and how 

parents and healthcare professionals conceptualise quality of life and suffering in the 

context of care decisions. Next, involvement of the child in decision-making will be 

discussed.  

 

5.4.1 Wellbeing of the children and its impact on the decision-making   

The decision-making process is driven by the desire to ensure the best possible quality 

of life for the child. This is conceptualised in relation to the mundane and every day; 

with normal life seen as the child being at home with the family, participating in 

everyday activities, attending school, having social interactions, and limiting hospital 

admissions. This finding echoes the conclusions of a study exploring parental 

perspectives of quality of life of their children in paediatric palliative care which 

identified similar components of parental perception of what a good quality of life 

means (Gaab, 2015).  

 

Parents also want their child to have a normal life during end-of-life care. This aligns 

with previous end-of-life care research where the parental need to ensure some level 

of normalcy in the child’s life influenced the decision-making process (Carroll et al., 

2012). Having an opportunity to reclaim their child from the healthcare system and 

take care of the child in the home environment gives parents a chance to resume their 
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parental autonomy and strengthens their parental role (Barrett et al., 2023). However, 

even in the home setting, parents are dependent on healthcare professionals to be 

able to care for the child and to maintaining normalcy in their child’s life during the 

end-of-life stage.  

 

Good quality of life is determined by the presence or absence of suffering, and both 

parents and healthcare professionals make decisions with the aim of limiting the 

child’s suffering. Parents perceive suffering as the presence of distressing physical 

symptoms including pain, nausea, vomiting, restlessness, or seizures. This finding is in 

agreement with previous literature which described the  presence of physical 

symptoms as influencing the perception of suffering (de Weerd et al., 2015; Gaab, 

2015; Marcus et al., 2022). In line with the de Weerd et al. study (2015), this study 

found that the parents and healthcare professional have different perceptions of 

which symptoms are connected to suffering, with symptoms such as nausea or 

vomiting seen as treatment side effects by healthcare professionals but as indicating 

suffering by parents. This divergent conceptualisation aligns with previous findings 

that healthcare professionals and parents interpret children’s suffering in different 

ways (de Weerd et al., 2015; Salter, 2020). This present study adds to the evidence 

whereby these different perceptions of suffering represent a potential source of 

misunderstanding and can lead to conflicts between parents and healthcare 

professionals during decision-making. 
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Consistent with de Weerd et al.’s (2015) findings, not only did both groups consider 

immediate suffering in their decision-making but also anticipated future suffering. 

Neither considered it acceptable to pursue life-extending treatments that would 

impose additional suffering on the child.  

 

Notably, parents’ desire to protect their child from suffering took precedence over 

their wish to maximise the child’s life span. This internal conflict of wanting the child 

to live as long as possible, but not to impose additional suffering is consistent with 

previous research in the field of paediatric decision-making (Polakova et al., 2024).  

 

5.4.2 Involvement of children in decision-making  

Both parents and healthcare professionals consider it essential to include children in 

the decision-making, regardless of their developmental stage or cognitive impairment. 

The extent of children’s involvement was influenced by the quality of the parent-child 

relationship, supporting previous findings by Madrigal et al. (2016) about the 

importance of the parent-child relationship in decision-making. The bond between 

parents and children enables parents to better understand and interpret their child’s 

preferences and make decision on their behalf. This aligns with previous research 

indicating that parents view themselves as experts on their children, possessing 

deeper insight into their children’s needs than any other party (Bennett & LeBaron, 

2019; Zaal-Schuller, de Vos, et al., 2016). 
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Healthcare professionals also recognise the importance of acknowledging children’s 

preferences, especially during the end-of-life phase. This finding is aligned with 

previous research focused on the involvement of children in medical decision-making 

(Badarau et al., 2017; Cai et al., 2023; Vaknin & Zisk-Rony, 2011). The importance of 

children being giving opportunity to express their preferences before their health 

deteriorates was also highlighted in a recent study conducted among healthcare 

professionals caring for dying children (McLorie et al., 2025). 

 

The level of involvement depends on the age of the child, their developmental state 

or any cognitive impairment, which is similar to previous research (Coyne et al., 2014). 

Parents of children with intact mental capacity want to inform them about their 

condition and prognosis, hear their treatment preferences, and choose a place of care. 

Parents of non-verbal children use their body language and non-verbal signals to 

identify children’s preferences and will to live, which is a recognised phenomenon 

among the parents of seriously ill children (Marcus et al., 2022; Sharman et al., 2005).  

 

The participation of children in decision-making can be challenging due to concerns 

about protecting them and maintaining their hope, as well as the belief that they may 

not fully understand or cope with the information provided (Hirata & Kobayashi, 

2023). Nevertheless, including children in decision-making supports their sense of 

being heard and valued by their caregivers (Coyne & Gallagher, 2011; Miller, 2009). 

This study adds to the evidence that participation of children in decision-making is 

important for caregivers in the cultural context of the Czech Republic. This is finding 
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thus brings new evidence, that, despite the power imbalances and paternalism, Czech 

parents and healthcare professionals have desire to include children in decision-

making.  

 

5.5 Parental factors 

For parents, decision-making is shaped by factors which relate directly to their 

personality and parental role; namely a sense of responsibility for the child, trust in 

healthcare professionals, and parents’ overall wellbeing. These factors play a vital role 

in how parents’ approach and participate in medical decisions for their children. 

 

5.5.1 Sense of responsibility for the child 

In this study, the parental commitment to their child was reflected in their perception 

of themselves as the stakeholder who is responsible for the decisions. Given, the 

paternalistic cultural setting of this study (Krizova & Simek, 2007), this is an important 

finding which highlights the universal perception of parents as the responsible parties 

for their children. As previous research has found, parental responsibility for medical 

decisions represents a key aspect of the parental role when taking care of child with 

life-limiting or life-threatening conditions (Barrett et al., 2023; Bennett & LeBaron, 

2019; Hirata & Kobayashi, 2023).  

 

For parents in this study being responsible for decisions also means being accountable 

for the potential consequences, which is a stressful experience. This is supported by 
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previous research conducted with Jordanian mothers of children with palliative care 

needs where lack of confidence and fear of future guilt limited their ability to make 

independent decisions (Atout et al., 2017). Similar to the study by Carnevale (2007), 

this research found that being responsible for the decision is connected with the 

feeling of regret.  

The sense of parental responsibility is further heightened by the urgency of the 

decision, and in emergency situations parents prefer the healthcare professionals to 

make the decisions. This is aligned with the findings of  previous systematic reviews 

(Barrett et al., 2023; Polakova et al., 2024), where transferring responsibility to doctors 

represented an effective strategy used by parents to bypass responsibility and let the 

healthcare professionals be in control.  

 

5.5.2 Parental trust in healthcare professionals during decision-making   

Trust is an important issue in decision-making. The importance of trust in paediatric 

settings is not new; other research has found that higher levels of parental trust in 

healthcare professionals is associated with greater inclination of parents to participate 

in decision-making (Boland et al., 2019; Madrigal et al., 2022), while lack of trust can 

lead to conflicts (Forbat et al., 2015).  

 

In this study, trust in healthcare professionals helped parents to perceive them as 

medical experts, follow their advice and avoid conflicts. This is consistent with the 

literature, which identifies that the perception of healthcare professionals as medical 

experts facilitates the development of trust among parents (Janvier et al., 2020).  
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In this study, the development of trust was further encouraged by the caring and 

empathetic attitude of healthcare professionals towards the child and the family, and 

by parental belief that healthcare professionals were doing what is best for the child. 

Showing interest and concern for the child and the family was previously reported to 

support parental trust in healthcare professionals (Hsiao et al., 2007; Janvier et al., 

2020).  

 

Aligned with the findings of previous research exploring trust in healthcare setting 

(Coyne & Gallagher, 2011; Gómez-Zúñiga et al., 2019), the sense of trust was 

connected to the length of the relationship between healthcare professionals and 

parents. Knowing healthcare professionals for an extended period helps parents to 

trust them and follow their advice.  

 

Parental trust is impacted by previous interactions with healthcare professionals. 

Negatively perceived experiences within the healthcare setting have a longstanding 

impact and affect future relationships with other healthcare providers. This is an 

important finding as the long-term impact of challenging encounters within the 

healthcare setting on trust is not well understood (Madrigal et al., 2022), even though 

negative interactions with healthcare professionals are common among parents of 

children with life-limiting or life-threatening conditions (Janvier et al., 2020; Zaal-

Schuller, Willems, et al., 2016). This finding thus expands current understanding of 

trust within healthcare setting (Dewan et al., 2024) by adding influence of previous 

negative experiences as an element which hinders parental trust in healthcare 
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professionals. In paediatric medicine, parental trust in healthcare professionals is 

extremely fragile and can be easily hindered by approaching parents with lack of 

respect, dishonest communication and dismissal of parents being experts on their 

child (Barrett et al., 2023).  

 

For healthcare professionals trust is also important, specifically maintaining a trusting 

relationship and not losing parental trust. This was demonstrated through their 

acceptance of parental preferences, or giving parents more time if needed, as long as 

these did not cause harm to the child. The trust healthcare professionals have in their 

patients is an understudied phenomenon in general medicine, and needs further 

research (Grob et al., 2019). 

 

5.5.3 Physical, mental and spiritual wellbeing of parents and its impact on their 

ability to participate in decision-making  

When taking care of an ill child, parents experience psychological distress which affects 

their ability to provide care for their child and to make decisions. This finding aligns 

with the study by Collins et al. (2020), which found that parenting children with life-

limiting and life-threatening conditions has a severe impact on mental health and is 

associated with higher levels of stress, anxiety and depression. Similar to previous 

research conducted among parents of children with special needs (Caicedo, 2014), 

parents in this study reported experiencing intense emotional distress, including 

feelings of sadness, frustration, irritability and depression, and physical exhaustion 

when providing care to their child. The demanding nature of care left parents feeling 
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physically and emotionally drained and overwhelmed by the responsibilities 

associated with care. Previous research supports this whereby caring for a child with 

complex medical conditions or a disability is associated with physical and emotional 

burden (Murphy et al., 2007) and leads to lower health-related quality of life for 

parents (Hatzmann et al., 2008). 

 

This present study also revealed that making decisions shortly after giving birth was 

perceived as challenging, primarily due to the emotional vulnerability experienced by 

mothers after labour. This is consistent with previous research where disclosing 

information about the child’s diagnosis immediately after birth had a negative effect 

on the parents’ ability to participate in the decision-making process (Luz et al., 2017) 

and their involvement in the child’s care (Pizur-Barnekow, 2010). Abdin et al. (2022) 

found that healthcare professionals are aware of the potential impact of decisions on 

parental psychological well-being but this was not identified in this research.  

 

Decision-making for seriously ill newborns can be particularly difficult for parents 

because they are often processing intense emotions—such as shock, grief, anger or 

hope—while trying to absorb complex medical information (Luz et al., 2017; Piette et 

al., 2022). Limited medical knowledge, uncertainty about prognosis, and being 

overwhelmed with information can further hinder parental understanding and 

engagement in decision-making in the postpartum period (Piette et al., 2022). To 

provide a better support for parents in these moments, healthcare professionals 

should use clear, jargon-free language, break information into smaller portion, have 
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repeated discussions, and provide parents visual or written materials (Beltran & 

Hamel, 2021). Parents can be further supported by having the conversations in a calm, 

private environment and by having enough time to process obtained information 

(Beltran & Hamel, 2021; Piette et al., 2022). 

 

The ability of parents to engage in decision-making is affected by events in their 

personal lives, including illness or death of other family members. The need to care for 

other family members, such as parents or other children imposes additional stress on 

parents, and requires them to prioritise whom they will care for. This finding is 

particularly relevant in light of the sandwich generation phenomenon (Steiner & 

Fletcher, 2017), which requires parents to concurrently care for the child and their 

older parents, although this is not well understood within the context of parenting 

children with life-limiting or life-threatening conditions. 

 

Spirituality and religious faith emerged as important factors shaping how parents 

approach medical decision-making for their children. Parents use faith and spirituality 

as a source of support, strength and guidance during decision-making and spirituality 

helps them to accept their child’s illness. The use of faith as both a guidance 

mechanism and a way to delegate decision-making responsibility to a higher power, is 

seen in other research which has documented the role of faith in medical decision-

making (Allen, 2014; Boss et al., 2008; Jonas et al., 2022; Lipstein et al., 2012). Passing 

the authority to make a decision about the ill child to the divine is a common strategy 

among religious parents (Allen, 2014; Polakova et al., 2024). Additionally, this study 
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identified that in adverse situations parents relied on their own spirituality and outlook 

on life.  

 

The prominence of faith in parental decision-making emerged as a particularly 

noteworthy finding given the secularised cultural context of the study setting (Vido et 

al., 2016). This finding provides new evidence that Czech parents draw on faith even 

when they are not actively practicing religion, highlighting the need for spiritual 

support. This study finding supports the conclusion from previous research focused on 

death and dying in the same cultural setting which identified that religion was used as 

a coping mechanism in challenging life situations including illness or death of a loved 

one (Furstova et al., 2021).  

 

5.6 Family factors 

During the decision-making, both parents and healthcare professionals are influenced 

by factors related to the child’s family. Consideration of the needs of the broader 

family, the impact of treatment, and family values during decision-making enables 

value-laden care to be provided. For parents, support from a spouse or other family 

member eases the burden of decision-making.  

 

5.6.1 Influence of family on decision-making: family needs and values 

When treatment decisions are made for the ill child, parents and healthcare 

professionals consider how the decision and its consequences will affect the entire 
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family. Other research has identified this as important in decision-making, as children 

with life-limiting and life-limiting conditions require intensive and time-consuming 

care (Caicedo, 2014; Lazzarin et al., 2018).  

 

This study found that, although the impact of a decision on the family was a 

consideration for parents, they rarely had sufficient knowledge of what the impact on 

life at home would be. As identified in the systematic review parents struggle to make 

decisions which would have long-lasting impact on their life as they find it difficult to 

imagine the consequences (Polakova et al., 2024). Making decisions about invasive 

procedures such as tracheostomy or enteral feeding fills parents with uncertainty and 

a sense of limited understanding of the consequences. Similar uncertainties were 

described in a study exploring decision-making about initiating  home mechanical 

ventilation by Rahman et al. (2021).  

 

When making decisions, parents consider the practical aspects connected with the 

care, such as the frequency of hospital visits, the need for hospitalisations, the distance 

of their home from the hospital, and how to coordinate the needs of all their children. 

This reflects the conclusion of a recent systematic review, which highlighted the 

complex impact of chronically-ill children on siblings and the importance considering 

their needs (Tan et al., 2024). There was some evidence that in families with a single 

ill child, parents adjust their lifestyle to meet the child’s needs, although this needs 

further exploration as there were only two single-child families in this study.  
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In contrast to previous research (Sharman et al., 2005), the financial impact of medical 

care was not identified as a consideration in this study. This could be influenced by the 

free medical care available in the Czech Republic (Kinkorová & Topolčan, 2012). 

Financial difficulties relating to the child’s illness, such as caring responsibilities at 

home and during frequent hospitalisations, were described by single parents in this 

study. This aligns with existing knowledge about the financial burden that caring for ill 

child imposes on families, and that single parents are at a higher risk of experiencing 

financial difficulties (Callery, 1997; Granek et al., 2014; Klassen et al., 2012; Lin et al., 

2024). 

 

The current research found that both parents and healthcare professionals 

incorporate family needs and values into their decision-making. This finding aligns with 

Lipstein et al.’ s (2012) research, which identified the influence of family values on 

parental decision-making. The recognition and integration of family values has been 

consistently identified as a crucial component and facilitator of shared decision-

making in healthcare contexts (Gravel et al., 2006; Hirata & Kobayashi, 2023; Meert et 

al., 2013).  

 

In this study, healthcare professionals were found to possess limited knowledge of the 

family values system, highlighting the need to explicitly ask parents about their values 

rather than making assumptions. This finding resonates with previous research by 

Boland et al. (2019) and Richards et al. (2018), which established that integrating 

family values into decision-making can be challenging, particularly when the 
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stakeholders have divergent value systems that influence their decision-making 

approach (Kon, 2006). 

 

 In the current research healthcare professionals emphasised the importance of 

actively engaging with parents and thoroughly exploring their value systems to ensure 

that medical decisions aligned appropriately with families’ preferences and lifestyle 

considerations. This is important finding within the cultural context of the study 

setting, as it shows, that Czech healthcare professionals include parents in the medical 

care and decision-making. This finding supports research by Hrdlickova et al. (2023) 

which found that healthcare professionals in paediatric settings tend to include 

parents in decision-making and respect their wishes. This evidence thus suggests that 

there is a change in the attitude of healthcare professionals towards decision-making 

as they are becoming less paternalistic and are valuing parental involvement in the 

decision-making. This study thus shows an actual shifts in clinical practice from a 

paternalistic decision-making, which has been prevalent in the Czech cultural setting 

(Daly et al., 2024; Dobiášová et al., 2021; Krizova & Simek, 2007).The finding  

 

Nevertheless, it also indicates a discrepancy between the perspectives of healthcare 

professionals and the experiences of parents, who previously reported limited 

involvement in decision-making (Ratislavová et al., 2016; Sikorova & Kucova, 2012). 

This imbalance in experiences is also reflected in the relative influence of decision 

makers on each other identified in the model; with healthcare professionals exerting 
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a strong influence over parents, while parents exert medium influence on 

professionals.   

 

5.6.2 Support from family and family structure  

Family represents an important source of support for parents. Similar to the findings 

by Lindeblad et al. (2007), this research also found that lack of support from family 

members is associated with negative emotions and frustration.  

 

The structure of the family impacts how parents make decisions. For married couples, 

having a spouse to rely on and share responsibilities helps to alleviate the stress of 

making decisions. Previous research found similar patterns of spouses depending on 

each other during decision-making (Sharman et al., 2005; Yazdani et al., 2022). While 

Madrigal et al. (2016) found that support from a spouse was ranked by parents as less 

important than other types of support, the current research suggests otherwise. 

Reciprocal support between spouses enhances their decision-making capabilities, 

whereas lack of such support can create challenges for parents. 

 

The research reveals unique challenges encountered by single parents caring for 

seriously ill children. This aligns with Granek et al.’s (2014) research showing that 

single parents of children with cancer experience cumulative stress arising from 

previous negative experiences within the former family.  

Single parents have to make decisions, manage the care for the child and the 

household and secure employment without support from the former partner. These 
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challenges mirror the stressors documented by Kelly and Ganog (2011) in their study 

of single parents caring for children with cancer. Single parents of ill children in the 

Czech Republic seek support from other family members when making decisions. The 

experience of single parents caring for seriously ill child in the Czech Republic is not 

well studied. This study thus offers a new insight into their experience and highlights 

the need for greater support of single parents’ households.  

 

5.7 Environmental factors 

Environmental factors have an important influence on the decision-making ability of 

parents and healthcare professionals. For parents, visiting hours restrictions, access to 

facilities, and time pressures are all barriers to decision-making. Time influences both 

parents and healthcare professionals, although perspectives about this vary. Finally, 

the role of the paediatric palliative care team and its ability to enhance communication 

and prevent conflicts is discussed in this section.  

 

5.7.1 Hospital setting 

Parents’ ability to make decisions is negatively affected by the hospital environment, 

especially by restricted visitation hours and insufficient access to hospital facilities. 

These findings are supported by previous research which identified the hospital setting 

as a major stressor for parents (Coyne, 1995; Dudley & Carr, 2004; Lam et al., 2006; 

Piette et al., 2022; Ygge & Arnetz, 2004). The finding about insufficient access to 

hospital facilities adds to the knowledge about the perceived impact of inadequate 
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provision to satisfy basic needs such as sleeping, eating, and personal hygiene. This 

not only reduces the time parents can spend with their hospitalised children and 

makes them feel unwelcome in the hospital (Coyne, 1995; Lam et al., 2006; Shields et 

al., 2004),  but also impacts their ability to make decisions for the child. 

 

Parents in this study emphasised the effect of restricted visitation hours on their ability 

to make decisions. Not being allowed to stay with their child caused parents to see 

themselves as visitors who must adhere to the visitation hours rather than as a parent 

with an unlimited access to the own child. This echoes the findings of a previous study 

conducted in the Czech Republic, where mothers of hospitalised newborns reported 

not being able to be with their baby and feeling unwelcomed by the healthcare 

professionals (Sikorova & Kucova, 2012). This is disturbing, since the presence of 

parents during the hospitalisations of their children has long been established as a 

basic need for children and a right for parents (Platt, 1959; Shields et al., 2004; 

Thornes, 1983). Previous research has found that unrestricted visiting hours have a 

positive effect on parental overall satisfaction with provided care and can lower 

psychological distress experienced by parents (Garrouste-Orgeas et al., 2008). 

 

This finding brings new evidence about how limited visiting hours negatively affect 

Czech parents and impacts their decision-making ability. The issue with restricted 

visitation hours in the Czech hospitals is frequently discussed topic within the Czech 

media space, and this study finding can support those discussions by bringing evidence 
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about how parental ability to participate in decision-making is affected by their limited 

access to their child. 

 

Sleeping and eating facilities for parents in the hospital are seen as important. Previous 

research has highlighted that inadequate facilities represent a source of stress for 

parents and can cause their mental and physical exhaustion (Coyne, 1995; Lam et al., 

2006; Shields et al., 2004). In this study parents were reluctant to leave their child to 

attend to their own needs and felt exhausted, which supports Lam et al.’s (2006) 

finding that parents do not want to leave their child’s bedside to care for their own 

personal needs. 

 

Additionally, this study found that parents need sufficient sleep to be able to actively 

care for their children and make informed decisions during hospitalisation. The 

parental need to have a good quality sleep during hospitalisation was reported 

previously  in study by Hagvall et al. (2016), whilst Meltzer et al. (2012) identified poor 

facilities as a sleep disruptor which affected parents during hospitalisation of their 

child. In the present study, parents’ sleep was affected by uncomfortable sleeping 

provisions in the hospital, which was identified previously as one of the sleep 

disruptors affecting parents during their stay in the hospital (Meltzer et al., 2012). 

 



194 

 

 

5.7.2 Influence of time on decision-making 

Time is a barrier to informed decision-making, for both patents and healthcare 

professionals, which is consistent with current literature (Boland et al., 2019; Gravel 

et al., 2006).  

Parents need ‘enough’ time to gather information and gain understanding in order to 

make informed decisions. The importance of having ample time to process and accept 

the information obtained from healthcare professionals is supported by the findings 

of a systematic review into the informational needs of parents making end-of-life 

decisions for their children (Xafis et al., 2015). Consistent with the present study’s 

findings, Xafis et al. (2015), reported that temporal factors influence the ability of 

parents to gather, process, and utilise information for informed decision-making.  

 

In this study, time constraints created pressure which served as a barrier for parents 

to engage in decision-making. This finding is in agreement with previous literature, 

where time pressure was reported as stressful and overwhelming for parents 

(Polakova et al., 2024; Zaal-Schuller, de Vos, et al., 2016). Additionally, time pressures 

can lead to disagreement and conflict between parents and healthcare professionals, 

which is a phenomenon reported in other research within a similar population (Zaal-

Schuller, Willems, et al., 2016).  

Time-related factors also influence healthcare professionals; gathering of information 

and including parents in decision-making are seen as time-demanding. This was 

compounded by the hospital setting where intensive workloads and lack of personnel 

restricted long consultations with parents. The latter reinforces the work of Légaré et 
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al. (2008), who identified that heavy workload and limited human resources in 

healthcare settings can inhibit the engagement of patients in decision-making. 

Nevertheless, this study found that healthcare professionals consider the time 

invested in the effort to include parents as being worthy of the outcome.  

 

Parents and healthcare professionals have divergent perspectives about what 

constitutes sufficient time to make a decision. Existing research indicated that while 

parents express a desire to have more time to make decisions (Rapoport et al., 2013; 

Xafis et al., 2015), decisions are often made and implemented within a short period of 

time (Oberender & Tibballs, 2011; Zawistowski & DeVita, 2004). 

 

5.7.3 Paediatric palliative care team and its role during decision-making 

The paediatric palliative care team is an important environmental factor which 

influences both parents and healthcare professionals during decision-making. Their 

involvement positively influences communication between parents and healthcare 

professionals and provides external support. This finding reflects existing literature, 

which concluded that the participation of palliative care teams enhances 

communication and improves parental satisfaction with care provision (Hays et al., 

2006; Koch & Jones, 2018; Streuli et al., 2019).  

Communication is further strengthened by bringing parents and various specialists 

together. This enables exploration of different perspectives and enhances the 

decision-making process. Within the cultural context of the study this is an important 

finding, as the involvement of patients and the family in the decision-making is limited 
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and often does not reflect their preferences (Daly et al., 2024; Dobiášová et al., 2021; 

Krizova & Simek, 2007). It also supports the conclusion in a study by Hrdlickova et al. 

(2023), done in the same setting, which found that parents appreciate the presence of 

multiple specialists during consultations.  

 

Involving the palliative care team was identified as providing support to parents and 

empowering them during communication with healthcare professionals. This support 

gave parents the opportunity to express their priorities and preferences without 

feeling judged or questioned.  

As identified in existing research (Hrdlickova et al., 2023; Streuli et al., 2019), the 

consultation with the paediatric palliative care team was seen to provide an 

opportunity for parents to discuss a variety of topics with healthcare professionals and 

to share their concerns and preferences. The frequency of consultations with the 

palliative care team gave parents additional time to think about the information they 

received and to ask questions. Similar attributes have been reported as supporting 

parental engagement in communication, in a recent study conducted in the same 

setting (Hrdlickova et al., 2023). These finding also support previous research, which 

reported that access to the paediatric palliative care team gives parents a sense of 

security and support, and facilitates an effective communication in healthcare setting 

(Hsiao et al., 2007). 

 

The findings of this PhD study show that the support provided by the paediatric 

palliative care team during the decision-making process is also valued by healthcare 
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professionals. Paediatric palliative care teams are able to offer support during difficult 

conversations with parents, including discussions about advance care planning, 

limitation of care, end-of-life care or setting goals of care. The helpfulness of involving 

a palliative care team in those types of consultations was similarly reported in a study 

conducted among paediatric cardiologists (Balkin et al., 2017).  

Involving the paediatric palliative care team allowed healthcare professionals to share 

medical responsibility for their patients and deliver more complex care to children. 

This finding aligns with previous research by Brandon et al. (2014), which showed that 

paediatric palliative care team involvement can reduce moral distress experienced by 

healthcare professionals when caring for paediatric patients. 

 

In this present study, access to the paediatric palliative care team was controlled by 

healthcare professionals, who acted as gatekeepers, as similarly reported by 

Hrdlickova et al. (2023). The need for additional support during difficult consultations 

with parents was frequently identified as a motivating factor to involve the palliative 

care team. This aligns with Twamley et al.’s (2014) study, which reported that the most 

common reason for healthcare professionals for palliative care referral were 

challenging discussions about end-of-life preferences, including place of death. 

 

Previous research has identified that paediatric healthcare settings are prone to 

disagreement and conflicts (Linney et al., 2019; Studdert et al., 2003). This present 

study similarly identified presence of conflicts during decision-making and brought 

new evidence about the important role of the paediatric palliative care team in their 
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management and prevention. Through open communication and an empathetic 

approach towards parents, the palliative care team is seen to mediate relationships 

between parents and healthcare professionals. This supports previous research 

findings about the potential of palliative care teams to improve communication and 

decision-making (Streuli et al., 2019). The involvement of the team prevented conflict 

escalation and facilitated agreement between parents and healthcare professionals. 

Similarly, Chiarchiaro et al. (2016) found that the communicational approaches used 

by palliative care specialists helped to avoid conflicts with patients and their families. 

 

5.8 Decision-making approaches utilised by parents and healthcare 

professionals 

Available evidence suggests that parents of children with life-limiting conditions want 

to actively participate in decision-making (Allen, 2014; Zaal-Schuller et al., 2016). This 

present study indicates that the level of involvement in decision-making must be 

individually considered, as parental preferences may differ, and adopting a universal 

approach would not be suitable for all. For some parents, participation in decision-

making was challenging and burdensome, and they preferred the healthcare 

professionals to be in charge of the decisions. In contrast to this finding, for other 

parents, it was important to be in control of decision-making which was perceived as 

an integral aspect of their parental role. This finding is aligned with previous research 

which identified that active participation empowers parents in their parental role and 

helps them to keep their parental identity (Barrett et al., 2023; Sullivan et al., 2020). 
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However, this study finding suggests that active participation of parents can be 

challenging to implement by healthcare professionals in everyday practice due to the 

time constraints, heavy workload and limited resources. 

 

Additionally, parental decision-making when caring for a seriously ill child changes 

over the course of the illness (Fiks et al., 2012; Lipstein & Britto, 2015). Parental 

involvement is influenced by their emotional coping, prognostic understanding, and 

relationship dynamics with healthcare professionals (Park & Cho, 2018; Zaal-Schuller, 

Willems, et al., 2016). Initially, parental involvement in decision-making is limited by 

their emotional state after receiving diagnosis, limited knowledge and time urgency 

(Pyke-Grimm et al., 2006). Over time, parents become more confident and competent 

and their involvement increases (Gibson, 1995; Stewart et al., 2005). Parents in this 

present study reported a similar evolution in their decision-making. From an initial 

passive approach to decision-making and letting healthcare professionals be in 

control, they progressed into more active involvement and a greater desire to 

participate in decision-making. 

 

Near the end-of-life, parents’ decision-making shifts from focusing on medical 

interventions and treatment to prioritising quality of life and comfort care, while 

balancing hope with medical uncertainty (Barrett et al., 2023; Hirata & Kobayashi, 

2023). Similar aspects of end-of-life decision-making were identified in this present 

study, where parents wanted to maintain hope and spend intimate time with their 

child, preferably at home. Available evidence suggests that the parental perception of 
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how the decisions for their dying child were conducted has a long lasting impact on 

bereaved parents (Sullivan et al., 2020), but this aspect was not explored in this PhD 

study.  

 

This present study shows, that the influencing factors (cognitive, child-related, 

parental, family, and environmental) exert a weak, medium or strong influence on the 

decision-makers, as discussed above. The relative influence of the factors on the 

decision-makers leads to three types of approach to decision making; parent-guided, 

shared or physician-driven.  

 

The parent-guided approach highlights the ability of parents to navigate and influence 

the decision-making process. The physician-driven approach emphasises the authority 

and power owned by healthcare professionals. The third approach, shared decision-

making, reflects the partnership, respect and collaboration between parents and 

healthcare professionals, and acknowledges the input of the ill children.  

 

The three decision-making approaches identified in this PhD study will be explored 

below. First, however, consideration will be given to how the two types of decision-

makers exert influence on each other through their relationships. As depicted in the 

model (Figure 5) healthcare professionals have a strong influence on parents, and 

parents have a medium influence on healthcare professionals.  
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5.8.1 Relationships between parents and healthcare professionals  

Healthcare professionals influence parents and their engagement in decision-making. 

The impact of healthcare professionals on parental involvement in decision-making is 

a constant finding in the literature (Boland et al., 2019; Sullivan et al., 2014).  

 

In this study, healthcare professionals empowered parents by acknowledging their 

parental expertise, giving them information and by establishing trusting relationships. 

Having trust in healthcare professionals, their medical expertise and belief in their 

good intentions enables parents to follow their advice and agree with the decisions. 

The importance of trust in healthcare professionals and their expertise was similarly 

identified in several studies included in the systematic review focused on parental 

decision-making experience (Polakova et al., 2024). Healthcare professionals influence 

parents during decision-making by giving them information. Aligned with existing 

research (Kilicarslan-Toruner & Akgun-Citak, 2013; Knapp et al., 2011) healthcare 

professionals represent the main source of information for parents. Gaining 

knowledge and understanding of the child’s condition empowers parents to actively 

engage in the decision-making process, a finding that has been reported in previous 

research on shared decision-making in paediatric healthcare (Cai et al., 2023; Park & 

Cho, 2018). 

 

The interactions between parents and healthcare professionals are further influenced 

by the communication style used. Respectful communication is identified as important 

in decision-making. Healthcare professionals use persuasive communication strategies 
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to influence the decision-making process, such as presenting their preferred option as 

more favourable and minimising other options, together with using repetition and 

pressure. Similar persuasive strategies have been previously reported in literature 

focused on decision-making (Birchley et al., 2017; October et al., 2020; Popejoy et al., 

2022; Richards et al., 2018). In addition, the findings of this study identified that 

criticism was also used as a strategy to influence parental decision. 

 

This finding highlights the need for adequate communication training for healthcare 

professionals, however available evidence shows that the training received by 

healthcare professionals is insufficient, despite recognising its importance in clinical 

practice (Hrdlickova et al., 2021). Healthcare professionals are often not prepared to 

have serious conversations with parents, including conversations about advanced care 

planning and end-of-life discussions (Snaman et al., 2016).   

 

Discrepancies in communication and differing opinions about treatment approaches 

cause conflict between healthcare professionals and parents. Different perceptions of 

what is best for the child, lack of trust and time pressure are identified as the 

foundations for conflicts, supporting evidence in the literature about conflict in 

paediatric settings being commonly associated with poor communication and 

disagreement (Forbat et al., 2015; Linney et al., 2019; Studdert et al., 2003). For 

parents, the experience of conflict is stressful, as they feel they have to defend their 

parental role and find it difficult to be in disagreement with the healthcare 

professionals.  
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For both parents and healthcare professionals the paediatric palliative care team 

represented an effective mediator in conflicts, as previously discussed. Some parents 

used a lawyer as the third party, who empowered parents to insist on their 

preferences. Previous research has similarly reported the positive impact legal 

representation may have on situations when it is difficult to reach an agreement 

(Abdin et al., 2022; Larcher et al., 2015). 

 

Healthcare professionals in this study felt they supported parents and treated them 

with respect. The study by Hrdlickova et al. (2023) similarly found that healthcare 

professionals emphasised their respectful approach towards parents. This is 

somewhat unexpected given the paternalistic context of the study setting (Krizova & 

Simek, 2007). It may indicate a willingness to include parents as partners in decision-

making, however the divergent perceptions of the decision-making experienced by the 

participants, and the lack of respect parents described, are arguably at odds with this 

position. Additionally, parents were not involved in every decision made for the child 

and their preferences were not always acknowledged by healthcare professionals. This 

limited input was similarly reported in research in paediatric oncology (Badarau et al., 

2017).  

This finding suggests that healthcare professionals experience parental participation 

in decision-making differently than parents actually perceived their own involvement. 

Similar findings were reported in study by Vemuri et al. (2022), which reported that 

while healthcare professional perceived they had utilised a shared decision-making 

approach, their actions were more aligned with a physician-led approach. In this study, 
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although the healthcare professionals believed they supported parents in active 

participation, this did not align with the parents’ accounts.  

 

A possible explanation of this finding is that healthcare professionals are not fully 

aware of how parents experience their own participation and how to empower 

parents in their participation, or of how to enable parents to act as equal partners in 

the decision-making, while respecting their individual preferences.  

 

This finding brings new knowledge about why parents and healthcare professionals 

misunderstand each other and the impact of unequal power in relationships in the 

context of the Czech Republic.  

 

5.8.2 Parent-guided approach in decision-making 

The parent-guided approach, as identified in this study, represents the desire of 

parents to be in control of the decision-making process and be able to influence the 

outcomes. This finding aligns with previous research in the same cultural context 

(Houska et al., 2021; Hrdlickova et al., 2023), which showed that patients and families 

in the Czech Republic seek more autonomy in healthcare decisions. This study brings 

new evidence that Czech parents want to actively participate in decision-making and 

be autonomous in their parental role. This finding offers a new understanding how 

parents perceive their role in decision-making and it questions the paternalistic 

approach commonly practiced within the Czech healthcare system (Daly et al., 2024; 

Tietzova et al., 2024) 
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The parent-guided approach is one where parents are able to express their opinions 

about treatment and they are seriously considered by healthcare professionals, even 

when these opinions differ from the medical recommendation. Utilising the parent-

guided approach enables parents to feel they are partners in decision-making, and to 

be more in control of the process. This finding shows that parents need support from 

healthcare professionals to be empowered to actively participate in decision- making 

and to be in control of the process. This is an important finding, as active involvement 

has a positive impact on parents, and was previously reported to make the experience 

of decision-making less stressful (Polakova et al., 2024), and to have a  positive impact 

on post bereavement experience of parents (Sullivan et al., 2020).  

 

This present study found that the parent-guided approach is dependent on parental 

access to information. The parental need for information is a consistent finding within 

decision-making research (Allen, 2014; Boland et al., 2019; Hirata & Kobayashi, 2023) 

and is in discussed in detail as an influencing factor above.  

An important finding of this study is that parents use their previous experiences to 

navigate their medical decision-making. Previous experiences with similar situations 

helped them to get a better understanding of what is happening and how their 

decision will impact their child and the whole family. This finding supports existing 

research which found that previous encounters with similar medical decisions 

supported  active parental engagement in decision-making, (Jonas et al., 2022). This 

current study additionally found that parents also consider how their child reacted to 

the treatments and interventions in previous instances and make their decisions based 
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on that, with the aim to protect their child from additional suffering. This finding brings 

a new insight into parental approaches towards decision-making within the Czech 

cultural context. 

 

Similar to previous research with parents of children with life-limiting conditions 

(Balling & McCubbin, 2001; McNeilly et al., 2017; Zaal-Schuller, Willems, et al., 2016) 

parents in this PhD study see themselves as experts on their child and feel responsible 

for the decisions. This perception empowers them to make decisions on the children’s 

behalf and to guide the decision-making process.  

 

This study adds evidence, that the parent-guided approach does not diminish the role 

of healthcare professionals; parents continued to value their medical expertise and 

appreciate their professional advice and guidance. Trust and established relationships 

between parents and healthcare providers enhances parental acceptances of their 

recommendations. This finding is aligned with other studies, which described the 

importance of trust and parental dependence on healthcare professionals (Madrigal 

et al., 2022; S. Mitchell et al., 2019; Pinto Taylor & Doolittle, 2020). 

 

5.8.3 Physician-driven approach 

This study has identified that healthcare professionals are often in control of the 

decision-making process; the physician-driven approach. Healthcare professionals 

have the power to make decisions without parents and to influence them. Previous 

research has described that the power is not equally distributed between decision-
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makers, with healthcare professionals occupying a stronger position than parents 

(Aarthun & Akerjordet, 2014; Boland et al., 2019; Joseph-Williams et al., 2014; 

Richards et al., 2018; Vemuri et al., 2022). Within the study setting of the Czech 

Republic, this finding suggests that the paternalistic approach towards decision-

making is still present and practiced in paediatric medicine. Nevertheless, the study 

findings also show that paternalism is not as strongly utilised as could have been 

expected given the findings from previous  research about how strongly embedded 

paternalism is within the Czech healthcare system (Daly et al., 2024; Dobiášová et al., 

2021; Krizova & Simek, 2007). This study brings evidence that for some parents the 

physician-driven approach was acceptable or even preferred. This finding shows that 

Czech parents have varying preferences regarding their level of involvement in 

decision-making, and an individual approach is necessary to ascertain their 

preferences and respond to their needs.  

 

This present study has brought evidence, that healthcare professionals use different 

strategies to control the decision-making process. The strategies spanned from guiding 

parents, across influencing parents, to making the decisions for them. Existing 

research has described similar approaches used during decision-making (Vemuri et al., 

2022). Healthcare professionals perceived themselves as experts on medical care and 

could better judge the best option for the child and the family. Previous research has 

identified that healthcare professionals believe they are morally and ethically entitled 

to make medical decisions (Popejoy et al., 2022; Vemuri et al., 2022). In this study the 

choices reflected the aim of doing what is best for the child and protecting the child 
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from suffering, which are similar sources of motivation when making decisions for 

paediatric patients found elsewhere (Birchley et al., 2017; Popejoy et al., 2022; 

Richards et al., 2018).   

 

While healthcare professionals felt justified in their use of a physician-driven approach 

it was challenging for some parents. It influenced their ability to participate in the 

decision-making process and made parents more likely to defer to the healthcare 

professionals’ judgement. Parents found it challenging to defend and assert their 

preferences for care. This finding supports the conclusions of the systematic review 

which identified that parents can be coerced or manipulated into a decision and pass 

the decisional authority onto healthcare professionals (Polakova et al., 2024).  

 

The identification of physician-driven approach highlights the strong position 

healthcare professionals have in decision-making within the Czech cultural context. 

The finding that certain types of decisions are made without parents being involved 

shows that parents are not invited to all decision-making events. This tendency of 

Czech healthcare professionals to make decisions on behalf of the patients without 

asking their preferences were similarly identified in a study conducted in adult 

healthcare setting (Tietzova et al., 2024). Within the Czech paediatric setting, this in a 

novel finding.  

 

While this study shows that paternalism is still present in the medical practice, the 

findings indicate a shift in actual practice as healthcare professionals included parents 
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in decision-making and parents were identified as exerting an influence on healthcare 

professionals when decisions were made. Especially during end-of-life care, parents 

were able to express their wishes and preferences regarding medical care and were 

included in the decision-making process.  

 

5.8.4 Shared decision-making approach 

The shared decision-making approach is characterised by a collaborative process in 

which parents and healthcare professionals make decisions together in a respectful 

manner. Individual preferences and needs are considered. This finding is aligned with 

other research exploring shared decision-making, which identified similar 

characteristics (Jordan et al., 2020; Park & Cho, 2018).  

 

This present study shows that respectful communication and a trusting relationship 

supported the use of a shared decision-making approach. Open discussion about the 

child’s condition and available treatment options was an integral part of this. Other 

studies have similarly highlighted the need for open and honest communication in 

shared decision-making (Fiks & Jimenez, 2010; Park & Cho, 2018; Wellesley & Jenkins, 

2009). Aligned treatment preferences and mutually shared perspectives of what was 

best for the chid enabled a consensus to be reached. This idea of a common goal has 

previously been identified as a key attribute of shared decision-making in paediatric 

healthcare (Park & Cho, 2018). 
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This present study found that parents need support and guidance from healthcare 

professionals to be able to participate in shared decision-making. This echoes other 

findings about lack of support being a barrier for shared decision-making in paediatric 

healthcare (Boland et al., 2016), and parents needing guidance during shared decision-

making about their child with cancer, and welcomed being navigated by healthcare 

professionals (Huang et al., 2021). The present study further adds to understanding 

about support for parents by including reassurance from healthcare professionals, 

that parents made the right choice for their child, as a form of support. 

 

This present study identified that the involvement of children was perceived as 

important, and children were included in a way which reflected their preferences and 

abilities. Whilst the notion that including the ill child in decisions about themselves is 

not new (Larcher et al., 2015), it is a novel finding within the cultural context of the 

study setting as it brings new insight into how the shared decision-making approach is 

being used in the Czech Republic. Research in other settings has found that parents 

and healthcare professionals believe that children should be involved in decisions as 

much as possible (Cai et al., 2023). The level of involvement of each child was not 

explored in this study; however the healthcare professionals emphasised their 

involvement at the end-of-life stage and wanted to honour their preferences regarding 

place of death. This increase in involvement during the later stage of the illness has 

been similarly described in research into children with cancer (Badarau et al., 2017). 

Within the Czech cultural context, the involvement of children during end-of-life stage 

were not yet studied, nor the position of parents and healthcare professionals towards 
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their involvement. Therefore, this study offers a unique insight into how Czech parents 

and healthcare professionals think about children being involved in end-of-life 

decision-making. 

 

For parents, including children in the shared approach was challenging as they had to 

disclose the truth about the condition and prognosis to the child. This supports the 

conclusion of previous research that parents want their children to collaborate in the 

decision-making, but face insecurities how to inform the child about what is happening 

(Huang et al., 2021).  

 

5.9 Implications for practice  

This thesis highlights the role parents have in the decision-making. Within healthcare 

practice, healthcare professionals should recognise and respect the parental preferred 

level of involvement and aligned decisions with the family’s preferences. 

Individualised approach which would reflect the family’s value system can lead to 

greater parental satisfaction with the care provision. Parents should be regarded as 

partners in their child’s care and be empowered to participate in the decision-making. 

 

Since parents may not always fully understand the consequences of the decisions, 

healthcare professionals need to ensure that parents understand the implications not 

only for the child, but also for the family. Providing clear, realistic information can help 

parents to better understand the consequences.  
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The role of children in decision-making has shown to be acknowledged by both parents 

and healthcare professionals. Children should therefore be included in the 

conversations and parents should be supported in their involvement. Healthcare 

professionals should recognise parents as experts on their children and work closely 

with them to explore the child’s perspectives and preferences. 

 

Healthcare professionals should be aware that parental ability to make decisions is 

affected also by their mental and physical wellbeing and their wider family. Parents 

should be able to have access to psychological and social support. Single parents 

represent a particularly vulnerable group and would benefit from additional support 

to address their unique needs. 

 

This study has highlighted that hospital facilities affect parents’ ability to make 

decisions and care for their children. Hospital administrators need to be aware of this 

impact and take action to improve conditions, as parents are an integral part of the 

care dynamic. Hospital administrators need to provide adequate sleeping and eating 

facilities to ensure that parents can get sufficient rest, attend to their personal hygiene 

needs, and have access to meals. 

 

5.10 Implications for policy 

The study identified several areas within the healthcare provision that could benefit 

from policy-level improvements to support both parents and healthcare professionals.  
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The policymakers should focus on improvement of communication between parents 

and healthcare professionals. Adequate training is necessary to improve 

communication skills of healthcare professionals (Feraco et al., 2016). Training in 

communication should become a mandatory component of the pre-gradual and post-

gradual study curriculum. Hospital governance should provide additional training in 

communication with parents and advance care planning.  

 

Another important implication for policy is to ensure that parents have unlimited 

access to their children during hospitalisation. The presence of parents is crucial and 

has a direct impact on decision-making and, consequently on the medical care and 

health of the child. Although current policy measures in the Czech Republic stipulate 

that parents have the right to be with their children in hospital, this study reveals that 

this basic right is not always upheld.  

 

The paediatric palliative care team represents an important stakeholder which has a 

positive impact on both parents and healthcare professionals. Further development of 

palliative care teams should be supported at the national level. Development of 

national standards about paediatric palliative care provision would help to ensure the 

service is provided at an adequate quality level. 
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5.11 Implications for research 

This study identified a conceptual model of the decision-making, but several aspects 

of the model need further exploration to get a better understanding of medical 

decision-making of parents and healthcare professionals. 

 

The study findings suggest that the intensity of influence differs among the factors, 

and parents and healthcare professionals are influenced by different factors. Further 

research is needed to examine in-depth the intensity of the influence of individual 

factors on each group and how this influence evolves throughout the child’s illness. 

Further research is needed to explore how the child’s quality of life is conceptualised 

by parents and healthcare professionals. This would help to gain a better 

understanding of what aspects of the child’s life parents and healthcare professionals 

consider when they make medical decisions.  

The study identified that children influence the decision-making process. More 

research is needed to explore how children experience their participation and focus 

on non-verbal children and how are they included. 

 

Parental factors represent a topic which should be explored further. Research should 

focus on exploring how negative experiences within medical settings affect parental 

trust and relationships with healthcare providers.  

 Further studies should also focus on exploring the impact of psychological distress and 

physical demand of the care, and how this affects parents’ ability to participate in 

decision-making.  
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The conceptual model suggests that decision-making is influenced by family structure. 

Given the diversity of modern families, more research is needed to understand how 

parents make medical decisions across various family types, including multi-child 

families, single-child families, and single-parent households. Exploration of how the 

needs of other family members and the family values influence decision-making, with 

the focus on how healthcare professionals identified what the family values are and 

how they incorporate them into the decisions would be beneficial. 

Within the family context, further research should also explore how parents balance 

their various caregiving roles, and how responsibilities for other family members affect 

their ability to make decisions for their children.  

 

The findings related to the influence of the environment would also benefit from 

further investigations. Specifically, research should examine how paediatric palliative 

care teams impact decision-making to get a more comprehensive understanding of 

their role. Further research should explore what motivates healthcare professionals to 

invite the paediatric palliative care team into the patient’s care and how a 

collaboration between medical teams and palliative care team is established.  

Additionally, this study explored the perspectives of parents of living children with life-

limiting and life-threatening conditions. The experience of bereaved parents with 

focus on end-of-life decision-making for their children would benefit from further 

research.  

This is the first study which is focused on decision-making in paediatric healthcare in 

the Czech Republic, therefore these findings provide a foundation for future research 
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to build upon and expand the understanding of paediatric healthcare decision-making 

in this cultural context, but can be applied to other cultural settings.  

 

5.12 Study strengths and limitations  

This research offers a unique perspective on decision-making by examining the views 

of both parents and healthcare professionals in the Czech Republic. It is the first study 

to focus on decision-making in paediatric healthcare within this cultural context. The 

study also enabled an exploration of the service provided by the paediatric palliative 

care team, recently established in the hospital setting. It is a new type of service which 

has not been well studied within the local cultural system, therefore this study 

provides a unique insight into its role. 

 

The study employed a multiple case study design, which allowed for data collection 

from various sources and their triangulation. This approach facilitated a detailed 

examination of each participant’s perspective while also capturing the interactions 

among the stakeholders. The study included various professionals, which were 

identified as being important during decision-making by the participating parents.  

All participants were involved in the decision-making, which ensured that that they 

could recall the events from their own experience. Data from interviews were 

supported by data obtained from medical records, to enable a more robust database.  
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A few limitations of this study are noteworthy. The study was done in one setting; 

however, parents were from different regions within the Czech Republic. The original 

intention was to include multiple hospital sites. Two additional hospitals were 

approached and invited to participate. Although both institutions initially agreed and 

several meetings were held, these collaborations did not result in any participants 

recruitment. Consequently, the study was carried out at a single hospital setting. 

 

Healthcare professionals were all based in the hospital and predominantly doctors 

participated in the study. The perspective of other healthcare professionals is not 

represented strongly in the study. The study was focused solely on parents and 

healthcare professionals, data were not collected from the children, therefore their 

perspective was missing.  

 

The experience of bereaved parents was not explored within this study. Therefore, the 

study did not explore decision-making in the context of end-of-life care, or how 

parents reflect on their experience after the death of their child. There may be 

additional influencing factors about these sorts of decisions.  

 

The recruitment strategy used for this study represents another limitation. The study 

participants were recruited through the collaborating doctor from the palliative care 

team operating within the hospital. By using the hospital based palliative care team as 

an access point to the study cases the experiences of parents whose children were not 
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in the care of the palliative care team were not explored. Therefore, some aspects of 

their experience with decision-making could be missing.  

 

Additionally, letting parents identify healthcare professionals could lead to gatekeeper 

bias. The perspectives of other healthcare professional which were involved in the 

medical care of the child but were not identified by parents were not explored.  

The data were collected from two sources, interviews and medical records. The 

shorter length of some interviews, particularly those with healthcare professionals, 

could represent a limitation in the data collection process and may have meant that 

some details about decisions were not identified by the participants. A narrow scope 

of inquiry was adopted whereby healthcare professionals were asked to talk about 

their experiences with a specific child rather than about their overall experience with 

medical decision-making. However, while parents tended to be involved in and recall 

all decisions about their child, healthcare professionals were not involved in every 

medical decision concerning the ill child. Additionally, the interviews were conducted 

during working hours, and for some participants, time constraints may have posed a 

barrier to engaging in longer interviews. 

 

Medical records were obtained only from one source. The intention was to get medical 

records from different departments, which was not possible. Only one type of record, 

from the paediatric palliative care team, was available, which could lead to some bias 

in interpretation.  
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The study did not use observation for data collection, which would enable the 

observation of interactions between parents and healthcare in real time. This 

approach to data collection was not possible given the epidemiological situation. 

 

The study explored mainly decisions which had already happened. It did not study how 

the decisions developed over time. A longitudinal study would explore this aspect and 

could provide a valuable insight into how the approach of parents and healthcare 

professionals changes during the course of the child’s illness.  

 

5.13 Personal reflexivity and reflections 

In this chapter, I would like to look back on my experience of conducting the PhD study. 

Becoming a PhD student has been a long-term dream of mine, which I did not expect 

to ever turn into reality. Little did I know that the events of my life, which I introduced 

at the start of this thesis, would navigate my journey towards a PhD study in palliative 

care.  

 

Doing my study as a part time student, while working full time and being a single 

parent to a child with special needs has proven to be very challenging. Other 

unexpected life events which occurred during this time put further strain on me, and 

during many occasions I felt too overwhelmed and stressed to continue. Yet, the sense 

of responsibility to the parents and healthcare professionals who agreed to participate 

in my research pushed me forward.  
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When I started with the research, I was worried it would be difficult to recruit 

healthcare professionals and convince them to speak about their experiences and 

opinions. To my surprise they were very welcoming. They talked about their 

experiences openly and honestly and I could see they valued the opportunity to 

express their feelings. I also value the openness of parents who were willing to give 

me their time and share their experience, even though it was often very emotional for 

them.  

 

Interviews with parents and healthcare professionals brought back many memories I 

had from my own time I spend in the hospital, either as a nurse or as a parent. I have 

tried to keep the boundary and not let my own experiences interfere, but after some 

interviews I was very emotional. Similarly, visiting the hospital and being back at the 

hospital ward where I have been before with my own son was emotionally disturbing. 

On the other side, seeing other parents in similar situations as I was before gave me 

the strength and resilience to finish my research. 

 

I believe that the time I spent on my studies and research has helped me to grow both 

as a person and as a professional, and strengthen my enthusiasm for research in 

palliative care.  
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5.14   Conclusion 

This thesis into medical decision-making for children with life-limiting and life-

threatening conditions found that parents and healthcare professionals are influenced 

by five types of factors: Information and Knowledge, Child, Parents, Family, and 

Environment. The relative influence of these factors, along with the influence 

physicians and parents have on each other (healthcare professionals exert strong 

influence on parents, while parents have comparatively low impact on healthcare 

professionals), determine which of the three decision-making approaches will be 

employed: shared, parent-guided or physician-driven.  

 

Shared decision-making is characterised by a respectful relationship between parents 

and healthcare professionals. Access to information, knowledge, and aligned 

perspectives on the child’s best interest are prerequisite for effective shared decision-

making to take place. The involvement of a paediatric palliative care team can enhance 

this approach by facilitating communication and providing support to all decision-

makers.  

 

A parent-guided approach reflects parental desire for control; enabling them to 

influence decisions and supporting their autonomy. This approach is dependent on 

parents having access to information and being empowered to make decisions for 

their children. Parents also rely on their previous experiences with similar medical 

situations. 
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The strong influence of healthcare professionals is encompassed in the physician-

driven approach. In this healthcare professionals occupy the central role in decision-

making and influence both parents and outcomes. Medical evidence, the child’s 

condition and healthcare professionals’ perception of what is best for the child 

empowers healthcare professionals to direct and control the decision-making process. 

 

While the shared decision-making approach represents an ideal outcome, its 

application into standard practice remains challenging. Parents often lack awareness 

that they can be equal partners in the medical decision-making and are dependent on 

healthcare professionals inviting and including them. Conversely, healthcare 

professionals often are aware that shared decision-making is desirable but struggle to 

present the available options without influencing parents, even unintentionally, 

particularly when a decision is time constrained.  

 

This study brings evidence that parents in the Czech Republic - a country with a 

traditionally strong paternalist approach to healthcare - want to be actively involved 

in decision-making for their children. The position of parents and healthcare 

professionals in this context remains unequal; parental involvement in decision-

making is largely dependent on healthcare professionals. Moreover, their authority 

and medical expertise further enables them to control the decision-making. Whilst this 

study was focused on the Czech Republic, the findings are likely to be of relevance to 

other countries, especially those with a of paternalistic approaches. 
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The results from this research emphasise that shared decision-making requires 

healthcare providers to recognise and take account of the factors which influence 

parents and their capacity to participate in decision-making. This includes 

acknowledging parental wellbeing, and respecting family needs and values. Enhancing 

facilities so they meet parents’ needs is an important factor in parental wellbeing.  The 

behaviour and communication styles of healthcare professional toward parents were 

identified as key in establishing a trusting relationship, and attention should be paid 

to the development of effective and sensitive communication skills in healthcare 

providers. The paediatric palliative care team is an important facilitator in these 

relationships, and in shared decision-making in general, and involving them in 

decision-making should be actively supported.   
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Appendix 2: Presentation at the EAPC Congress 
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Appendix 3: Search concepts for MEDLINE database 

 

 SPIDER Pearl 

growing 

MeSH Search query  

Concept #1 Parent 

Guardian 

 

Caregiver 

 

Parents 

Mothers 

Fathers 

Parent* OR mother* 

OR father* OR 

guardian OR 

caregiver 

Concept #2 Decision  Decision 

support 

Decision 

making 

decision OR 

decision making OR 

decision support 

Concept #3 Experience Perception 

View 

Feeling 

Attitude 

Belief 

Life experience experience OR view 

OR feeling OR 

perception OR 

attitude OR belief* 

Concept #4 Child Infant 

 

Children 

Paediatric 

child* OR infant OR 

paediatric 

Concept #5 Life-

limiting 

Life-

threatening 

 

Medically 

complex 

 

Disabled 

Severely 

disabled 

Cancer 

Oncology  

Neoplasm 

Tumour 

Intensive care 

Long term care 

Terminal care 

“life-limiting” OR 

“medically complex” 

OR disabled OR 

“severely disabled” 

OR “terminal care” 

OR “long term care” 

OR “intensive care” 

OR cancer* OR 

oncolog* OR tumor* 

OR tumour* 

neoplasm OR 

malignan* 
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Appendix 4: Data extraction sheet and quality assessment 

Code 05_Ber_M 

Author Bergviken, Hanna, Nilsson S. 

Study title Focusing on the hospital stay or everyday life with cancer: 

Parents’ experiences of choosing a central access device for 

their child with cancer 

Year 2019 

Journal Journal of Specialist Pediatric Nursing 

Country of origin Sweden 

INCLUDED  

 

Design of the study 

Methodology Qualitative  

Method of data collection Interviews 

Setting Pediatric cancer center  

Sample (size, population) 17 parents 

• 11 mothers 

• 6 fathers 

Data analysis Inductive qualitative content analysis 

Aim of the study To explore how parents of children with cancer deal 

with making decision about a type of central access 

device. Their mental and emotional process of making 

this decision. 

Context Oncology 

Medical decision Choosing central access device- decision between 

central venous catheter and subcutaneous venous port 

Quality assessment 

(Hawker) 

 

 

Findings 

Experience of parents (direct citations, page) 
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parents felt in the healthcare setting tended to affect their ability to imagine the 

future and prevented them from deciding what was best for their child in the long 

run. Time was a crucial factor in the parents’ struggle to make an informed 

decision. The feeling of urgency precluded them from thinking over every aspect to 

gain an understanding of the whole treatment period that lay ahead of them. (4) 

 

The parents perceived the healthcare professionals’ influence as helpful, but in 

many cases, they felt overwhelmed by what they perceived as the healthcare 

professionals’ personal attitudes. They felt that the decision ultimately taken was 

not really their own (4) 

 

The initial shock surrounding the onset of the disease was highly stressful for the 

parents, and the situation could be perceived as overwhelming 

 

In the initially baffling hospital environment, the parents found it hard to look to the 

future. This, in turn, caused them to make decisions based on hospital conditions 

rather than considering the 

families’ future everyday life. (5) 

 

most of them said that they had no previous experience that could help them in the 

decision‐making process.: 

I don’t think you get it because I, I didn’t get what these 

things were or anything; so, it sort of just went the way it 

went … 

(Mother 8) (5) 

 

Deciding quickly under pressure…. Parents reflected on how they did not have 

enough time to make an informed decision. They talked about how the stressful 

conditions and the sense of urgency had caused them to take decisions based on 

what they believed to be limited information. 

… and what it was all about I couldn’t really grasp. I didn’t 

think about it that much: why it was all that desperately 
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urgent, why it had to be decided so quickly … 

(Father 1) (6) 

 

The parents felt that the healthcare professionals provided biased information and 

that they tried to force them to choose one option over the other… 

The parents explained that, when the healthcare professionals tried to “sell” an 

option to them, they could feel that their choice was being manipulated. The parents 

also thought that they did not receive sufficient information about the advantages 

and disadvantages of each option, and they felt cheated. 

 

Also, the parents felt they had not received the support they wanted from the 

healthcare professionals in cases where their decision was the opposite one to that 

favoured by the healthcare professionals. 

… I know I wept at some point because I felt I couldn’t 

defend my decision or our decision. […] Support! It’s 

important; it’s really hard to need to defend your decision 

when you aren’t all that sure it’s the right one … 

(Mother 11) (6) 

 

The parents in the present study stressed that this chaotic situation affected their 

ability to make decisions…many of them felt that they had not had enough time to 

think things over and that the decision was made in haste. 

… 

The parents in this study said that they experienced anger and bitterness towards the 

healthcare professionals when they felt that they had been coerced or manipulated 

in the decision‐making 

process. They commented that the information they had been given was biased (07) 

 

 

 

Words use to describe the 

experience 

Struggle to make an informed decision 

Feeling of urgency 
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Decision was not their own 

Not having enough time 

Stressful 

Overwhelming 

hard to look to the future 

no previous experience 

feeling forced by HCP 

being manipulated  

cheated 

lack of support if having different opinion then HCP 

not being sure what is a right decision 

chaos 

anger and bitterness 

biased information 

Type of medical decision 

parents experienced 

Medical device 

 

Implication for the 

systematic review 

Parents are making difficult decision in limited 

amount of time. They are under lot of stress, don’t 

have enough information to make the decision or they 

are given biased information. They are not sure, 

which decision is the right one, and have difficulty to 

foresee the future.  

They are deciding around the time of diagnosis being 

made. They have no previous experience to rely on.  

They experience lack of support from HCP, feeling of 

being manipulated into decisions by HCP. 
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Inclusion/exclusion criteria 

Inclusion criteria  Exclusion criteria  

Parents/legal guardians including 

bereaved parents of children 

between the age of 0 and 19 years 

old diagnosed with life-limiting 

condition 

x Studies including parents/legal 

guardians of children with life-limiting 

condition older than 19 years at the 

time of the study. 

 

Studies including parents/legal 

guardians of children with life-limiting 

condition older than 19 years at the 

time of the study. 

 

Studies focused on parental decisions 

made before the birth of a child who 

was diagnosed with life-limiting 

condition prior to the birth. 

 

 

Studies reporting on the experience of 

parents of prematurely born babies and 

of parents with newborn babies > 28 

days old. 

 

Reports primary experience of 

parents/legal guardians involved 

in decision-making process about 

the care of child 

x Studies which do not report on the 

parental experience from their own 

perspective and the accounts of parental 

experience were obtained from other 

participants involved in the decision-

making process (such us doctors, 

nurses). 

 

Studies reporting on experience 

with decision-making about 

health care 

x Studies reporting on experience with 

other phenomenon than decision-

making in health care. This includes 

care experience, experience of siblings, 

experience with providing care at 

home, care transition, decision 
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regarding fertility options for cancer 

patients, organ donation 

English or Czech language x   

Published in peer-reviewed 

journal 

x   

Reports primary findings of 

qualitative, quantitative, or mixed 

methods research 

x Commentaries, editorials, opinion 

papers, secondary data analysis, review 

articles, conference abstracts, case 

studies with including just one case 

 

Published between 2000 and 

2020 

x Studies published before 2000  

Included x Excluded  

 

Quality assessment form (Hawker, 2002) 

 

 Good 

(4) 

Fair 

(3) 

Poor 

(2) 

Very 

Poor 

(1) 

Comment 

1. Abstract and title x     

2. Introduction and aims   x   

3. Method and data  x    

4. Sampling x     

5. Data analysis  x    

6. Ethics and bias x     

7. Findings/results x     

8. 

Transferability/generalizability 

x     

9. Implications and usefulness  x    

      

Total 31     
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Appendix 5: Themes, subthemes and codes for literature review 

Theme Subthemes Codes 

Temporal aspects 

affecting the 

experience with 

decision-making 

Lack of time while making the 

decision 

Difficulty to foresee the future 

Lack of time 

Difficult to plan for the future 

Losing control of the 

situation 

 

Not having real choice 

Being forced into the decision 

Difficulty grasping the reality 

Being forced into decision 

Difficulty to grasp reality 

Feeling not making the 

decision by themselves 

Being judged 

Conflict with doctors 

Information overload 

Not respecting parents 

Not having real choice 

 

Transferring the power 

to decide to the 

doctors 

 

Reluctance to make decision  

Transferring the responsibility to 

doctors 

Relying on the doctor’s 

expertise 

Lack of confidence and medical 

expertise 

Don’t want to make the 

decision 

Lack of confidence 

No medical expertise 

Previous experience 

Transferring the 

responsibility to HCP 

Doctor’s expertise 
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To be a “good” parent 

and protect the child 

 

Child in the centre-what is best 

for the child 

Advocacy for the child 

Trying everything possible 

Taking responsibility for the 

decision 

Advocacy 

Including the child 

Keeping hope 

Keeping all options open 

What is best for the child 

Making the right decision 

Trying all options of 

treatment 

Outcome of the child 

Quality of life 

Keeping ole of a parents 

Abandoning the child 

Protecting the child 

Asking second opinion  

Trying all options of 

treatment 

Making difficult decisions 

 

The emotional state of 

parents  

 

Overall experience 

Range of emotions 

Guilt 

Feelings after 

Being exhausted 

Difficult decision 

Frustration 

Guilt feeling 

Regret about the decision 

Emotions after 

Having doubts 

Overwhelming 

Conflicts 

Anger 

Information overload 
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Sources of support to 

alleviate the parental 

experience  

 

Behaviour of doctors 

Including parents in decision-

making 

Having enough information 

Being supported by loved ones 

Faith 

Faith and praying 

Having enough information 

Cooperation with parents 

Lack of support 

Respecting/not respecting 

parents 

Support from doctors 

Trust 

Specialist work as team 

Support from family 

Enough information 

Respecting parents’ choices 

even if different 

Communication 

Telling truth 

 

 

 

 

 

 

 

 

 

 

 

 



304 

 

 

Appendix 6: Cover letter for parents 

Dear (name of the parent), 
on behalf of the Child support and palliative care team of the Motol University Hospital 
we would like to invite you to take part in a study undertaken at the hospital. The main 
purpose of this study is to explore how parents of children with life-limiting illness and 
health-care professionals make decision about future medical care. We would like to 
find out, how these decisions are made, what is your experience of making such 
decisions and how are the decisions changed over time.  
The findings of the study will help to get a better understanding of how decisions about 
care are made and how to provide a better support for the parents who are making 
such decisions.  
 
This study project is a part of a doctoral thesis of Mgr. Kristýny Polákové conducted as 
a part of PhD studies of palliative care at Lancaster University, Great Britain and is 
supported by the head doctor of the team MUDr. Lucií Hrdličkovou.  
 
The study will be conducted in several ways. We will ask you to participate in a 
interview with the researcher. The interview is expected to last around 60 minutes and 
can be done in person or on-line. The interview can be done repeatedly during the 
research project. The interview will focus on your child and your experience with 
making decision for your child. We will also ask you to keep a written or recorded diary 
about your feelings and experience you would have during the consultation about the 
care for your child. Additionally, the researcher (Mgr. Kristýna Poláková) can be 
present  during the consultations with your clinician which will be focused on future 
care planning for your child. You do not have to participate in all activities stated above 
except of the interview, which is necessary.  
All information you will tell us during the interview will be anonymised and treated 
confidentially.  
You can withdraw your consent at any time.  
 
Your decision whether to participate in the study or now will not affect the care your 
child is getting at any way. 
If you would consider to take a part in this proposed study please replay “ I agree” at 
the following e-mail: k.polakova@paliativnicentrum.cz. Within few days you will be 
contacted by the researcher Mgr. Kristýna Poláková who will give you more 
information about the study and will answer any of your question. By this replay, you 
are not giving your consent to participate in the study. 
If you don not agree to participate in the study and wish not to ne conctacted regarding 
this matter any further please reply “I do not agree” at the above e-mail address.  
 
We are looking forward for your replay, 
With kind regards, 

mailto:k.polakova@paliativnicentrum.cz
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Appendix 7: Information about the study and informed consent  
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309 

 

 

Appendix 8: Cover letter for healthcare professionals 

Dear Doctor, 

I am writing to you to ask for your cooperation in connection with a research project 

that is being conducted at Motol University Hospital and deals with shared decision-

making about care for children with life-limiting illness from the perspective of their 

parents and healthcare providers. The project has been approved by the Deputy 

Minister for LPP, Dr. Martin Holcát, and the Ethics Committee of Motol University 

Hospital and is carried out in cooperation with Dr. Lucie Hrdličková.  

 

The research project is a part of my dissertation work carried out as a part of 

postgraduate studies in palliative care at Lancaster University in the UK. At the same 

time, I am also working as a researcher at the Palliative Care Centre and collaborating 

with the Paediatric Supportive Care Team at Motol University Hospital. 

 

The main aim of the project is to find out how parents are involved in decisions 

about further treatment and care for their sick child, together with the medical staff 

involved in their child's care. The results of the study should lead to a better 

understanding of how decisions about care occur and how this process is perceived 

by both parties involved. 

The research is designed as a qualitative multiple case study. The main form of data 

collection is an interview focusing on the experience of making care decisions for a 

particular child. 

 

Therefore, I would like to ask you for an interview that would focus on care decision 

making for your patient xxx. The length of the interview is approximately 30 to 45 

minutes. All data collected during the study is considered confidential and will be 

anonymized. The interview may be conducted in person, by telephone, or online. 

 

Attached please find further information on the project and informed consent. 

If you have any questions I will be happy to answer them. 

Thank you for considering my request,  

Have a nice day, Best regards 
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Appendix 9: Interview topic guides 

Interview topic guide for parents 

Introduction 

• Consent with 
interview 

• Consent with 
recording 

• Introduction of the 
research focus 

 

Opening of the interview 

 

 

I'd love to talk to you about your experience 

making medical decisions for your/your 

..........son/daughter....... Can you start by 

telling me about your experience with 

your/your... son/daughter...? 

 

Decision-making 

 

Identifying the type of 

decision relevant for the 

study 

 

 

 

 

 

 

 

 

 

 

 

 

 

Feelings about decision 

 

Can you tell me what kind of decisions about 

medical care did you have to make for 

……..(child)……….? 

 

Did you consider some of those decisions more 

important the others?  

• Can we now talk about this decision?  
 

OR 

Can you think of a time when you participated 

in decision making about the medical care for 

……(child)……..? 

• What was the decision about? 
 

IF NOT recalling any decisions ask about the 

decisions listed above. 

 

Can you tell me how did you feel while making 

the decisions? 

 

Prompts: 
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Process of decision-making 

 

 

 

 

 

 

 

 

 

Reflection of the decision-

making process 

 

 

 

 

 

 

 

 

• Mental state while making the decision 
(anxiety, stress, fear, depression, 
frustration, overwhelmed) 

• Being able to make the decision 
(confidence, medical knowledge) 

• Acting as parents while making the 
decision (protecting the child, best-
interest, advocating for the child) 

• Worries and fears regarding the 
decision 

• Being under pressure (HCP, time, 
circumstances) 

 

How did you come to the decision? 

 

What helped or hindered your decision-

making? 

 

Prompts: 

• Support (partner, family, friends, HCP, 
religion) 

• Talking about the decision with 
someone else. 

• Information (enough, lack, difficulty to 
understand) 

• Time (enough, lack, rushed into) 

• Approach of healthcare professional 
towards them (respect, listening or 
not)  

• Other aspects affecting the decision-
making  

• Who made the final decision  

• Role of the parent during the process 
 

 

Can you tell me, in retrospect, what your 

feelings are about your decision-making 

experience? 
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Prompts 

• Helpful aspects  

• Unhelpful aspect 

• Level of involvement in the process 
(less, more and how) 

 

 

Other decision (if 

appropriate) 

 

(Different experience) 

Can you remember a situation when you 

experienced the decision-making process in 

different way than we just talked about?  

 

Were all your experiences like this one or can 

you think of a time when it was different? 

 

Can we talk about this decision?   

 

Closure 

 

Summarise 

 

Signalise ending of the 

interview 

Thanks for participation 

 

Would you like to add something else about 

your experience with making decision for 

………….(child)…….? 

 

Is there anything else you’d like to add? 
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Interview topic guide for healthcare professionals 

Introduction 

• Consent with 
interview 

• Consent with 
recording 

• Introduction of the 
research focus 

 

 

To get information about the 

child and its family. 

 

I am interested in your experience of decision 

making about the medical care for ………..(your 

patient)……….. 

 

Prompts: 

 

• Can you tell me about your patient? 

• Can you tell me about the medical history 
of this patient? 

• What is the child’s diagnose? 

• How long is the child in your care? 

Decision-making 

 

Identifying the type of 

decision relevant for the 

study 

 

 

 

 

 

 

 

 

 

 

Process of decision-making 

 

 

 

Can you recall the process of making healthcare 

decisions for your patient? 

 

Can you recall a situation where you had to make 

an important decision about medical care? 

 

Prompts: 

• Can you recall any decisions you made? 

• Do you remember any decisions 
particularly well? 

• On what basis did you make the decision? 
(What factors?) 

• Who was involved in the decision? 

• Do you think your parents may have been 
involved in the decision? 

• Do you think they had enough 
information? 

 

Can you tell me how you arrived at the final 

decision? 

What helped or made the decision difficult for 

you? 
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Reflection of the decision-

making process 

 

 

 

 

Prompts: 

• Colleagues 

• Parents 

• Difficulty of the process 

• Time (enough, little, pressure) 
 

Can you tell me your feelings about your decision-

making experience in retrospect? 

Prompts: 

• What was your role in the decision-making 
process? 

• Do you think parents were equally 
involved in the process? 

• How did you feel during the decision-
making process? 

• How do you perceive the situation in 
retrospect? 

• Would you have done anything 
differently?  

Other decision (if 

appropriate) 

 

(Different experience) 

Were all your experiences of decision-making the 

same? 

 

Can you think of a situation where you had a 

different experience? 

 

Can we talk about that decision? 

 

Closure 

 

Summarise 

 

 

Signalise ending of the 

interview 

Thanks for participation 

Is there anything else you would like to add 

regarding your experience with care decisions for 

your patient............? 
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Appendix 10: Examples of analysis in Atlas.ti 23 

10.1. Structural narrative 
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10.2. Medical records -documentary data
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Appendix 11: Number and type of the extracted stories 
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Appendix 12: Types of decisions in each case 
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Appendix 13: Mind map 
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Appendix 14: Ethics approval FHMREC 
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Appendix 15: Ethics approval from the hospital 
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Appendix 16: Distress protocol 

 (Modified from Draucker, Martsolf, & Poole, 2009; Haigh, C. & Witham, 2015) 

Indication of 

distress during 

interview 

• Participant indicates they are experience a high level 
of stress or emotional distress 
OR 

• Exhibit behaviours suggestive that the interview is too 
stressful such as uncontrolled crying, incoherent 
speech, shaking etc. 

 

Response 1 • Stop the interview. 

• Offer support and allow the participant time to 
regroup 

• Assess mental status:  
        Tell me what are your thoughts? 
        Tell me what are you feeling right now? 
         Do you feel you are able to go on about your day? 
        Do you feel safe? 

Action • If a participant’s distress reflect an emotional response 
reflective of what would be expected in an interview 
about a sensitive topic, offer support and extend the 
opportunity to stop the interview, regroup and reflect 

• If participant feels able to carry on- resume interview 

• If participant is unable to carry on- Go to response 2 

 

Response 2 • Discontinue the interview 

• With participant consent contact the mental health 
care professional from the healthcare team to provide 
support 

• Encourage the participant to contact their mental 
healthcare provider if they have one  

• Contact the healthcare team for further advice 

 

Follow up • Follow participant up with courtesy call (participant 
consent needed) 

• Encourage the participant to call if experiencing 
distress preserves 
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Appendix 17: Overview of the strategies the enhance study rigour 

Validation of data Case study tactics Approach used in this PhD study 

Internal validity (credibility) 

Refers to the congruency of 

the finding with the studied 

reality and if the findings 

capture the reality (Merriam, 

1998). 

 

Triangulation of data- 

use of multiple sources of data, methods or 

investigators to confirm the findings (Merriam, 1998). 

Comparing and cross-checking collected data 

(Merriam & Tisdell, 2016). 

Multiple sources were used to collect data, 

including interviews and medical records.  

 

Peer examination-  

cooperation with other researchers during data 

analysis (Merriam, 1998).  

During the data analysis, the emerging findings 

were repeatedly discussed with the 

supervisors. 

Adequate engagement in data collection- 

getting close to the participants’ understanding of 

the studied  phenomenon. Collecting enough data to 

reach saturation and ensuring variation in the 

studied cases (Merriam & Tisdell, 2016). 

The data collection was stopped when data 

saturation was reached. The study consists of 

10 cases. 

A certain level of variation was sought during 

the recruitment process.  

Disclosure of researcher bias and reflexivity- 

clarifying the researcher’s assumptions, 

expectations, worldview and theoretical orientation  

(Merriam, 1998). 

 

My previous experience with the studied 

phenomenon was presented at the start of the 

research. 

During the whole research process, I kept a 

reflexive diary and had discussions with my 

supervisors to address any raised issues. 
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Validation of data Case study tactics Approach used in this PhD study 

Reliability 

(dependability/consistency) 

Addresses the extent to which 

the research can be replicated 

while obtaining the same 

findings. The results are 

consistent with the data 

collected (Merriam, 1998). 

Audit trail- 

describing how the study was conducted, how data 

were collected, and how it was analysed. An audit 

trail is kept via research journals and memos, which 

record personal reflections and decisions made 

throughout the process (Merriam & Tisdell, 2016). 

The data collection and analysis processes 

were recorded.  

Field notes and memos were kept during the 

data collection.  

Data analysis was done in the software Atlas.ti 

23 which enables to backtrack the process.   

Explanation of the investigator’s position- 

explaining their assumptions and positions, including 

the social context of the collected data (Merriam, 

1998). 

Explaining my position and experience as 

described above. 

 

Transferability 

(external validity) 

Relates to how the study 

findings can be transferred 

and applied to other 

situations. 

Rich, thick description of collected data- 

presenting a detailed description of the study setting 

and participants. Presentation of the study findings 

with evidence in the form of quotes from participant 

interviews, field notes, and documents (Merriam & 

Tisdell, 2016). 

Providing a thick description of the findings for 

the reader. 

Using direct quotes from the interviews to 

illustrate findings. 

Providing a description of the study setting and 

of the socio-cultural context.  

Providing a detailed description of the cases. 

Maximum variation – 

using several sites, cases and situations to maximise 

diversity (Merriam & Tisdell, 2016). 

Using multiple-case design to maximise the 

diversity of the studied phenomenon. 

Using purposeful sampling to achieve variation 

in the cases. 
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