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ABSTRACT 

 
 

Background 

There is increasing momentum in psycho-oncological research and healthcare 

practice, toward supporting cancer patients’ young, minor children who are 

vulnerable to psychosocial and behavioural issues including somatic complaints, 

separation anxiety, distress, and worry, alongside potential long-term problems such 

as self-injury and post-traumatic stress symptoms. Yet, parents are unsure how to 

support children’s coping and adjustment to their diagnosis, health professionals are 

reluctant to intervene, and there are limited interventions available to support 

children. Studies indicate factors such as family functioning, age and developmental 

stage, and parent-child communication may influence how children are affected by 

the diagnosis. However, there remains a paucity of literature regarding the impact of 

parental cancer on children and, as such, no consensus about the underlying 

mechanisms involved which determine how children are affected. Therefore, an in-

depth exploration of how children are affected by their parent’s diagnosis, including 

the underlying mechanisms which influence how children are affected, was 

warranted.  

 

Aims 

The overall aim of this study was to explore how children are affected by 

their parents’ cancer diagnosis. Based on the findings from a systematic review 

which formed the preliminary stages of this study, a further objective of this study 

was to develop an explanatory model conceptualising the underlying mechanisms 

involved, which govern how children are affected by their parents’ cancer diagnosis. 

The model was based on the comprehensive exploration of key informants’ 

perspectives and was guided by relevant theoretical frameworks of symbolic 

interactionism and ecological systems theory. The specific aims for the systematic 

review and qualitative interviews with key informants were as follows: 
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Systematic review  

The overall aim of the first study was to conduct a systematic review of the 

literature to identify and review the current interventions available for cancer 

patients’ children and determine their effectiveness among children. 

 

Qualitative interviews with key informants 

The overall aim of this study was to explore how children are affected by 

their parents’ cancer diagnosis, from the perspectives of children, parents, and health 

professionals and develop an explanatory model conceptualising the underlying 

mechanisms involved which influence how children are affected by their parents’ 

cancer diagnosis. 

 

Method 

An integrated theoretical approach combining symbolic interactionism and 

ecological systems theory underpinned the present study. This approach considers 

the social interactions that influence children when their parent is diagnosed with 

cancer and the complex social forces which these relationships are embedded within. 

The overarching study comprising this thesis consisted of four studies. The initial 

study involved (1) a systematic review of the current interventions available for 

cancer patients’ children. The findings of this review then informed the direction of 

the proceeding study, which developed a model conceptualising how children are 

affected by their parents’ diagnosis. This was achieved by the three subsequent 

studies exploring (2) oncology health professionals’ perspectives regarding how 

children are affected by their parents’ cancer diagnosis, (3) parents (including 

patients and partners of patients) perspectives regarding how their ability to support 

their children is affected when a parent is diagnosed with cancer, and (4) children’s 

perspectives regarding how they are affected by their parents’ cancer diagnosis.  

 

Study 1: Systematic review. The systematic review investigated the available 

interventions for patients’ children. This was conducted using a broad search strategy 

to identify relevant references meeting the initial inclusion criteria proposed. Search 

words and strings included (children, youth, offspring) AND (parental cancer, breast 

cancer) AND (psychosocial, wellbeing, intervention). Mesh terms included: child of 
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impaired parents, neoplasms, prostate cancer, and palliative care. Seven databases 

and grey literature were systematically searched. This review was informed by the 

Preferred Reporting Items for Systematic Reviews and Meta-analyses (PRISMA) 

guidelines and Cochrane guidelines. Studies were appraised using a quality appraisal 

tool by Keim-Malpass and colleagues. 

 

Studies 2, 3, and 4: Qualitative interviews with key informants. The three 

qualitative studies which explored key informants’ perspectives of the effect a 

parent’s cancer diagnosis has on their children were conducted using methods of 

constructivist grounded theory embedded within a social constructionist framework. 

A total of 38 participants, which included 15 oncology health professionals, 11 

parents (including patients and partners of patients), and 12 children (5 to 17 years), 

were recruited using theoretical sampling methods. Recruitment primarily occurred 

through a Comprehensive Cancer Centre at a metropolitan tertiary teaching hospital. 

Children were recruited through participating parents. Semi-structured, in-depth 

interviews were conducted with key informants. Child interviews were assisted by a 

novel approach derived from play and art based developmental literature. Methods of 

constant comparison were used to analyse transcribed interviews. 

 

Findings 

Study 1: Systematic review. This review identified and analysed eight studies 

evaluating six psychosocial interventions designed to support cancer patients’ 

children. The quality of interventions and evaluation studies were generally low and 

methodologically poor. Consequently, there were a limited number of significant 

results reported for children’s self-reported outcomes. Post-Traumatic Stress 

Disorder symptoms, emotional regulation, and depression appear most amenable to 

current interventions, however, results were difficult to interpret due to poor study 

quality. Overall, current interventions were not effective among patients’ children, 

highlighting the need for a theoretical model conceptualising how children are 

affected by their parents’ cancer diagnosis.  

 

Study 2: Health professionals. According to health professionals, when a 

parent is diagnosed with cancer, there were barriers in the (i) clinical healthcare 

system, and (ii) family’s psychosocial context which made it difficult for health 
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professionals to identify patients’ children and provide support, including referring 

them on to appropriate clinical or community services. Consequently, children were 

invisible to health professionals and, as such, did not receive timely support to help 

them cope with and adjust to, their parents’ diagnosis. 

 

Study 3: Parents. According to parents (including patients and partners of 

patients) there were practical factors associated with the cancer diagnosis centred 

around (i) adjusting to the cancer diagnosis, (ii) keeping life going, (iii) supporting 

the patient’s physical and cognitive changes, and (iv) balancing parenting workloads 

and identities. The presence of these burdensome aspects of a cancer diagnosis and 

treatment meant parents were physically and mentally overwhelmed and 

consequently children’s needs were often left unattended.  

 

Study 4: Children. According to children, they were constantly (i) worried 

and distressed when their parent was diagnosed with cancer and there were barriers 

that exacerbated these feelings. These barriers focused on (ii) comprehending their 

parents’ cancer diagnosis, (iii) being disconnected from their supports, and (iv) 

needing someone to talk to.  

 

Conclusion  

Findings from the systematic review indicate current interventions are not 

effective among patients’ children, due to poor study quality, including the absence 

of a relevant theory or model to guide intervention research. As such, the 

recommendations from this review included the development of an explanatory 

model conceptualising how children are affected by their parents’ diagnosis. 

Subsequently, the proceeding qualitative study following this review used methods 

of grounded theory to explore key informants’ perspectives regarding how children 

are affected by their parents’ cancer diagnosis, to develop a model. Findings from 

interviews with health professionals, parents/patients, and children informed the 

development of the Alexander’s Children’s Cancer Communication (ACCC) model 

for children with a parent with cancer. This model describes the underlying 

mechanisms involved that contribute to patients’ children being ‘not seen and not 

heard’ when their parent is diagnosed with cancer. Central to this model is the 

breakdown of fundamental interactions and communication processes between 
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children and parents, and children and health professionals. Consequent of this, 

children were left to cope with their parents’ diagnosis alone, and this exacerbated 

their worry and distress. This study addresses the observed paucity of research in 

current parental cancer literature by providing an in-depth insight regarding 

children’s experiences when a parent is diagnosed with cancer, including how they 

are affected by the diagnosis and treatment. The ACCC model proposed can be used 

to inform future intervention development and evaluation thus improving the study 

quality and rigor of intervention research. Findings from this study have also been 

used to propose a series of recommendations to inform future clinical practice and 

healthcare research, which may be used to promote holistic psycho-oncological care 

for cancer patients and ensure their children are not left alone to cope with their 

parents’ diagnosis. 
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OVERVIEW OF THESIS 

 
  

Chapter 1: Literature Review 

 

Chapter One provides a general overview of the parental cancer literature. 

How families, parents, and children are affected by a parent’s cancer diagnosis is 

discussed, and the context of clinical care and interventions that are available to 

support patients’ children, are reviewed. As such, gaps within the research literature 

and clinical settings are identified, providing direction for future research studies. 

Informed by this review of the literature, this chapter concludes with the proposal for 

the need to conduct a systematic review of the current interventions available for 

cancer patients’ children and their effectiveness, additional to the research aims, 

objectives, and questions. 

 

Chapter 2: Study 1 

 

Chapter Two consists of a published systematic review of the current 

empirically evaluated interventions available to support cancer patients’ children and 

investigates the effectiveness of these interventions. The findings of this review 

highlight the lack of methodological rigor and ineffectiveness evidenced across 

interventions, which are then used to inform the direction of the overarching 

qualitative research study comprising this thesis. A rationale for adopting a grounded 

theory approach to explore how children are affected by their parents’ cancer 

diagnosis from the perspectives of health professionals, parents, and children, is 

presented. The overall research aims, objectives, and questions are also presented. 

This chapter concludes by reporting the research significance of this study.  
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Chapter 3: Methodology 

 

Chapter Three presents the methodological approach which underlies this 

study. The epistemological position of this study is outlined, followed by the 

theoretical framework which provides a research lens for exploring how children are 

affected by their parents’ cancer diagnosis. Following this, a detailed account of 

constructivist grounded theory is discussed as the research methodology driving this 

study. A discussion of the methods and procedures used in this study are provided, 

which are again reported on in chapters 4, 5, and 6. These chapters consist of the 

individual studies comprising the overarching qualitative research study of this 

thesis. This chapter concludes with a personal reflexive piece by the researcher. 

 

Chapter 4: Study 2 

 

Chapter Four presents the published findings from study 2, which involved 

qualitative interviews with oncology health professionals exploring their perceptions 

of how patients’ children are affected by their parents’ cancer diagnosis. This study 

highlights the clinical and psychosocial barriers which contribute to patients’ 

children being invisible to health professionals, consequently rendering children 

undetected and unsupported during their parent’s cancer diagnosis. Directions for 

future research and clinical practice are also presented. 

 

Chapter 5: Study 3 

 

Chapter Five presents the findings from study 3, which involved qualitative 

interviews with parents (including patients and partners of patients) exploring how 

parents’ ability to support their children is affected when a parent is diagnosed with 

cancer. This chapter reports on parents’ sense of being overwhelmed by the practical 

and more burdensome challenges associated with the cancer diagnosis and how this 

contributes to them being unable to tend to children’s needs. Directions for future 

research and clinical implications are also presented. 
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Chapter 6: Study 4 

 

Chapter Six presents the findings from study 4, which used qualitative 

interviews assisted by a novel interviewing approach based on play and arts 

techniques, to explore children’s perspectives of how they are affected by their 

parents’ cancer diagnosis. The findings from this study emphasise children’s worries 

and distress when a parent is diagnosed with cancer and their perceptions of being 

alone and disconnected from their social supports. Directions for future research and 

clinical implications are also presented. 

 

Chapter 7: Discussion 

 

Chapter Seven presents the discussion of this thesis by describing the 

underlying mechanisms involved when a parent is diagnosed with cancer, from the 

perspectives of health professionals, parents (including patients and partners of 

patients), and children. How these mechanisms contribute to the overarching theme, 

children are ‘not seen and not heard’, are discussed through the lens of the 

theoretical framework which underpins this study. An explanative model is 

proposed, which provides a conceptual understanding of the effect a parent’s cancer 

diagnosis has on their children. The research implications for these findings, 

including the model, are discussed and clinical recommendations are provided.   
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CHAPTER 1 Introduction 

 
 

 

Chapter Overview 

 

This chapter introduces the thesis topic by providing an overview of the 

parental cancer literature and sets the scene for subsequent chapters. A detailed 

discussion of the current context that encapsulates the experiences of patients’ 

children when a parent is diagnosed with cancer is provided, by detailing how 

families, parents, and children are affected by the diagnosis and subsequent 

treatments. Factors pertaining to family functioning, developmental considerations, 

and communication are also discussed, referent to how these contribute to children’s 

ability to cope with and adjust to their parents’ diagnosis. Clinical aspects focusing 

on healthcare professionals’ provision of support for patients’ children, in addition to 

the current interventions available to support children, are outlined. This chapter 

concludes with a rationale for the next steps in this study, a systematic review of the 

current interventions available for cancer patients’ children, and the research aims, 

objectives, and questions posed to achieve this.  

 

Prevalence  

Children’s experiences living with parental cancer is a growing area of 

research interest and clinical concern, however, there remains limited population data 

regarding the prevalence and characteristics of these children. Globally, the number 

of children living with a parent with a cancer diagnosis remains undetermined, 

though reports in the United States indicate approximately 2.85 million children aged 

18 years and below were living with a parent with cancer in 2010 (Weaver et al., 

2010). There are currently no Australian estimates available, though, a longitudinal 

study conducted in Western Australia (WA) reported 25, 901 (approximately 24%) 

children aged 0 to 11 years experienced a parent’s cancer diagnosis between 1982 
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and 2015 (Martini et al., 2018). Furthermore, increasing five-year survival rates 

reported among Australian cancer patients aged 25 to 49 years (Australian Institute 

of Health and Welfare [AIHW], 2019), means patients and their families are living 

for longer with the impact of a cancer diagnosis (Werner-lin & Biank, 2009). These 

are considered child-rearing years, therefore, many of these patients will be 

challenged through supporting dependent children while also coping with their 

diagnosis (Syse et al., 2012; Weaver et al., 2010).  

 

Families 

Supporting the psychosocial needs of cancer patients involves considering 

their entire family, including children, because they too are impacted physically, 

psychologically, and emotionally by the ongoing demands of diagnosis and treatment 

(Faccio et al., 2018; Hauskov Graungaard, 2019; Walczak, 2018). Families with a 

parent who has been diagnosed with cancer face a unique set of challenges as they 

are likely to experience significant disruption to family dynamics and systems 

(Buchbinder et al., 2009; Semple & McCaughan, 2013; Visser et al., 2004). They 

may experience conflict regarding role changes, restrictions to daily life and 

activities, strains in marital and family relationships, and difficulties maintaining 

adequate social supports (Buchbinder, 2009; Helseth & Ulfsaet, 2003; Kim et al., 

2006; Northouse et al., 2007). Other factors such as financial burden and the physical 

and emotional impact of treatment on the ill parent further exacerbate an already 

distressing and difficult time (Greening, 1992; Manne et al., 2007). These factors 

take a significant toll on parents, with one study indicating that increased illness 

demands were associated with poorer mental health among parents, which led to the 

deterioration of marriage quality and negative coping behaviours within the family 

(Lewis et al., 1993). Therefore, while parents endeavour to maintain normalcy, 

disruption is unavoidable and the family system is typically strained.  

 

Parents 

Parents are challenged to support their children’s coping and adjustment and 

are concerned for their psychosocial wellbeing and development (Muriel et al., 

2012). They are typically overwhelmed by aspects of the diagnosis, including 

reconciling their new roles as a patient or caregiver while simultaneously 
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endeavouring to support children’s needs (Semple & McCance, 2010; Thatsum et al., 

2006). Prior research indicates parents who report higher levels of parenting concern 

are likely to experience greater psychological distress (Muriel et al., 2012), with the 

challenge of negotiating dual roles of caring for patients and children leading to more 

caregiving strain and greater emotional suffering compared to those without 

dependent children (Kim et al., 2006). Yet, children’s health and functioning are 

closely tied to parents’ wellbeing (Visser et al., 2004; Osborn, 2007), and tensions 

among conflicting demands means children’s wellbeing is also likely to suffer 

alongside parents (Park et al., 2016; Rauch & Muriel, 2004). Parents are often 

distressed by the demands of the diagnosis including the taxation of the patient’s 

symptoms or side effects of treatment, which renders them physically and 

emotionally unavailable to support children (Moore et al., 2015; Rauch & Muriel, 

2004) and they are typically offered little help with these pressures. Consequently, 

children may be left alone to cope with their parents’ cancer diagnosis and family 

changes, while attempting to remain on track developmentally (Huizinga et al., 2011; 

Semple & McCance, 2010; Turner et al., 2007).  

 

Children 

Cancer patients’ minor (up to 18 years) children are confronted with a 

multitude of challenges across their parents’ diagnosis and treatment. This can cause 

significant psychosocial distress for children (Gazendam-Donforio et al., 2009; 

Helseth & Ulfsaet, 2003; Kennedy & Llyod-Williams, 2009a; Patterson et al., 2016; 

Visser et al., 2004), particularly if parents are physically and emotionally unavailable 

to support them with their coping and adjustment to these challenges (Forrest et al., 

2006). Consequently, their overall adjustment and emotional wellbeing is affected 

and they are vulnerable to developing various maladaptive psychosocial, emotional, 

and behavioural problems including somatic complaints, separation anxiety, distress, 

confusion, rumination, worry and intrusive thoughts (Morris et al., 2018; Walczak et 

al., 2018). While these outcomes are typically not experienced at a clinical level and 

are likely to dissipate over time, there is evidence indicating that some children 

remain vulnerable to long-term problems, including self-injury and post-traumatic 

stress symptoms (Bylund-Grenko et al., 2015; Lundberg et al., 2020; Stoppelbeing et 

al., 2006). In contrast, a small number of studies report the potential for positive 

outcomes among children, such as post-traumatic growth, strengthening of 
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relationships, and resilience building (Greening, 1992; Helseth & Ulfsaet, 2003, 

2005; Kennedy & Llyod-Williams, 2009a; Schmitt et al., 2008), while other studies 

report null or mixed findings (Jantzer et al., 2013; Lindqvist et al., 2007; Vannatta et 

al., 2008; Visser et al., 2007; Kuhne et al., 2012). As such, due to these conflicting 

findings, how children are affected by their parents’ cancer diagnosis is unclear in 

the literature.  

 

Existing research and methodological quality  

Currently, the parental cancer literature remains limited and reported findings 

across studies are ambiguous and inconsistent (Faulkner & Davey, 2002; Visser et 

al., 2004), despite increasing concern and research interest for supporting patients’ 

children (Faccio et al., 2018; Morris et al., 2019). Furthermore, the methodological 

quality observed across studies is generally poor, with issues including small sample 

sizes, no comparison groups, sampling bias, broad age ranges, and reliance on parent 

or teacher reports rather than children’s self-reports (Faulkner & Davey, 2002; 

Huizinga et al., 2011; Su & Ryan-Wenger, 2007; Visser et al., 2004; Walczack et al., 

2018). Though it is clear children’s developmental outcomes are vulnerable to the 

impact of parental cancer, the specific psychosocial factors that are affected remain 

uncertain (Walczak et al., 2018). The most commonly assessed areas are those 

pertaining to psychological functioning, however, characterisation of this outcome 

(e.g., internalising and externalising symptoms, depression, anxiety etc.) varies 

considerably across studies making it difficult to interpret results (see review by 

Walczak et al., 2018). As such, consensus regarding how children are affected by 

their parents’ cancer diagnosis and the mechanisms underlying children’s potential 

outcomes, including their coping and adjustment, is yet to be determined. Factors 

related to family functioning appear to have the most predictive and supportive value 

regarding children’s coping, however, results pertaining to other factors such as age, 

gender, and illness characteristics are less consistent (Walczak et al., 2018).  

 

Family functioning  

Children are embedded within their family system and rely on parents to 

address their physical, emotional, and psychological needs (Malin et al., 2016; Visser 

et al., 2006). However, a parent’s cancer diagnosis brings significant disruption to 
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family functioning which impacts children’s coping and adjustment (Babore et al., 

2019; McDonald et al., 2016; Muriel et al., 2012; Visser et al., 2006). Evidence 

indicates poorer family functioning and related factors such as the wellbeing of 

family members, the family’s coping style, and parent-child attachment style and 

relationship, are predictive of children’s psychosocial outcomes (McDonald et al., 

2016; Walczak et al., 2018; Lewis et al., 1993; Vannatta et al., 2010). Other factors 

such as parents’ marital functioning, the family structure (e.g., single or dual 

parents), and family communication style also influence children’s coping (Visser et 

al., 2006). Families of out-patients are particularly challenged to support children, as 

both children and parents are unable to escape the burden of the disease, including 

ongoing exposure to treatment side effects which can prove distressing and 

confronting for them (Christ et al., 1993; Zahlis, 2001). Family support and time out 

from the cancer daignosis are key needs reported by children, particularly those 

bereaved by parental cancer (Maynard et al., 2013; Patterson et al., 2016). Higher 

levels of unmet needs among children are likely to lead to their increased distress 

(Patterson et al., 2017; McDonald et al., 2016), yet meeting these needs is 

challenging for families who are struggling to cope. Moreover, children’s needs vary 

with age and for families with multiple children it is difficult to support the needs of 

their children who are at various developmental stages. 

 

Developmental considerations 

Children typically lack the emotional and cognitive maturity to understand 

their parents’ cancer diagnosis, and this often leads them to harbouring erroneous and 

maladaptive thoughts (Bugge et al., 2008; Christ, 1993). Egocentric thinking can 

mislead children to assuming they are the direct cause of their parents’ diagnosis 

(Christ et al., 1993; Biank & Werner-lin, 2011) and a determinant of their parents’ 

ongoing health (Helseth & Ulfsaet, 2003). In the absence of intervention, these 

erroneous thoughts can lead to heightened levels of fear, anxiety, and rumination that 

render children physically and emotionally debilitated (Bugge et al., 2008; Christ et 

al., 1993). Without sufficient communication and information provision, children are 

likely to make sense of their parents’ diagnosis through magical thinking and by 

integrating other knowledge and experiences, such a media, friends, and school 

(Biank & Werner-lin, 2011; Forrest et al., 2006). However, this may prove 

detrimental with children forming illogical and misinformed conclusions that result 
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in unnecessary worry, for example ‘I wondered if it would end up the same as what 

happened with my grandma – if she [mother with breast cancer] would die” (Zahlis, 

2001, p. 1022). Open, timely, and age-appropriate communication mitigates the 

potential for children’s confusion or to harbour misconceptions about their parents’ 

cancer diagnosis and is considered integral to supporting children’s psychosocial 

wellbeing (Durant, 2012; Howell et al., 2016; Taylor-Brown et al., 1993; Wong et 

al., 2010). 

 

Communication 

Many parents are uncertain how to talk to children and children struggle to 

make sense of their complex thoughts and emotions. They are typically unable to 

articulate and express their concerns as they do not possess the required cognitive 

sophistication to do so (Beale et al., 2004; Christ, 1993; Helseth & Ulfsate, 2003; 

Kornreich et al., 2008). Consequently, parents often underestimate children’s level of 

need for information (Forest et al., 2006) and the burden of these thoughts and 

emotions may manifest as behavioural changes such as increased crying, separation 

anxiety, distractibility, and aggressive and deviant behaviour (Christ et al., 1993; 

Kornreich et al., 2008). Alternatively, some children avoid conversations with 

parents, finding it easier to mask their feelings or preferring to protect parents for 

fear of upsetting them, and (Bugge et al., 2008; Helseth & Ulfsaet, 2003; Kennedy & 

Lloyd-Williams, 2009b; Stiffler et al., 2008). Furthermore, there is evidence to 

suggest parents may not recognise when children are not coping and potentially 

overestimate children’s psychosocial functioning and adjustment to the cancer 

diagnosis (Kennedy & Lloyd-Williams, 2009a; Lewis et al., 2006; 2015) which may 

be due to inadequate communication. Children feel they need more information and 

communication about their parents’ diagnosis (Barnes et al., 2000; Fearnley & 

Boland, 2017; Kennedy & Lloyd-Williams, 2009b; Patterson et al., 2016), however, 

parents commonly report their apprehension for providing age-approariate 

communication and need for professional support with this (Dalton et al., 2019; 

Dencker et al., 2019; Sinclair et al., 2019). 
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Health professionals and clinical support 

Health professionals in the patient’s oncological treating team are well 

positioned to identify patients’ children, however, they are often overwhelmed, and 

their primary focus is the patient (Helseth & Ulfsaet, 2003; Niemela et al., 2012), 

hence children are typically not on their radar (Arber & Ordelius, 2018; Niemela et 

al., 2012). Also, they are usually specialised in adult care and their experience and 

knowledge of children is limited (Dalton et al., 2019; Dencker et al., 2019; Huizinga 

et al., 2011). Parents commonly express their need for help from health professionals 

with supporting children and seeking clinical or therapeutic help (Dencker et al., 

2019), however, barriers such as limited developmental knowledge and awareness of 

children render health professionals unable to provide this support and consequently 

this does not appear to be occurring (Baider, 1995; Dencker et al., 2019). While 

children indicate their preference to talk to parents about their cancer diagnosis 

(Phillips & Prezio, 2016), they also want input from health professionals, particularly 

regarding medical and specialist information (Barnes et al., 2000; Kennedy & Llyoyd 

Williams, 2009b; Fearnley & Boland, 2017). Yet, parents report waiting for health 

professioanls to broach the subject of children and health professionals tend to avoid 

the topic of children, thus exacerbating the unlikeliess of health professionals to 

detect or support children (Dencker et al., 2019). Furthermore, children do not 

consider hospitals as a place to seek emotional help (Finch & Gibson, 2009) and do 

not feel they can directly approach health professionals (Kennedy & Llyod-Williams, 

2009b). There is also limited research regarding health professionals’ perceptions of 

supporting cancer patients’ children and their needs and challenges with providing 

this support. Health professionals would benefit from knowledge of how to support 

children and having access to empirical resources, including child-centred 

psychosocial interventions. 

 

Interventions 

There is a paucity of structured, child-centred interventions available to 

support children’s psychosocial wellbeing when a parent is diagnosed with cancer 

(Ellis et al., 2017; Ohan et al., 2020; Walczak et al., 2018). Of those that do exist, 

most interventions are not developed based on a strong theoretical or conceptual 

basis or evaluated using a rigorous and transparent evaluation process, including 

poor recruitment methods, insufficient sample sizes, and the absence of valid, 
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reliable, and developmentally appropriate measures (Ellis et al., 2017; Niemela et al., 

2010; Ohan et al., 2020; Semple & McCaughan, 2013; Su & Ryan-Wenger, 2007; 

Walczak et al., 2018). Children are also seldomly included in the development 

process of interventions, and evaluation studies typically refer to parent proxy-

reports rather than children’s self-reports, which disregards the unique insight 

children offer (Bradbury-Jones et al., 2018). Moreover, reported discrepancies 

between parent proxy-reports and children’s self-reports (Eiser & Morse, 2001; 

Huizinga et al., 2010; Jardine et al., 2014; Lewis et al., 2006; 2015) indicate 

children’s perspectives are crucial to understanding intervention effectiveness. 

However, current reviews of interventions are yet to tease apart parent’s and 

children’s reports for child-related outcomes such as depression and anxiety, 

consequently making it difficult to apporpriately interpret results.  

Findings from qualitative evaluation studies suggest there is a need for 

interventions to support patients’ children, with participant feedback indicating 

interventions are well received and generally have a positive impact on subjectively 

reported psychosocial outcomes (Bugge et al., 2008; Davey et al., 2013; Landry-

Dattee et al., 2016; Semple & McCaughan, 2013; Thatsum & Munch-Hansen, 2006; 

Tucker et al., 2013). However, conflicting results are reported across studies that 

have evaluated intervention effectiveness with quantitative outcome measures, which 

is likely due to observed methodological limitations and the high level of 

heterogeneity across outcome measures included across studies (Ellis et al. 2017; 

Niemela et al., 2010; Ohan et al., 2020; Walczak et al., 2018). Also, when 

interventions are effective, the mechanisms of change are typically not reported. 

Therefore, it is presently difficult to interpret the results pertaining to intervention 

effectiveness reported across studies, and to know what components of interventions 

are effective among cancer patients’ children and why they are effective. 

Furthermore, a review by Ellis and colleagues (2017) indicated that the large 

proportion of qualitative studies included in their systematic review of current 

interventions, made it difficult to determine the efficacy of included interventions, 

suggesting the need for a more focused review of quantitative results to determine 

the potential efficacy of existing interventions for use in clinical practice.  
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Conclusion and directions for future research 

When a parent is diagnosed with cancer, their children are vulnerable to 

various psychosocial, emotional, and behavioural problems, yet, despite parents’ 

requests for clinical support, health professionals find it challenging to provide this 

assistance (Dalton et al., 2019; Dencker et al., 2019; Sinclair et al., 2019). 

Furthermore, there are few structured, child-centred interventions available to 

support children and intervention evaluation studies have not been conducted using 

methodologically robust approaches, which contributes to the lack of intervention 

effectiveness observed across studies (Ellis et al. 2017; Niemela et al., 2012; Ohan et 

al., 2020). When interventions are effective, the mechanisms for change are seldomly 

reported, hence it is unknown what is effective among children and why. Children 

are also rarely used in the development of interventions, and evaluation studies rely 

on parent proxy-reports over children’s, which makes it difficult to determine how 

effective interventions are with supporting child-related outcomes, thus warrenting 

the need to examine intervention efficacy according to children. Also, previous 

reviews include qualitative, quantitative, and mixed-design studies, which challenges 

capacity for synthesising results and interpreting intervention effectiveness. As such, 

there was need for a full appraisal and systematic review of the effectiveness of 

current interventions. This review would elucidate what interventions are currently in 

place for cancer patients’ children and the nature of these interventions, including the 

components comprising interventions which are effective and why they are effective, 

thereby, informing future directions for intervention research.   

 

Research aims and objectives 

The overall aim of the first study was to conduct a systematic review  of the 

literature to identify and review the current interventions available for cancer 

patients’ children and determine their effectiveness among children. 

 

The specific objectives of the systematic review were to: 

• Identify the current interventions available for cancer patients’ children. 

• Review the nature of these interventions. 

• Determine how effective these interventions were at supporting patients’ 

children. 
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Research questions 

The research questions posed to achieve the research aim and objectives were: 

• What are the interventions currently available to support children living with 

a parent with cancer? 

• How effective are these for children? 
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CHAPTER 2 

 

Study 1: A systematic review of 

the current interventions 

available to support children 

living with parental cancer3 

 

 

 

Chapter Overview 

 

This chapter consists of a systematic review of the current interventions 

available for patients’ children and determines their effectiveness in supporting 

children when a parent is diagnosed with cancer. The purpose of this review was to 

systematically identify what is currently available for children, to establish the nature 

of interventions and whether they are effective in mitigating children’s adverse 

outcomes. The findings of this review will inform the future direction of this study 

by evidencing what is needed in parental cancer research to support children’s 

coping and adjustment to their parents’ cancer diagnosis. This review has been 

published as a peer reviewed article, titled ‘A systematic review of the current 

interventions available to support children living with parental cancer’, in Patient 

Education and Counseling, an interdisciplinary journal for applied patient education, 

counselling, and health promotion research. The article provides a detailed analysis 

of the six interventions identified, including an evaluation of study quality, 

breakdown of the components comprising interventions, and their reported 

effectiveness among patients’ children. As such, this review provided the necessary 

data which directed the focus of this study toward developing an explanative model 

conceptualising children’s experiences when a parent is diagnosed with cancer. This 

chapter concludes with a detailed rationale for the proposed study, additional to the 

research aim, objectives, and questions. 

 

 
3 This chapter has been published in the journal Patient Education and Counseling and can be found online here. 

https://www.sciencedirect.com/science/article/pii/S0738399118308905?casa_token=KsMJ6GQX1aIAAAAA:OQ2M3S8IJ3tCW8dSd4mempgWVQSH87V-e-3jAO_WcugP5RTE5UoUI0c3M2Sf3JJVY3NkTns
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Chapter Summary 

 

Chapter Two presented a systematic review of the current interventions 

available for patients’ children and discussed the nature of these interventions and 

their effectiveness in supporting children. Six empirically evaluated interventions 

were identified and a detailed analysis of these interventions concluded interventions 

were not effective in mitigating children’s psychosocial problems. Moreover, most 

interventions were not designed or evaluated using rigorous methodologies making it 

difficult to interpret research findings. For example, interventions were 

heterogeneous and comprised a broad range of characteristic features including 

psycho-education and supportive counselling. The quality of evaluation studies was 

low, with most reporting insufficient study power at follow up, absence of a control 

group for comparison, poor study control, and a lack of standardisation and 

randomisation. Furthermore, interventions and evaluation studies were not informed 

by a theoretical model conceptualising the experiences of patients’ children when a 
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parent is diagnosed with cancer, which may be due to the absence of such a model. 

Consequently, these methodological limitations contributed to the lack of significant 

and consistent findings reported across evaluation studies. 

The purpose of this review was to inform the direction of the overarching 

study comprising this thesis. The findings of this review highlighted the need for 

more targeted, child-centred interventions and evaluation studies which adhere to 

intervention guidelines. Since this systematic review, there have been few 

interventions developed and reported in the empirical literature. These include a 

communication framework for health professionals and parents with cancer (Semple 

& McCaughan, 2019), a communication tool for adolescents with a parent with 

cancer (Hauken & Farbrot, 2021), an electronic games based intervention for parents 

with cancer and their children (Piil et al., 2021), and a psychosocial program (PEER) 

for adolescents impacted by a parent or siblings cancer diagnosis (Patterson et al., 

2021). To support the development of more empirical interventions and evaluation 

studies for children living with parental cancer, a model explaining how children are 

affected by their parents’ diagnosis was necessary. Such a model has not yet been 

proposed, therefore, this study developed a theoretical model of the underlying 

processes when a parent is diagnosed with cancer. A detailed rationale for this study, 

is provided. 

 

Rationale for a grounded theory study 

When a parent is diagnosed with cancer, their dependent children’s overall 

adjustment and wellbeing is affected and they are vulnerable to developing various 

psychosocial, emotional, and behavioural problems (Morris et al., 2018; Walczak et 

al., 2018), which may impact some children long term (Bylund-Grenko et al., 2015; 

Lundberg et al., 2020; Stoppelbeing et al., 2006). Yet, other children demonstrate the 

potential for positive-traumatic growth and resilience building (Greening, 1992; 

Helseth & Ulfsaet, 2003, 2005; Osborn et al., 2017; Schmitt et al., 2008). While 

factors such as family functioning and parenting quality influence children’s coping 

and adjustment to the diagnosis (Walczak et al., 2018), the mechanisms which 

underly this process remain unknown. Parents express their need for clinical help to 

support their children’s needs, however, health professionals appear encumbered by 

barriers such as lack of time and developmental knowledge, which makes it difficult 

for them to provide this additional support (Dencker et al., 2019; Fearnley & Boland, 
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2017; Tafjord & Ytterhus, 2021). Moreover, there are limited child-centred 

interventions available to support children, and those that do exist are 

methodologically weak (Alexander et al., 2019; Niemela, 2010; Su & Ryan-Wenger, 

2007; Walczak et al., 2018). Most interventions are void of theory and not evaluated 

using valid and reliable measures, rather they rely on informal qualitative feedback 

which makes it difficult to determine their effectiveness and suitability and to make 

comparisons against other interventions (Alexander et al. 2019; Niemela et al., 2010; 

Su & Ryan-Wegner, 2007). Consequently, findings across evaluation studies are 

ambiguous and inconclusive.  

The findings from our systematic review confirmed our initial assumptions 

regarding the limited number of interventions available for patients’ children, 

additional to the lack of methodological rigor observed across the development and 

evaluation of these interventions. This review also highlighted the absence of a 

theoretical model conceptualising how children are affected by their parents’ 

diagnosis which contributed to the poor design quality observed in the intervention 

research and lack of significant findings reported across studies (Alexander et al. 

2019). Interventions not informed by an appropriate theory increase the likeness of a 

Type III error, that is, the rejection of the effectiveness of the intervention when the 

intervention itself was insufficiently designed or delivered (Green, 2020). 

Furthermore, the absence of a theoretical model to inform intervention development 

contributed to the broad number of intervention components observed across 

interventions and the lack of evaluation determining their contribution to intervention 

success. Consequently, it cannot be determined that interventions supporting 

patients’ children are adhering to principles of beneficence and nonmaleficence. 

Therefore, to improve the methodological rigor of future intervention research, and 

ensure that interventions are not eliciting more harm than good among children, the 

development of a model conceptualising the underlying mechanisms involved which 

influence how children are affected by their parents’ cancer diagnosis, was 

warranted.  

Hence, an exploratory study using methods of grounded theory was 

conducted, to provide an in-depth understanding of key informants’ perspectives of 

parental cancer, which informed the development of a model conceptualising this 

experience. 
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Theoretical framework 

Children are highly embedded within their external environment and the 

systems which surround them, including parents and family (Malin et al., 2016). 

Consequently, this context needs to be considered when exploring how children are 

impacted by their parents’ cancer diagnosis, and the supports and resources that 

might be put in place to help them cope with and adjust to this. Bronfenbrenner’s 

(1979) Ecological Systems Theory provides a strong theoretical framework for 

considering this context and therefore provides the underlying theoretical framework 

of this study. According to this theory, the child is situated in the centre of various 

interacting, self-regulating systems and subsystems: the micro-, meso-, exo-, and 

macro- systems (Bronfenbrenner, 1994). Some systems are proximal to the child 

(e.g., micro- and meso- systems) where their influence on the child’s development is 

direct. However, other systems are positioned distally from the child (e.g., exo- and 

macro- systems) where their influence is indirect (Bronfenbrenner & Evans, 200). 

The dynamic nature of these systems, permit them to move in and out of proximity to 

the child, based on different circumstances. For instance, when a parent is diagnosed 

with cancer, systems such as friends and extended family may be moved outward 

from the child’s miscrosystem to their exosystem, where their interactions are less 

frequent with the child. Alternatively, health professionals may be shifted into the 

child’s microsystem where their interactions with the child directly influences their 

development. Therefore, according to this theory these interactions determine the 

child’s psychosocial functioning and wellbeing (Bronfenbrenner, 1979; Issel et al., 

1990). 

 

Research aims and objectives 

The overall aim of this study was to explore how children are affected by 

their parents’ cancer diagnosis, from the perspectives of children, parents, and health 

professionals and develop an explanatory model conceptualising the underlying 

mechanisms involved which influence how children are affected by their parent’s 

cancer diagnosis. 

 

The specific objectives of this study were to: 

• Explore oncology health professionals’ perspectives regarding how children 

are affected by their parents’ cancer diagnosis. 
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• Explore parents (including patients and partners of patients) perspectives 

regarding how their ability to support their children is affected when a parent 

is diagnosed with cancer.  

• Explore children’s perspectives of how they are affected by their parents’ 

cancer diagnosis. 

• Propose a model conceptualising the underlying mechanisms involved which 

influence how children are affected by their parents’ cancer diagnosis. 

 

Research questions 

The research questions posed to achieve the research aim and objectives were: 

• How do oncology health professionals perceive patients’ children are affected 

by their parent’s cancer diagnosis? 

• How do parents (including patients and partners of patients) perceive their 

ability to support their children is affected when a parent is diagnosed with 

cancer.  

• How do children perceive they are affected by their parent’s cancer 

diagnosis? 

 

Significance of the research  

Most psycho-oncological research and practice to date has primarily focussed 

on improving our understanding of how to support patients and their spousal 

caregivers, however, there is increasing recognition of the challenges experienced by 

patients who are also parenting and the additional distress this elicits (Porter-Steele et 

al., 2017). As such, the impact a parent’s cancer diagnosis has on their children is 

becoming a growing area of interest in research and clinical settings. With increasing 

survival rates among patients who likely have dependent children (AIHW, 2019) and 

trends to move treatment into out-patient settings, children are becoming more 

exposed to and burdened by the disease and treatment side-effects (Porter & Steele, 

2017). However, there is a paucity of literature exploring how children are affected 

by their parents’ diagnosis and little is known about the underlying mechanisms 

which influence children’s coping and adjustment (Faulkner & Davey, 2002; Visser 

et al., 2004). Consequently, children are at risk for various internalising and 

externalising problems, which when left unaddressed may have significant long-term 
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consequences (Morris et al., 2018; Walczak et al., 2018). Yet, parents are unsure how 

to support children and express their need for clinical and professional help (Dalton 

et al., 2019; Dencker et al., 2019). However, health professionals are challenged to 

facilitate this support (Dalton et al., 2019; Dencker et al., 2019; Tafjord & Ytterhus, 

2021) and there are limited interventions currently available to assist children 

(Niemela, 2010; Su & Ryan-Wenger, 2007; Walczak et al., 2018). The interventions 

that do exist are methodologically poor and they are currently ineffective. Therefore, 

this study has contributed necessary and timely knowledge to parental cancer 

literature and clinical practice by providing an in-depth exploration of key 

informants’ perspectives regarding how children are affected by their parents’ cancer 

diagnosis. This knowledge has then informed the development of an explanatory 

model conceptualising children’s experiences which may be used to improve the 

quality and rigor of future intervention research. 
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CHAPTER 3 Methodology 

 

 

 

Chapter Overview 

 

This chapter presents a detailed discussion of the methodological approach 

underlying the present study, which explored how children are affected by their 

parents’ cancer diagnosis, from the perspectives of children, parents, and health 

professionals. The epistemological position of this study is justified, followed by an 

explanation of the theoretical framework and philosophical viewpoints which have 

informed the chosen research methodology. Following this, an in-depth description 

of constructivist grounded theory, the adopted methodology employed by this 

research study, is provided. An overview of the three studies comprising this study is 

given, additional to the procedures and steps, including data analysis, undertaken in 

each study. Details pertaining to the methods used are also reported in subsequent 

chapters. This chapter concludes with a reflexive piece detailing the personal 

motivations of the researcher for undertaking this research.  

 

Paradigms 

Khun defines research paradigms as a unitary set of beliefs that guide 

researchers and their research (Malterud, 2016). Two main research paradigms 

include: interpretivism and positivism. The present qualitative study was positioned 

within an interpretive paradigm due to the subjective nature of this research. The 

interpretive paradigm emphasises the individual’s capacity to construct their own 

opinions of events (Crotty, 1998). It proposes notions about a particular social 

phenomenon or human experience are considered from different individual 

perspectives and it is these individual interpretations that people have of their social 

behaviours, which drives this approach to understanding meaning (Crotty, 1998; 

Weber, 1970). The underlying premise of interpretivism lies within an individual’s 
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meanings and motivations to act in a specific manner within different contexts 

(Ryan, 2018). From an interpretivist perspective, the researcher is focused on gaining 

insight into the individual’s or group’s social experiences, and typically uses 

qualitative methodologies that enable an in-depth exploration of these experiences 

(Crotty, 1998). Interpretivism emphasises the meanings that individuals prescribe to 

events, thus adopting a micro-level approach to sociology, rather than looking at the 

broader narrative of society (Wilson, 1970). Moreover, this approach recognises the 

free will and agency of individuals, and their capacity to act differently within 

situations despite the confines of social structures in which they are embedded 

(Crotty, 1998; Wilson, 1970).  

In contrast to interpretivism, positivism is a form of macro sociology that is 

concerned with the impact of social forces and how these shape individual 

behaviours (Comte & Thompson, 1976; Crotty, 1998).  Positivism explores the 

larger societal picture rather than the interactions of individuals. Hence, positivists 

emphasise the social institutions (e.g., family, education) that shape society and an 

individual’s behaviours, therefore adopting a more structural view of society (Comte 

& Thompson, 1976). Subsequently, positivism typically uses quantitative research 

methods as it considers society can be studied in the same way as the natural 

sciences, thus preferring objective and generalisable quantitative data over 

qualitative data which requires value judgement for analysis (Crotty, 1998). 

Positivism therefore allows the researcher to propose a cause-and-effect relationship 

between social institutions and individuals in society (Crotty, 1998; Park et al., 

2020). Contemporary understandings of positivism are predominantly aligned with 

the empirical sciences and therefore diverge distinctly from other methods of 

research that value opinions, beliefs, feelings, and assumptions (Park et al., 2020). 

Research situated in this paradigm is therefore primarily focussed on prediction and 

null hypothesis testing, which consequently contracts the nature of exploration and 

finding meaning available within other paradigms of research (Park et al., 2020). 

Explanation of the pertinent philosophical, theoretical, and methodological 

underpinnings that were chosen to guide this research study will be governed by 

Crotty’s (1998) model (see Figure 1). This model conceptualises and organises 

qualitative research using four components: the epistemological position, theoretical 

perspective, methodology, and methods. As such, this chapter will provide a 
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defensible perspective regarding the chosen research process used in this study, and 

the methodology and philosophical assumptions that underpin this process.  

 

Figure 1. The four components of Crotty’s (1998) model which inform research 

decisions. Figure 1 

 

Based on Crotty’s (1998) model, the following sections in this chapter 

discuss firstly the epistemological position of this research study by presenting an 

outline of three major epistemologies, objectivism, subjectivism, and 

constructionism. This discussion enables an explanation and justification for the 

decision to adopt the viewpoints inherent to a constructionist epistemology. 

Following this positioning of the research, a further discussion of the origins of 

constructionism are presented in an overview of Jean Piaget’s (1971) constructivism, 

proceeded by a detailed account of Seymour Papert’s (1980) constructionism. Social 

constructionism is then presented as a derivative of constructionism, as it addresses 

proposed limitations of constructionism and incorporates explanations for the key 

role social aspects have in knowledge construction, (Burr & Dick, 2017), which are 

fundamental of the present research study. The next section details the theoretical 

framework underlying this study, which comprises the second component in Crotty’s 

(1998) model. In this study, an integrated theoretical approach using Blumer’s (1969) 

Symbolic interactionism and Bronfenbrenner’s (1979) Ecological systems theory is 
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used, and justification for this is provided. This section is proceeded by an in-depth 

discussion of the methodology employed, Kathy Charmaz’ (2006, 2014) 

constructivist grounded theory, which is the third component in Crotty’s model. An 

overview of the origins for this methodology, Glaser and Strauss’ (1967) grounded 

theory, is also provided. Lastly, this chapter concludes with a description of the final 

component in Crotty’s (1998) model, the specific methods used to action this 

research study. 

 

Epistemology 

Epistemology concerns the nature, scope and origin of knowledge; that is, it 

presents a way of understanding and explaining “how we know what we know” 

(Crotty, 1998, p. 8; DePoy & Gitlin, 1998). It provides the philosophical grounding 

for the kinds of knowledge that are possible and provides the means for ensuring the 

adequacy and legitimacy of this knowledge (Crotty, 1998). Therefore, the 

epistemological position adopted by the researcher, is inherent to the theoretical 

perspective and methodologies used in the research study. Research designs adopting 

a purely positivist approach, often underpinning quantitative studies, generally apply 

epistemologies that are deductive (top-down) in nature (Park et al., 2020). Deductive 

research approaches attempt to explain a phenomenon through beginning with a 

premise or belief that are prefaced by a testable hypothesis(es) (Hyde, 2000). 

Alternatively, the epistemologies of qualitative studies assume knowledge is inferred 

though inductive (bottom-up) and abductive (the most likely) processes (DePoy & 

Gitlin, 1998). In these situations, research starts with a situation or observation and 

then attempts to identify patterns which explain a broader understanding of the 

phenomenon (DePoy & Gitlin, 1998). 

A range of epistemologies exist; however, Crotty (1998) focuses on three 

major epistemologies: objectivism, subjectivism, and constructionism. Objectivism 

typically informs a positivist research paradigm and insists that meaning and 

therefore a meaningful reality is not tied to human consciousness (Crotty, 1998; 

Diesing, 1996). That is, an object holds intrinsic meaning and is simply awaiting 

discovery by human beings. This epistemology adopts a systematic philosophy based 

on an objective reality and an objective truth that exists outside of any form of 

human consciousness, which requires a detailed, organised, and methodical study of 

the nature of existence, reality, and knowledge (Crotty, 1998). For example, 
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everyone is born and everyone dies, their existence is an objective fact. Subjectivism 

is the philosophical tenor that our own mental activity is the only unquestionable 

element in our experience of the world (Crotty, 1998; Diesing, 1996). There is no 

external or objective truth waiting to be inherently discovered within an object 

(objectivism), nor is meaning the constructed product of a dynamic interplay 

between the object and human beings (constructionism) (Crotty, 1998). Rather, 

meaning is subjective and derived from elsewhere, including our collective 

unconscious, and then imposed upon an object (Diesing, 1996). For example, an 

individual’s subjective thought might perceive cancer as a terrifying and deadly 

disease. 

The third major epistemology Crotty (1998) refers to is constructionism, 

which adopts the viewpoint that people construct meaning and understanding of the 

world they are trying to interpret based on their conscious interactions and 

participation in it. Therefore, constructionism is the epistemological position 

underpinning this study. Constructionism is neither objective nor subjective, instead 

it reflects notions that objectivity and subjectivity should be held together 

indissolubly (Burr, 2017; Crotty, 1998) In the present study, this epistemology 

considers the constructed meaning of parents, children, and HPs experiences during a 

parental diagnosis of cancer, through how they interpret their social interactions in 

the world. Constructionism is particularly suited to this research study as it highlights 

the dynamic nature of the individual and emphasises the social aspect of human 

beings, acknowledging language as integral to this, which is contrary to the 

individualistic nature of earlier epistemologies (Burr, 2017; Fosnot, 1996). This also 

supports the sociable and impressionable nature of children who are highly 

embedded within their social systems, and the dynamic nature of their development 

(Zandt, 2017).  

 

Constructivism 

Jean Piaget’s epistemological theory of ‘constructivism’ explains how 

individuals construct meaning through interactions between their cognitive processes 

and their experiences (Piaget, 1971). Founded in developmental psychology, this 

theory provides insight into children’s interests and achievement capacity, by 

focusing on explaining their evolving thoughts and the nature of their behaviour at 

different stages of development (Ackerman, 2001). According to Piaget, children 
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(and adults) mentally construct knowledge and experience through internal cognitive 

processes based on complex laws of self-organisation (Piaget, 1967 Ackerman, 

2001). For example, through the processes of assimilation and accommodation the 

individual integrates knowledge into pre-existing schemas (assimilation) or changes 

schemas to fit the individual’s environment (accommodation) (Piaget & Inhelder, 

1969). However, this theory does not consider the role of the context, uses, and 

media, and individual preferences and differences (Ackerman, 2001). This can be 

overcome through integrating Papert’s definition of constructionism, which presents 

a more comprehensive view of how individuals come to make sense of their 

experiences through increasingly enhancing their interactions with the world 

(Ackerman, 2001).   

 

Constructionism 

Seymour Papert built on the theory of constructivism to define 

‘constructionism’, by retaining Piaget’s view that learning occurs through 

reconstruction (rather than a transmission) of knowledge, while also incorporating 

the notion that learning is most effective when part of the activity is meaningful to 

the learner (Ackerman, 2001; Papert, 1980). According to constructionism, the world 

is void of meaning until experienced by human consciousness and it is only upon 

engaging in their world that individuals can construct meaning (Crotty, 1998; Papert 

& Harel, 1991). Moreover, without this conscious capacity of human beings and their 

ability to interpret the world, the world and the objects that exist within it, have no 

meaning (Crotty, 1998). Hence, meaning does not simply exist within the object 

itself, nor is it created from our subconscious; rather it is awaiting the individual to 

come upon the object and discover its meaning. That is, we are given the tools and 

materials (the world and objects in the world) necessary to work with, and construct 

meaning from.  

Like Piaget, Papert also adopts a constructivist approach that is founded in 

developmental psychology and emphasises the cognitive component of knowledge 

acquisition (Ackerman, 2001). However, a fundamental difference between 

constructivism and constructionism lies within their interpretation of intelligence and 

how it should be studied (Ackerman, 2001). While Piaget’s interests were mainly in 

the construction of an internal stability, Papert focused on the dynamics of change 

(Ackerman, 2001; Papert, 1980). Piaget considered the learning process to be 
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increasingly disconnected from the situation as children’s cognitive sophistication 

increases and they are capable of imposing order over their changing environment 

(Ackerman, 2001; Piaget & Inhelder, 1969). Alternatively, Papert viewed this 

process as in-situ, whereby children actively and curiously connect with the situation 

and learn from their experiences rather than having this knowledge imparted upon 

them (Ackerman, 2001; Papert & Harel, 1991). 

Central to constructionism, is the concept of intentionality, from the Latin 

tendre, meaning ‘to tend’ (Crotty, 1998). It refers to directedness, referentiality, and 

relatedness, and lends itself to notions of ‘directing oneself’ or ‘moving toward’ 

(Crotty, 1998). Hence, intentionality is not about choosing, planning, or deliberating, 

rather it is about reaching out into. Thus, underlying intentionality is the premise that 

“when the mind becomes conscious of something, it reaches out to, and into, that 

object” (Crotty, 2003, p 44). For example, for an individual who has witnessed the 

death of a family member due to cancer, their constructed meaning of cancer might 

be that it is a devastating, life limiting illness. This same individual might then 

encounter another individual whose cancer is in remission, and their constructed 

meaning of cancer might now be that it is a devastating, life limiting illness that in 

some cases is treatable. This focus on the interaction between the individual and the 

object is crucial to constructionism as it is from this interaction that the individual’s 

knowledge of the world and its objects, is constructed (Ackerman, 2001; Papert & 

Harel, 1991). 

Since its original conceptualisation, constructionism has attracted criticism 

(Crotty, 1998; Martin & Sugarman, 1996). For instance, existential 

phenomenologists would later broaden the lens of constructionism by shifting the 

focus off the cerebral to considering the individual in their entirety (Crotty, 1998; 

Gergen, 2010). They recognised that not only is the conscious mind intentional, but 

human beings themselves are intentionally related to their world (Gergen, 2010). An 

individual’s experiences are not subjectively held separate to the objective world, 

rather both are interdependent of one another. More recently, many within this 

growing field have considered constructionism to be limited by its reliance on the 

individual’s self-governing process of cognitive construction, thus disregarding the 

social aspects of humans and the role this yields in knowledge construction (Martin 

& Sugarman, 1996). That is, constructionism emphasises a highly individualistic 

approach and does not consider other factors, such as the role of social interaction, 
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culture, and context (Young & Collin, 2004). This limitation of constructionism is 

somewhat addressed by those who adopt a social constructionist approach, which 

considers the social nature of meaning construction (Bruner, 1990; Vytgotsky, 1978). 

 

Social Constructionism 

Social constructionism considers the social origin of meaning and 

subsequently assumes a social approach, which is contrary to the individual stance 

adopted by constructionism (Crotty, 1998; Burr & Dick, 2017). While 

constructionism emphasises the individual’s biological and cognitive processes in the 

construction of knowledge, social constructionism places knowledge in the domain 

of social interchange (Burr, 2015). Social constructionism asserts that meaning is 

constructed through historically and culturally specific interactions between relevant 

social groups (Gasper, 1999). Therefore, meaning and social action are inextricably 

linked. According to Fish (1990), the ‘means’ by which meaning is constructed are 

social and conventional institutions that precede us and in which the individual is 

already embedded. For example, women are caregivers and men are providers. 

Subsequently, these systems of intelligibility that are available to all, provide 

interpretive strategies from which meaning can be constructed (Fish, 1990).  

According to the American anthropologist, Clifford Geertz the means for 

constructing meaning is culture, which he articulated as a system of significant 

symbols (Geertz, 1973). Consequently, culture is crucial to human functioning as it is 

necessary in directing individuals’ behaviour and experiences (Crotty, 1998). Rather 

than traditional approaches where culture is considered the product (e.g., customs, 

traditions, and habits) of thought and experience, Geertz (1973) considered culture as 

the source that informs human thought and behaviour. From this viewpoint, culture is 

a set of predetermined mechanisms or instructions that govern behaviour, thus 

implying that human thought emerges as both social and public. As such, the 

symbols inherent to culture already exist in society and are ‘given’ to the individual 

upon birth and will exist beyond their death. Therefore, from a social constructionist 

perspective, individuals are born into a world that already bears meaning (Crotty, 

2003; Gemignani & Pena, 2007). That is, we inherit a system of significant symbols 

(culture) that provides us with the lenses through which we perceive and make 

meaning of the world. 
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However, as Harre et al. (1986) highlights, the reductionist nature of this 

epistemology fails to consider the complex construction of human emotion, instead 

focusing on the overlay of culture and language on biology in this process, and 

minimising other aspects such as physiological ones. For constructionists, local 

language and the local moral order are the two social matters which greatly affect the 

individual’s experience of emotion, thus stressing the cultural relativity of emotions 

(Harre et al. 1986). As such, this viewpoint limits the psychological study of 

emotions with little offered by constructionists to rectify this issue of cultural 

relativism (Harre et al. 1986; Wouters, 1990). Furthermore, the perspective that 

emotions are shaped by the individual’s social and cultural context risks negating the 

cross-cultural similarities observed in people’s emotional experiences (Boiger & 

Mesquita, 2012; Mesquita, 2001; Mesquita & Frijda, 1992). Rather, a dynamic and 

interactive approach to the social construction of emotions is suggested, to mitigate 

the likeliness of oversimplifying the nature of emotions, including how they are 

experienced, perceived, and communicated (Boiger & Mesquita, 2012). This 

approach might also benefit from other disciplines including sociology and 

anthropology (Boiger & Mesquita, 2012). For instance, sociological theories of 

symbolic interactionism emphasise the role of one’s self-perception in the 

development of positive and negative emotional responses to the individual’s 

cognitive appraisal of social situations (Boiger & Mesquita, 2012; Turner 2009).      

 

Theoretical Framework 

The theoretical framework of a research study is the philosophical viewpoint 

that explains and provides the context for the chosen methodology used in a research 

study (Crotty, 1998). This is informed by the epistemology, as indicated by Crotty’s 

(1998) model (see Figure 1). There are a number of assumptions that inevitably 

underlie the chosen methodology used by a researcher, and it is important these are 

presented as they are understood by the researcher. Symbolic interactionism is the 

theoretical framework that informed the methodologies of this study (Blumer, 1969). 

Symbolic interactionism is a micro-level sociological theory that focuses on how 

people interpret the behaviour of others in social interactions, and thus how this 

informs their own behaviours (Blumer, 1969; Crotty, 1998). Moreover, this 

theoretical framework proposes that through language and communication, symbols 

enable human beings to construct meaning. Therefore, this framework encourages 
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qualitative methodologies that allow the researcher to focus on the social interactions 

and behavioural interpretations observed among key informants, and to understand 

the language and communication they use to construct meaning of their realities 

(Crotty, 1998). However, while symbolic interactionism explains how an 

individual’s actions are influenced by how they interpret their social interactions, it 

does not address environmental components (Ali, 2021). Therefore, ecological 

systems theory (Bronfennbrenner, 1979) was also used in this study to provide a 

contextual lens through which symbolic interactionism was viewed.  

 

Symbolic interactionism 

Symbolic interactionism originated in the early 20th century from the 

teachings of George Herbert Mead, a pragmatic philosopher and social psychologist 

who contended that human development and the meanings people assign to objects is 

a social process (Crotty, 1998; Blumer, 1969). The underlying premise of symbolic 

interactionism states that people are subject to change based on their interactions 

with the world, including objects, events, ideas, and other people, and the meanings 

they attribute to things in order to decide how to act (Blumer, 1969). Inspired by his 

work, students of Mead later compiled his teachings into a book titled, Mind, self, 

and society (Mead, 1934), and one student, Herbert Blumer went on to further 

Mead’s work by presenting his own version of this sociological theory which he 

coined symbolic interactionism (Blumer, 1969).  

Symbolic interactionism refers to the unique nature of social interactions 

observed between human beings (Blumer, 1969). Rather than simply reacting to one 

another’s actions, people instead define and interpret their actions. An individual’s 

response to these actions is then based on the meaning they attribute to them. 

Inherent to symbolic interactionism is the use of symbols in communication (Carter 

& Fuller, 2015; Denzin, 2004). Symbols are culturally derived social objects that 

have a shared meaning and are created and maintained through social interaction and 

are therefore considered unique to human beings (Carter & Fuller, 2015). Symbols 

are the basis for all human communication, and it is through language and 

communication that symbols provide the means for which meaning and reality are 

constructed. Therefore, studies framed by symbolic interaction typically use 

qualitative research methods, given that their predominant focus is to understand the 
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symbolic words that construct the reality in which the participant exists (Crotty, 

1998). 

According to Blumer (1969), Mead elevates this understanding of 

interpretation from the descriptive to the analytical by proposing what this act of 

‘interpretation’ means for the nature of the human beings and human association. 

Blumer (1969) presents this as three major assumptions that underly symbolic 

interactionism. The first being that the individual acts based on the meaning they 

have given an object or symbol. The second being that individuals assign meaning 

based on their social interactions; hence, the same object could have a different 

meaning for different people. The third assumption being that the meaning an 

individual assigns to something is not permanent, rather it can change due to 

everyday life. Therefore, the focus of this theory lies in meaning, which is defined by 

action and consequence, thus reflecting the pragmatic philosophical roots in which 

symbolic interactionism is embedded (Blumer, 1969; Carter & Fuller, 2015). 

Contemporary perspectives of symbolic interactionism suggest the focus of 

this theory and the questions it proposes are different to those that are characteristic 

of large-scale sociological theories (Musolf, 1992). Therefore, symbolic 

interactionism is often considered a micro-level sociological theory because it 

focuses on unpacking the small interactions between individuals (Carter & Fuller, 

2015). When examining society from a small-scale perspective, symbolic 

interactionism attributes the same level of importance to the individual that it does to 

society as a whole. Symbolic interactionism explains how aspects of society are 

capable of change as they are created and re-created by social interactions, thus 

providing a different perspective to sociology, which articulates the necessity of 

understanding society in its entirety.  

However, while symbolic interactionism provides an understanding of the 

specific nature of the interactions that occur between systems (i.e., how individuals 

interpret their social interactions, which then inform their own actions), it does not 

provide insights regarding the systems in which these interactions occur, or the 

underlying systemic complexities that exist within and between systems (Ali et al. 

2021). To address this, Thornburg (2017) suggests adopting a synergised approach 

using symbolic interactionism and systems theory, to provide a more comprehensive 

insight into the social phenomenon under investigation. In a study investigating 

school bullying, Thornburg (2017) used a modified ecological model originally 
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proposed by Migliaccio and Raskauskas (2015), which integrates the social-

ecological theory with symbolic interactionism. In doing so, this enabled the author 

to consider the power imbalances that occur with bullying, as greater than the 

relationship between the bully and the victim (Migliaccio & Raskauskas, 2015). 

Rather this relationship is situated within complex layers of social forces that enable 

bullying to occur (Migliaccio & Raskauskas, 2015). Therefore, by adopting this 

approach, the present study considered how children are affected by their parent’s 

cancer diagnosis as more than the relationship between parent and child; extending 

this thought to other social forces which impact this social phenomenon.   

 

Ecological systems theory 

The chosen systems theory used in this study was Urie Bronfenbrenner’s 

(1979) Ecological Systems Theory, which provided a lens for considering the 

complex and dynamic systems and subsystems cancer patient’s children are 

embedded within, and the social forces which influence how they are affected by 

their parent’s cancer diagnosis. This comprehensive theory examines the broader 

contextual factors which influence a child’s development and experiences beyond 

their personal characteristics (Bronfenbrenner, 1994; Bronfenbrenner & Evans 

2000). In this conceptual framework the child is situated at the centre of multiple 

concentric, self-regulating, and interacting systems: the micro-, meso-, exo-, and 

macrosystems (see Figure 2 for example) (Bronfenbrenner, 1992).  
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Figure 2. Adaptation of Bronfenbrenner’s (1989) Ecological Systems Theory model 

depicting an example the systems and subsystems that affect the developing child.  

 

The level of influence these systems have on the developing child diminishes 

with proximity, with those that are situated closest to the child having the most 

influence, and those positioned further away having a lesser influence 

(Bronfenbrenner, 1992). The microsystem is the closest system to the child and 

represents the relationships and interactions that are in closest proximity to the child 

and directly influences their development (e.g., parents, friends) (Bronfenbrenner & 

Evans, 2000). The mesosystem represents the interrelationships that occur between 

multiple subsystems within the microsystem (e.g., between parents and friends). The 

exosystem refers to subsystems that have an indirect influence on the child’s 

development (e.g., a parent’s workplace might elicit a toxic work culture which 

impacts their mental health and their relationship with their child). Lastly, the 

macrosystem consists of the overarching culture that houses the developing child and 

the micro- and mesosystems embedded within that culture, lending this system to 

evolve across time (e.g., cultural norms, ideologies).  

However, the dynamic nature of these systems permits the changing 

proximity of subsystems both within and between systems (Bronfenbrenner & Evans, 

2000) thus lending these systems to evolve differently when a child’s parent has been 

diagnosed with cancer (see Figure 3 for example). For example, most children are 

unlikely to have had much interaction with oncology health professionals and 
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hospitals (Alexander et al., 2020; Dencker et al. 2019). However, following a 

parent’s cancer diagnosis, these are pertinent relationships and interactions that move 

into patients’ children’s microsystems, through visiting their parent in hospital, 

attending appointments, hearing parents’ conversations, and witnessing a parent’s 

response to treatment. Therefore, it is paramount health professionals are aware of 

this influence and how these interactions will have a direct impact on children’s 

development (Dencker et al., 2019). Furthermore, children’s mesosystems also 

transform with the interrelationships between microsystems, such that parents, health 

professionals, and hospitals become central in the developing child’s environment.  

While the focus of the present study was primarily directed at children’s 

micro- and mesosystems, importantly, the influence of the child’s exo- and 

macrosystems was also considered. At the exosystem level, subsystems such as 

healthcare systems and parents’ workplaces have an indirect influence on patients’ 

children. For example, while patients’ children are unlikely to come into contact with 

possible inequities in healthcare systems, these will indirectly influence children 

through the disadvantage experienced by their parents and the impact this has on 

their health outcomes. Macrosystems such as cultural norms and social categories 

will also indirectly influence how patients’ children are affected by their cancer 

diagnosis. For example, people with a lower socioeconomic status may have less 

access to adequate healthcare services, support networks to help look after children, 

and lower levels of health and psychological literacy, which challenges their capacity 

to seek necessary medical treatment and support for themselves and their children 

(Blendon et al., 2002).  

This framework also proposes these subsystems will move in and out of 

micro-, meso- and exosystems across time, as patients’ treatment progresses and 

children inevitably mature, and the overarching culture will also evolve at the 

macrosystems level (Bronfenbrenner, 2005; Bronfenbrenner & Evans, 2000; 

Spencer, 2007). For example, at the point of diagnosis and the onset of treatment, 

children generally experience much disruption to systems and subsystems, as 

hospitals and health professionals move into their micro- and mesosystems and 

existing subsystems, such as friends and school, are pushed out into outer layers. As 

the parent’s treatment program comes to an end and they enter remission, hospitals 

and health professionals will move distally and other subsystems will enter the 

child’s micro- and mesosystems, including the return of friends and school. It is 
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important to recognise how systems are likely to change for children at various 

stages during their parent’s cancer diagnosis, as the presence (or lack thereof) of 

subsystems directly influences how children are affected. For example, losing their 

connections with friends and school during diagnosis can be upsetting for many 

children, rendering them isolated and alone and impacting on their capacity to cope 

(Alexander et al., in review; Morris et al., 2018), which is further elaborated on in 

chapter 6. 

 

 

Figure 3. Adaptation of Bronfenbrenner’s (1989) Ecological Systems Theory model 

depicting an example of the systems and subsystems that influence how children are 

affected when a parent is diagnosed with cancer. Figure 2 

 

An integrated theoretical approach combining symbolic interactionism and 

ecological systems theory (Thornburg, 2017) was used to consider participants’ 

constructuction of meaning through their interpretations of their social interactions 

(symbolic interactionism) (Blumer, 1969). This approach also provided a lens to 

examine the complex nature of the systems in which these interactions occur 

(ecological systems theory) (Brofenbrenner, 1979), thus presenting a comprehensive 

philosophical viewpoint for the chosen methodology. The theoretical framework of 

this study lends itself to a methodology that enables the in-depth exploration of 

participants’ constructed and interpreted meanings of how children are affected by 

their parent’s cancer diagnosis, while remaining sensitive to the interrelationships 
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between the individual and contextual factors. As such, the integration of symbolic 

interactionism and ecological systems theory acknowledges both agency and 

structure and encourages a methodology that is flexible enough to embrace this 

(Thornburg, 2017).  

Anslem Strauss, a sociologist who came from a symbolic interactionist 

perspective developed the qualitative methodology- grounded theory, alongside 

Barney Glaser (Glaser & Strauss, 1967) just prior to the ‘interpretive turn’ in the 

1970’s (Clarke, 2021). Central to the interpretive turn was the proposition that 

greater attention needs to be directed toward the way in which social interactions are 

embedded within social contexts (Wilson, 1970). As such, Strauss then sought to 

incorporate more structural and contextual sensitivity in doing grounded theory 

(Clarke, 2021). Kathy Charmaz, a student of Strauss who was influenced by his 

symbolic interactionist and pragmatic perspective, later developed her own version 

of grounded theory- constructivist grounded theory, which emphasises the individual 

agency and the context in which the individual is embedded within, in the 

construction of meaning (Charmaz, 2014; Guba & Lincoln, 1994). Therefore, due to 

its capacity to provide a deep analysis of participant’s constructed meanings, and 

flexibility to consider the broader context in which participants are situated in 

(Charmaz, 2014), this methodology was deemed appropriate for the present study. 

 

Methodology 

The third component in Crotty’s (1998) conceptual model (see Figure 1) is the 

methodology which is informed by the theoretical framework and denotes the 

strategy or plan of action employed by the research study. Ultimately it serves to 

inform the researcher’s choice in methods as linked to the desired research outcomes 

(Crotty, 1998). By appropriately describing the methodology, this provides the reader 

with the rationale adopted by the researcher for the methods used in the research 

study (Crotty, 1998). The methodology used in this study was Kathy Charmaz’ 

version of Glaser and Strauss’ classic grounded theory - constructivist grounded 

theory (Charmaz, 2006; 2014). This methodology is consistent with the theoretical 

framework underlying the present study as it enables the in-depth analysis of key 

informant’s interpreted meanings that are constructed through their social 

interactions (Blumer, 1969). Furthermore, its philosophical underpinning 

acknowledges children as active agents in the development of their own culture 
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(Charmaz, 2006), and its flexible methodological application allows the researcher to 

more broadly consider the complex interplay between contextual and individual 

factors (Thornburg, 2017). 

 

Grounded theory 

Historical context of grounded theory. 

Before the components of grounded theory can be discussed, it is important to 

acknowledge the historical context from which this methodology originated to 

provide an understanding of its tenets, affordances, and variations (Dunne, 2011). In 

the mid- 1960s grounded theory was developed by Barney Glaser and Anslem 

Strauss during a time when quantitative research and deductive ideologies dominated 

research methods, while qualitative research could not adhere to the stringent criteria 

utilised by quantitative research (Charmaz, 2006, 2014; Dunne, 2011). During this 

time, many questioned the methodological legitimacy of qualitative research, which, 

until this point, had been considered anecdotal, biased, and impressionistic 

(Charmaz, 2006, 2014; Dunne, 2011). To address these criticisms, Glaser and Strauss 

bought together their ideological backgrounds and research methods training, to 

produce a qualitative methodology that combined both quantitative and qualitative 

traditions. This methodology was first articulated in their book titled The Discovery 

of Grounded Theory (Glaser & Strauss, 1967). Glaser who came from a positivist 

background and had been trained in empirically driven quantitative research 

methods, contributed the objective and rigorous properties, namely the constant 

comparison method, that are inherent to grounded theory (Stern, 2009). Strauss who 

came from a symbolic interactionist perspective (originating from pragmatism) and 

was trained in theory generation, contributed the approach of using individual stories 

to understand social processes (Stern, 2009). The result of this being the formation of 

a methodological process that is both deductive and inductive in its approach to 

theory generation (McGhee et al., 2007), and which has since gone on to become one 

of the most commonly used analytic techniques in qualitative research (Bryant & 

Charmaz, 2007; Case & Light, 2011; Greckhamer & Koro-Ljungberg, 2005). 

The central tenet of grounded theory is the belief that social phenomena can be 

understood through a systematic research process guided by the participant’s 

experiences; ultimately resulting in a theory that explains patterns within those 

experiences (Glaser & Strauss, 1967; Hood, 2007). Hence, despite common 
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assumptions that grounded theory is a theory within itself, it is rather a way of 

discovering theories that are grounded in the data. The theory that is produced is one 

that is inductively derived through researching and studying the social phenomena at 

hand (Strauss & Corbin, 1990). The researcher’s objective is to ‘generate’ these 

explanations of the data, from the data itself, rather than having a predetermined set 

of hypotheses or theoretical assumptions prior to commencing the study. Moreover, 

in its most extreme form, grounded theory assumes that the researcher will begin the 

research process tabula rasa (a clean slate), that is with no knowledge or 

preconceptions of the phenomena under investigation (Mills et al., 2006). There are a 

number of core elements which are essential to grounded theory (Charmaz, 2014; 

Bertero, 2012; Hallberg, 2006) which can be summarised as follows: 

 

1. The researcher’s line of inquiry is shaped by the aim to discover social and 

psychological processes. 

Founded in sociology, Glaser and Strauss (1967) originally proposed grounded 

theory for application in social and psychological research. However, due to the 

descriptive nature of grounded theory, and its capacity to generate theory, it has since 

gone on to be used in a variety of fields, including medical sociology (e.g., Charmaz, 

1990), education (e.g., Hachtmann, 2012; McKenna & Millen, 2013), nursing (e.g., 

Häggström et al., 2012; Williams, 1998), and engineering (e.g., McCall, McNair & 

Simmons, 2021). 

 

2. Data collection and analysis phases occur concurrently. 

Theoretical sampling techniques enable the researcher to sample participants 

while concurrently analysing the data and lends itself to determining data saturation.  

 

3. The analytic process employed prompts theory discovery and development, 

rather than verifications of pre-existing theories.  

Grounded theory methodologies assume an inductive or abductive approach 

whereby theory is grounded within the data itself (Charmaz, 2006; 2014). Traditional 

grounded theory methodologies demand the researcher approaches the research 

process tabula rasa, void of predetermined assumptions or hypotheses, as would 

typically be observed in a purely positivist paradigm (Mills et al., 2006).  
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4. The systematic application of grounded theory analytic methods will 

progressively lead to more abstract analytic levels (Charmaz, 1983, p. 125) 

Methods of constant comparison enable the generation of codes that move from 

the descriptive levels of coding through to the more analytical or theoretical levels. 

To achieve this, the researcher should ask analytic questions of early codes. To be 

analytic means to break up the data and see what comprises it i.e., the properties and 

conditions under which it exists (Charmaz, 2014).  

 

Different versions of grounded theory. 

The version of grounded theory discussed up until this point, is considered 

classic grounded theory, however, since its original conceptualisation, different 

versions of this have arisen based on adaptations of various scholars to suit their own 

ontologies, epistemologies, and research contexts (McCall & Edwards, 2021). 

Common versions of these are pragmatic grounded theory (Strauss & Corbin, 1990, 

1994) and constructivist grounded theory (Charmaz, 2006, 2014), both of which are 

housed in the second generation of grounded theory (Charmaz, 2014) and are 

paradigmatically different to Glaser and Strauss’ (1967) classic version. The 

paradigmatic differences between classic, pragmatic, and constructivist grounded 

theory are summarised in Table 1. Tensions among these versions and confusion 

generated by their differences, has since arisen with ongoing debate regarding 

grounded theory’s implementation and outcomes (Bryant & Charmaz, 2007; McCall 

& Edwards, 2021) and furthermore, what constitutes high-quality grounded theory 

research compared to poorly designed qualitative research studies claiming to be 

grounded theory (Baker et al., 1992; Bello, 2015; Suddaby, 2006).  

 

Table 1. 

Paradigmatic Assumptions and Characteristics of Grounded Theory (GT) 

Methodology (adapted from Groen et al., 2017). 

  

Classic GT  

(Glaser & Strauss, 

1967) 

 

 

Pragmatic GT  

(Strauss & Corbin, 

1990, 1998) 

 

Constructivist GT  

(Charmaz, 2006, 

2014) 

 

Ontology 

 

Critical realist 

 

Interpretivist 

 

Constructivist 

Epistemology Objective Pragmatic Subjective 
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Researcher role Observer Interpreter Integrated co-

constructor 

Purpose Abstract theory 

and meaning 

Abstract theory or 

to gain an in-depth 

understanding 

 

Abstract theory and 

in-depth meaning 

Implementation Promotes 

adherences to 

rigorous, 

fundamental 

processes 

Provides a set of 

tools that may be 

used, rejected, 

ignored 

 

Highlights 

flexibility within the 

process; resists 

mechanical 

application 

Outcome Generalised 

theory that 

transcends time 

and context 

Subjective theory 

dependent on time 

and context or 

descriptive non-

theory 

 

Subjective, 

descriptive theory 

dependent on time 

and context 

 

 

Constructivist grounded theory 

Historical context and philosophical underpinnings of constructivist 

grounded theory.  

Kathy Charmaz’ constructivist grounded theory (2006, 2014) forms the 

methodological approach used in the present study as it adopts more adaptive 

methods and also considers the co-construction of meaning and experience between 

participant and others, including the researcher. This version of Glaser and Strauss’ 

(1967) classic grounded theory is informed by Charmaz’ relativist ontology and 

subjective epistemology that proposes reality is individually constructed and 

therefore there are many forms of reality (McCall & Edwards, 2021; Guba & 

Lincoln, 1994). Earlier versions of grounded theory adopt a more modernist and 

objective worldview that propose meaning is discoverable. However, Charmaz’ post-

modernist worldview focuses on the constructed nature of meaning that is dependent 

upon the individual and their environment, which is emphasised by the 

methodological contingency placed on the co-construction of knowledge between the 

participant and the researcher (Charmaz, 2014; Guba & Lincoln, 1994). A student of 

Anslem Strauss, Charmaz was influenced by his symbolic interactionist perspective 

and iterative research approaches (McCall & Edwards, 2021). Subsequently, these 

components of classic grounded theory are retained in constructivist grounded 

theory, however, Charmaz’ version diverges from this through her emphasis on the 
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individual agency one has in making meaning that is associated with constructivism 

(von Glasersfeld, 1995). According to Charmaz, knowledge about reality depends on 

the context in which the individual is embedded within and is co-constructed through 

their interpretation and meaning making of their interactions with others and 

conversely how others act in different situations (Charmaz, 2014; Guba & Lincoln, 

1994). Thus, the theory generated by grounded theory research is a sophisticated 

theory that conceptualises a process, action, or interaction situated within a particular 

time and context (Charmaz, 2014). 

 

Constructivist grounded theory - A departure from classic grounded theory. 

Following the proposal of classic grounded theory by Glaser and Strauss in 

1967, constructivist grounded theory has integrated methodological advancements 

and addresses some of the criticisms of previous versions (Charmaz, 2011, 2014; 

Mills et al., 2006). This methodology adopts an abductive approach and has 

developed in recognition for the participant’s social, historical, cultural, situational, 

and interactive context, and emphasises the researcher’s subjectivity in social 

positions, thus demanding the researcher’s reflexivity about the research process 

(Charmaz, 2006; 2014). Importantly, constructivist grounded theory acknowledges 

the role of the researcher as a co-constructor of the participant’s reality and the need 

to reflect on how this might impact the research process (Charmaz, 2014; Mills et al., 

2006), which is particularly important when interviewing children who are 

impressionable, vulnerable, and eager to please (Lyon, 2014). A further 

distinguishing feature of constructivist grounded theory is its resistance to 

mechanical applications of the method (characteristic of classic grounded theory), 

rather it allows for more flexibility in the process (Mills et al., 2006). For instance, 

classic grounded theory demands the researcher approaches the study of a particular 

phenomenon completely unencumbered by some form of prior knowledge or 

assumptions of that phenomenon (Glaser & Strauss, 1967). However, Charmaz 

argues this is neither practical nor necessary. In most instances, the researcher is 

likely to have some former awareness of a particular research topic and rather this 

can be beneficial to the study (Charmaz, 2014). Therefore, contrary to other 

grounded theorists, Charmaz encourages the researcher to develop an understanding 

of the context from which the data is being derived, or the world the participant is 
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embedded within, thus enhancing the co-construction of data (Charmaz, 2006; 2014; 

Dunne, 2011). 

The grounded theory process articulated by Charmaz (2006) is detailed in 

Figure 4. In this process, the researcher should remain open-minded and possess 

reasonably broad concepts of the phenomenon under investigation (Bryant & 

Charmaz, 2007). In most instances the researcher is likely to begin the process by 

conducting a broad literature review to understand the research topic (Charmaz, 

2006; Dunne, 2011). Constructivist grounded theory uses theoretical sampling 

techniques, in a similar way to other grounded theory approaches. This enables the 

data to speak for itself, and for the researcher to follow up potential leads that might 

emerge from the data (McCall & Edwards, 2021; Tie et al., 2019). As new or novel 

concepts arise during the analysis, the researcher might choose to pursue these lines 

of inquiry by approaching individuals who are considered knowledgeable or 

experienced in these (McCall & Edwards, 2021; Tie et al., 2019). This technique also 

facilitates the process of determining when data saturation has occurred, and further 

sampling is not required (Aldiabat & Navenec, 2018; Charmaz, 2014). Here, it is 

important to distinguish between ‘the saturation of data’ and ‘the saturation of 

theoretical concepts’. In grounded theory, the notion of data saturation refers to the 

latter and, importantly, this occurs by definition or by claim by the researcher 

(Charmaz, 2014). That is, via constant comparison methods, data saturation occurs 

when there no new properties emerging during this process (Aldiabat & Navenec, 

2018; Charmaz, 2014). Notably, grounded theory acknowledges these properties are 

likely to change over time and therefore, while all dimensions have been exhausted 

for now, and the decision to stop has been made, this is subject to change over time 

(Charmaz, 2014).  

When conducting the initial coding of data, Charmaz (2014) suggests the 

researcher use a line-by-line coding process that focuses on applying gerunds, the 

doing or achieving words, to the data. Line-by-line coding is particularly effective 

for novice researchers in maintaining momentum in the coding process and is useful 

for comparing incidents (an action that leads to an outcome) simultaneously, rather 

than focusing on the most dramatic or obvious incidents within the data (Charmaz, 

2014). Charmaz (2014) also considers line-by-line coding technique as a heuristic 

device for learning about the world under investigation. Simultaneous to line-by-line 

coding, the researcher uses memoing techniques selectively on codes that are 
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significant and stand out (Charmaz, 2014; Tie et al., 2019). Memoing is an analytical 

technique for unpacking the meaning behind codes and elevating these beyond a 

simple description of the data (Charmaz, 2006, 2014; Tie et al., 2019). Similar to 

keeping a research diary reminiscent of other forms of qualitative research 

methodologies, the researcher is encouraged to draw out selectively significant codes 

and report their analytical and reflexive ‘musings’ on these (Charmaz, 2006; 2014, 

Stern, 2007; Tie et al., 2019). Like other versions of grounded theory, constant 

comparison methods (as discussed earlier), are central to constructivist grounded 

theory (McCall & Edwards, 2021; Tie et al., 2019). Following initial coding, axial 

coding of the data requires the researcher to compare the data against data (e.g., 

quotes against quotes, memos against memos, categories against categories) and thus 

elevate initial codes to the higher analytical level through asking analytic questions 

of these comparisons, such as the conditions under which these properties exist 

(Charmaz, 2006; 2014). It is through this process of constant comparisons that theory 

can be generated.  

The process of grounded theory enables the generation of subjective middle 

to lower levels of theory (small ‘t’ theories), rather than those that constitute a 

generalisable ‘grand theory’ (big ‘T’ theories) (Groen et al., 2017). There are many 

variations of what theory is, however in the context of grounded theory, it is a set of 

well-developed and systematically interrelated categories which form a framework 

for explaining a phenomenon (Strauss & Corbin, 1994). Similarly, Charmaz (2014) 

considers theory to be an abstract understanding whereby theoretical concepts are 

linked together, and their relationships are observed, or present an understanding of 

the world in a more comprehensive and theoretical way. Therefore, by using this 

methodology, the present study anticipated findings would produce a sophisticated 

explanation of the processes, actions and interactions involved that affect children’s 

psychological wellbeing when a parent is diagnosed with cancer. 
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Figure 4. The grounded theory process. Adapted from Charmaz (2006; 2014). Figure 

3 

Application of constructivist grounded theory in the present study. 

Constructivist grounded theory forms an appropriate methodology for the present 

study as it is capable of generating a theory that conceptualises how cancer patients’ 

children are affected when a parent is diagnosed with cancer. This addresses a key 

objective of this study, derived from the findings of the systematic review presented 

in chapter 2. Conclusions from this review indicated there is need for a theoretical 

model that explains the mechanisms involved which affect children’s psychological 

wellbeing when a parent is diagnosed with cancer (Alexander et al., 2019). 

Importantly, this methodology acknowledges the individual agency and free will of 

participants (including children) who are capable of constructing new meanings and 

whose individual and collective interactions ongoingly determine their environment 

(Charmaz, 2014). It also enables an-depth interpretation of how children construct 

meaning through their own social interactions and is flexible enough to be used 
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among diverse populations, including young children of various ages, where adaptive 

methodologies are necessary (Bennett, 2016; Zandt, 2017). Furthermore, it 

emphasises the co-construction of reality between the researcher and the participant 

(Charmaz, 2014). This process is necessary with children, whose varying cognitive 

capacity makes it difficult for them to comprehend and articulate their experiences 

when a parent is diagnosed with cancer (Alexander et al., 2020). Through co-

construction the researcher and the child develop a shared and mutual meaning of the 

child’s experiences, thus acknowledging the agency and expertise of the child in the 

construction of their own reality, while supporting their need to talk to adults who 

can field questions as they arise and assist with developing possible explanations 

(Gjems, 2011). 

 

Methods 

As stated at the end of Chapter Two, the research aims and objectives, and 

research questions of this study were as follows: 

 

Research aims and objectives 

The overall aim of this study was to explore how children are affected by 

their parents’ cancer diagnosis, from the perspectives of children, parents, and health 

professionals and develop an explanatory model conceptualising the underlying 

mechanisms involved which influence how children are affected by their parents’ 

cancer diagnosis. 

The specific objectives of this study were to: 

• Explore oncology health professionals’ perspectives regarding how children 

are affected by their parents’ cancer diagnosis. 

• Explore parents (including patients and partners of patients) perspectives 

regarding how their ability to support their children is affected when a parent 

is diagnosed with cancer.  

• Explore children’s perspectives of how they are affected by their parents’ 

cancer diagnosis. 

• Propose a model conceptualising the underlying mechanisms involved which 

influence how children are affected by their parents’ cancer diagnosis. 
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Research questions 

The research questions posed to achieve the research aim and objectives were: 

• How do oncology health professionals perceive patients’ children are affected 

by their parents’ cancer diagnosis? 

• How do parents (including patients and partners of patients) perceive their 

ability to support their children is affected when a parent is diagnosed with 

cancer.  

• How do children perceive they are affected by their parents’ cancer 

diagnosis? 

 

Research design 

As detailed earlier in this chapter, this study adopted an integrated theoretical 

approach combining symbolic interactionism (Blumer, 1969) and Ecological 

Systems Theory (Bronfenbrenner, 1979), which has been used in previous child 

studies (e.g., Migliaccio & Raskauskas, 2015; Thornburg 2017). This approach was 

used as it accounts for the high level of influence children’s social interactions and 

their environment have on their developmental outcomes. Informed by this 

theoretical approach, the methodology used in this study was constructivist grounded 

theory. This methodology enabled an in-depth, co-constructive exploration of 

participants’ unique insight and experiences when a parent is diagnosed with cancer, 

additional to the development of a theoretical model conceptualising the mechanisms 

underlying how children are affected by this experience. Therefore, the methods 

offered by this methodology were considered appropriate to achieve the research 

aims and objectives and answer the proposed research questions.  

 

Ethics approval and considerations 

This research study was conducted in accordance with the guidelines outlined by 

the National Health and Medical Research Council’s national statement ([NHMRC], 

2007), and the Australian Psychological Society’s code of ethics ([APS], 2007). 

Ethics approval was received from Sir Charles Gardiner Hospital’s ethics committee, 

approval number: 12102016 (see Appendix C) and reciprocal approval from Curtin 

University’s Human Research Committee. The following key ethical issues were 

considered in the development and conduction of this study: 
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1. The issue of beneficence is paramount in research, particularly when it 

involves vulnerable populations such as cancer patients and children. It was 

felt that the benefits of conducting this study outweighed the potential risks 

to participants, particularly given the paucity of empirical and clinical 

support currently available for patients’ children. Developmental 

considerations were consistently undertaken across all phases of this study 

to ensure children’s welfare was prioritised. Consultation with oncology 

health professionals and a clinical psychologist who was involved in the 

initial stages of development of this study, promoted the safeguarding of 

patients’, parents’, and children’s wellbeing. 

2. Informed voluntary consent was obtained for all participants through the 

provision of a participant information sheet and consent form prior to their 

interviews (see Appendix D). Children were also made fully aware that their 

participation was voluntary and that they may discontinue at any point 

without explanation or consequence. This was verbally explained to children 

by their parents and the researcher and outlined in a participant information 

sheet designed for children (which included other important study details), 

thus ensuring children were well informed prior to giving their verbal assent 

(see Appendix E). 

3. While participants’ identities were known to the primary researcher, as 

outlined in participant information sheets, participants’ privacy was always 

respected and protected. Furthermore, any identifying data was excluded 

from publications resulting from this study. Data is currently stored 

electronically on a secured server and in a locked file at Curtin University. 

Information will be retained for a period of 7 years (adults) and 25 years 

(children), before being destroyed. 

4. It was acknowledged that this study may evoke levels of worry and distress 

for some participants, particularly children, therefore, parents were provided 

with a list of current contactable local supports at the end of each interview 

(see Appendix F). Furthermore, if necessary and with permission from the 

participant (or parent in the case of children), the patient’s cancer nurse 

coordinator was notified, however, this measure was not needed for any of 

the participants. This study was at all times conducted with the upmost 

respect for participants and their wellbeing was the primary consideration. 
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Participants 

Key informants. 

Children are highly embedded within their family system and other systems 

that are situated in their micro- and meso-systems, meaning these systems have a 

great influence on children’s developmental outcomes (Bronfenbrenner, 2005; Malin 

et al., 2016). In the context of parental cancer, parents and health professionals have 

a profound influence on children’s ability to cope and adjust to their parents’ 

diagnosis (Dalton et al., 2019; Viser et al., 2006; Walczak et al., 2018). As such, they 

are crucial in understanding how children are affected by their parents’ diagnosis. 

Furthermore, children are rarely heard in clinical and research settings, yet there is 

increasing awareness for the unique insight children provide about their experiences 

(Bradbury-Jones et al., 2018). Therefore, the primary aim of this study was to 

explore the perspectives of key informants, which included health professionals, 

parents/patients, and their children. Three qualitative studies were conducted with 

these key informants to achieve this aim. 

 

Recruitment. 

Participants comprising health professionals (n = 15), parents/patients (n = 

11), and their children (5 to 17 years, n = 12), were initially recruited through a 

Comprehensive Cancer Centre at a metropolitan tertiary teaching hospital in Perth, 

Western Australia using purposive methods (i.e., driven by the study purpose or 

aim). Health professionals within the centre were approached via the contacts of the 

primary supervisor of this thesis and asked to advise potential participants of the 

details of this study. Fliers were also disseminated on bulletin boards situated in the 

centre and the hospital (see Appendix G). Potential participants meeting the proposed 

inclusion criteria (see Table 2) either contacted the primary researcher directly or 

were contacted (with permission) by the researcher, via email or phone. A mutually 

convenient time and location was arranged by the researcher and participant. 

Participants were advised that their involvement with the study was voluntary and 

provided with a participant information sheet and consent form prior to the interview. 

Parents were also provided the option of involving their children in the study. 

Interested children were provided a child-friendly participant information sheet 

which either they could read, or their parents could read to them before participating 

in the interview. On the day of the interview, children’s verbal assent was received 
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by the researcher additional to informed consent from parents on their children’s 

behalf. All participants were given a participant demographic sheet to complete (see 

Appendix H) before their interviews. Parents completed children’s details for them. 

Data analysis and recruitment occurred concurrently, meaning as new themes 

emerged, theoretical sampling was used to explore, verify, saturate, and expand these 

themes further by approaching participants who were considered to have knowledge 

and insight regarding novel themes (Charmaz, 2006; 2014). This process of 

recruitment, interviews, and data analysis continued until no new categories were 

emerging in the data indicating the saturation of theoretical concepts (Charmaz, 

2014).  

 

Table 2. 

Participant Inclusion Criteria  

Population Inclusion criteria 

 

HPs 

 

• Must be experienced in providing health care to 

patients with cancer who have a child or adolescent (up 

to the age of 18 years) living at home. 

 

Parents • Must be a parent diagnosed with cancer or a parent 

whose partner has been diagnosed with cancer, at any 

stage of the cancer diagnosis. 

• Must have a child living with them aged 18 years or 

below. 

 

Children • Must be living at home with a parent who has been 

diagnosed with cancer. 

• Must be 18 years and under. 

 

 

Interviews 

Semi-structured, in-depth interviews were conducted with health 

professionals, parents, and children between April 2017 and June 2018. According to 

Charmaz (2014), pre-planned interview guides with open-ended questions enable the 

interviewer to focus on and be responsive to what the participant is saying, additional 

to promoting the participant’s capacity to provide a rich and detailed description of 

their experiences. Interview guides focused on exploring key informants’ 

perspectives regarding how children affected by their parents’ cancer diagnosis and 
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participants’ unique experiences. Development of the interview schedules (see 

Appendix I) were guided by the research questions, a general literature review (see 

Chapter One), and findings from the systematic review (see Chapter Two).  

  

Children’s activity. 

A novel approach was developed to assist children’s interviews to aid with 

rapport and facilitate their capacity to articulate their responses to questions. This 

approach was informed by arts, drawing, and projective techniques used in 

participatory research to assess children’s wellbeing (Stewart-Tufescu et al., 2019) 

and distress among vulnerable children, including those who are victims of sexual 

abuse (Cohen-Liebman et al.; Katz & Hershkowitz, 2009, Veltman & Browne, 2002) 

and war (Green & Denov, 2019; Miles, 2000). Furthermore, these techniques are 

appropriate and effective among children from different cultural backgrounds (Yang 

& Park, 2017). In this approach, children were provided with a collection of 

distractive age-appropriate toys to alleviate their sense of direct conversation which 

can be uncomfortable for children (Landreth, 2002; 2012). They were asked to draw 

a self-portrait alongside the researcher, during which the researcher asked questions 

about the child’s parent’s cancer diagnosis in addition to any worries and concerns 

they might have. These worries and concerns were written down on coloured post-it 

notes, and children were asked to position the post-it notes on their self-portrait 

relative to the level of worry they felt. The closer in proximity to the child’s self-

portrait, the more worry elicited by that concern. Please see Figure 5 for an example 

of a child’s drawing featuring their reported worries and concerns. “My dogs dying”, 

“people I care about dying” and “or animals [dying]” are the primary worries and 

concerns expressed by this child. 
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Figure 5: Child’s self-portrait and relative worries (Kayla (pseudonym); female: 10.5 

years) Figure 4 

 

Procedure 

Individual interviews with health professionals occurred either in person at 

their place of work or via a scheduled telephone call. Interviews with parents were 

conducted in the participant’s home, the University, temporary accommodation, 

place of work, or the tertiary hospital. Children were interviewed at the same location 

as parents, however, these interviews occurred separately to parents and parents were 

not present in the room at the time of the interview. As detailed earlier, informed 

consent was obtained from participants additional to verbal assent from children. At 

the end of each interview, all participants were provided the opportunity to add 

further comments, ask questions, and given a $15 gift voucher to reimburse them for 

their time. Parents were also provided with a list of current local contactable supports 

for children and thanked for their time. Observational notes and journaling 

immediately following interviews were used to record notable details regarding 

context and behaviours. Participant codes were used for health professionals’ and 

parents’ names and pseudonyms were used for children’s names, to ensure 

confidentiality and anonymity.  
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Data analysis 

To ensure the analysis was conducted rigorously, guidelines and criteria 

outlined by Pope and Mays (Mays & Pope, 2000; Pope & Mays 2006) and Braun and 

Clarke (Braun & Clarke, 2006) were followed, including creating an audit trail of the 

methods and data analysis used and providing transparent and accurate reports of the 

research studies and findings. The Consolidated Criteria for Reporting Qualitative 

research guidelines ([COREQ] Tong, Sainsbury, & Craig, 2007) were also adhered 

to, to further promote study and reporting rigor. Interviews were digitally recorded 

(with consent) and transcribed verbatim. One child asked not to be recorded and this 

was respected. A detailed summary of this interview was documented immediately 

following completion of their interview and used in the analysis process. A 

confidentiality agreement was obtained from the transcription service used, to protect 

participant’s privacy. Transcribed interviews were analysed using methods of 

constructivist grounded theory (Charmaz, 2006; 2014). Transcribed interviews were 

read through multiple times by the primary researcher, to establish familiarity with 

the data. Initial line-by-line coding of the first five transcripts for health 

professionals, parents, and children was conducted focusing on gerunds (actions and 

processes) to identify codes. Following this, data and codes were then transferred 

into Microsoft Excel to index the data into manageable chunks and develop 

preliminary themes. Transcripts were reviewed and discussed by the supervisory 

team and researcher, following an iterative process, so that themes could be refined. 

Agreed upon themes and the data were then transferred into NVivo12 where the 

remaining transcripts were coded. During this process, the researcher remained open 

to identifying further themes. Memoing techniques were also used to support themes 

in moving from the descriptive to the analytical level (Charmaz, 2014; Glaser, 

Strauss, & Strutzel, 1968).  

 

Reflexivity. 

Reflexivity in qualitative research is important for promoting rigor as it 

allows the researcher to scrutinise how their assumptions and values influence 

research outcomes (Alley et al., 2015). This is important for studies adopting 

constructivist grounded theory methods because central to this methodological 

process is the researcher’s role as a co-constructor of the participant’s responses 

(Charmaz, 2006; 2014). That is, the underlying motivations and experiences of the 
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researcher are recognised to impact the participant’s reality, and as such it important 

the researcher reflects on how this influences the research process (Charmaz, 2014; 

Mills et al., 2006). 

 

The Researcher 

In 2003 my younger sister, Zoe, was diagnosed with Acute Myeloid 

Leukemia (AML), an aggressive form of childhood leukemia that affects the blood 

and bone marrow. She was 14 years old at the time of her diagnosis and I, aged 17 

years and having just graduated high school, had recently relocated from our regional 

hometown of Geraldton to Perth, the state capital which is approximately 5 hours 

driving distance away. I can still recall the phone call from my mum to advise she 

and my sister would be flying to Perth via the Royal Flying Doctor Service, as Zoe 

was unwell, and our family general practitioner had requested she undergo further 

testing. As there had been no obvious warning signs or presenting symptoms alluding 

to something more serious, the intensity of what was happening was bewildering.  

I could sense the gravity of the situation, but with little information to go on, I 

could do nothing but wait anxiously for my mum and sister to arrive in Perth, and not 

let my thoughts escalate. The next few days were a whirlwind of testing, fear, and 

uncertainty. The word “cancer” was being mentioned in hushed tones, which only 

exacerbated my imagination. Cancer was a death sentence, right? Eventually, Zoe 

was diagnosed with AML and her year-long fight against cancer commenced, as did 

our family’s struggles to continue with the realities and responsibilities of everyday 

living, while supporting a child with a cancer diagnosis. My mum was required to 

stop work and relocate to Perth to be with Zoe, who was placed in isolation at the 

children’s hospital for much of her treatment, while my dad stayed in Geraldton to 

continue working to support our family. I frequented between the two locations, to be 

with my mum and sister, to maintain my own work and income, and to take care of 

our family home and support my dad whose work was quite physically and mentally 

taxing. Though my recollection of the details from that year are fading, the ongoing 

emotional, psychological, and physiological turmoil I experienced, remains with me 

every day.  

When my sister died just before Christmas and her 16th birthday, I was 

broken. Not only because I had lost her, but the events of the past year had been 

debilitating. Witnessing her drawn out suffering, spending anxious days and nights 
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by her hospital bedside, driving back and forth between Geraldton and Perth, and 

then waiting day by day for her death, took its toll on all of us. Our family was 

broken and would remain so for years to come. The ongoing guilt I still feel for the 

relief I felt when she died, and for the things I should have done differently ‘if I’d 

just known more’, continues to haunt me. I could never understand how someone so 

young could endure something so devastating, including the realisation of their own 

mortality.  

The limited psychological help and communication my sister received to 

reconcile this knowledge and awareness of her fate, is still difficult for me to 

comprehend. Furthermore, the heartbreak and mental trauma she endured being 

separated from friends and family for a year, locked away in a clinical isolation 

room, and with little psychosocial support, adds to the sadness and guilt I feel. I wish 

I had understood and known more so that I could have alleviated some of her pain 

and distress. Perhaps I too would have benefitted from more intervention at various 

times during her diagnosis. As such, this life changing event has led me to study 

psychology and my current research pursuit. I recognised immense gaps in the extent 

to which hospital and healthcare systems provide psychosocial support for children 

with cancer, and children generally, and I now want to be part of developing that 

support.  
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CHAPTER 4 

 

Study 2: The perceived effect 

of parental cancer on children 

still living at home: According 

to oncology health 

professionals4 

 

 

 

Chapter Overview 

 

This chapter consists of the first qualitative study proposed in this thesis. The 

purpose of this study was to explore health professionals’ perceptions regarding how 

children are affected by their parents’ cancer diagnosis. This was achieved by using 

methods of constructivist grounded theory and semi-structured interviews. This study 

has been published as a peer reviewed article, titled ‘The perceived effect of parental 

cancer on children still living at home: According to oncology health professionals’, 

in the European Journal of Cancer Care, a multidisciplinary journal for promoting 

comprehensive cancer care provision. The article reports on the detailed analysis of 

responses from 15 health professionals working in oncology. Findings from this 

article can be used to address current limitations observed in parental cancer research 

regarding the experiences and insight afforded by health professionals concerning 

how cancer patients’ children are affected by their parents’ diagnosis. Furthermore, 

findings may inform oncological clinical and healthcare practices to ensure cancer 

patients’ children are appropriately supported.  

 

What this study adds to the literature: 

• Systemic and clinical barriers mean children are not being detected by health 

professionals and consequently they are not receiving the timely support they 

 
4 This chapter has been published in the European Journal of Cancer Care and can be found online here. 

https://onlinelibrary.wiley.com/doi/full/10.1111/ecc.13321?casa_token=QldpfMDhgyYAAAAA%3AhpktbDr7Z3c8yZj1J1ilrC0ybkA6f0tylDQz18lFAJSjzipcY0nJw_wMobKlBDnbbywWHjblw9BY-A
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require to promote their coping and adjustment to their parents’ cancer 

diagnosis. 

• Psychosocial and sociodemographic factors render some children more at risk 

of going undetected and unsupported, however, little is known about these 

factors. 

• Health professionals do not feel they are adequately trained or experienced to 

know how to support patients’ children and therefore are unlikely to approach 

children or raise the topic of children with patients. 

 

Clinical recommendations from this study include: 

• There is need for a standardised, ongoing, comprehensive screening process 

and referral pathways to be implemented as a part of routine care, to detect 

patients’ children and ensure they are engaged with the appropriate support 

services and resources. 

• Development of health professionals’ communication skills with parents and 

children and improved developmental knowledge of children, is required to 

improve health professionals’ confidence and likeliness to support patients’ 

children.  

• Health professionals would benefit from improved awareness and knowledge 

for supporting the needs of diverse populations, including those from 

different cultural and religious backgrounds. 
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CHAPTER 5 Study 3: Supporting parents 

with cancer: Practical factors 

which challenge nurturing 

care5 

 

 

 

Chapter Overview 

 

This chapter consists of the second qualitative study proposed in this thesis. 

The purpose of this study was to explore how children are affected when a parent is 

diagnosed with cancer from the perspectives of parents. This was achieved by using 

methods of constructivist grounded theory and semi-structured interviews. The study 

reports on the detailed analysis of responses from 11 parents (including patients and 

partners of patients). Findings from this study can be used to address current 

limitations observed in parental cancer research regarding the support needs of 

parents when a parent is diagnosed with cancer, thus enabling parents to tend to their 

children’s physical and psychosocial needs. Furthermore, findings may inform the 

comprehensive and holistic psycho-oncological care of patients in clinical and 

healthcare systems by ensuring their children’s needs are also being met.  

 

What this study adds to the literature: 

 

• Parents are overwhelmed by the practical aspects associated with the cancer 

diagnosis, which challenges their capacity to provide timely and ongoing 

support to their children. 

• Diagnosis is a particularly crucial time where parents require practical 

support as there is much occurring at this time.  

 
5 This chapter has been prepared for submission to the Journal of Psychosocial Oncology. 
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• The family’s psychosocial characteristics, such as being regionally or rurally 

located, issue unique challenges for some families. 

• The dissemination of medical and healthcare information overwhelms and 

confuses parents, making it difficult for them to make informed decisions and 

appropriately communicate with their children about the diagnosis 

 

Clinical recommendations from this study include: 

• Improving health professionals’ awareness and knowledge of the unique 

challenges which encumber patients who are also parents of young dependent 

children. 

• Addressing systemic issues within hospital and clinical settings and 

integrating clinical and community care to support parents with navigating 

the practical challenges associated with a cancer diagnosis. For example, a 

family support worker or social worker who can lessen the burden on parents 

by assisting them with these challenges (e.g., maintaining children’s school 

and education), from diagnosis onwards. 

• Providing education and support for health professionals to ensure the 

diagnosis and other medical and healthcare information is more appropriately 

and effectively disseminated to parents.  
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Abstract 

Introduction: Cancer patients’ children are vulnerable to psychosocial and 

behavioural issues. Parents commonly report concern for supporting children and 

their need for health professional assistance. This study aimed to explore how 

parents’ ability to support children is affected when a parent is diagnosed with 

cancer.   

 

Methods: Informed by methods of grounded theory and embedded within a social 

constructivist framework, 11 patients and spouses were interviewed using a semi-

structured format. Responses were analysed using methods of constant comparison.  

 

Results: Practical challenges overwhelm parents and impacts their capacity to 

support children. Four overarching themes were identified: i) Adjusting to the cancer 

diagnosis; ii) Keeping life going; iii) Supporting the patient’s physical and cognitive 

changes; and iv) Balancing parenting workloads and identities.  

 

Conclusions: Early and tailorable intervention that addresses these practical 

challenges may promote parent’s ability to support their children, improve parent’s 

and children’s psychological wellbeing and coping, and mitigate children’s 

maladjustment.  
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Introduction 

The five-year survival rates among Australian patients aged 25 to 49 years 

are rising (AIHW, 2019), meaning patients and families are living longer with the 

impact of a cancer diagnosis (Werner-Lin & Biank, 2009). For these adults, 

parenting forms a primary component of their identity and is often overlooked by 

their multidisciplinary oncological team (Muriel et al., 2012). While there is 

currently no national population data regarding the prevalence and characteristics of 

children living with parental cancer, a longitudinal study conducted in Western 

Australia (WA) reported that 0.28% of children experienced a parent’s cancer 

diagnosis in 2015 (Martini et al., 2019). 

A cancer diagnosis presents a chronic and pervasive stressor, and families 

experience conflict within roles and responsibilities, difficulty accessing social and 

support networks, and financial burden (Buchbinder et al., 2009). These factors are 

exacerbated by the emotional, physical, and cognitive impact the disease and 

treatment have on the patient (Greening, 1992; Manne et al., 2007). Children must 

also endeavour to cope with their parent’s cancer diagnosis while remaining on track 

developmentally (Huizinga et al., 2011), with evidence indicating they are vulnerable 

to various psychosocial, emotional, and behavioural problems, including symptoms 

of Post-Traumatic Stress Disorder, anxiety, and depression (Foran-Tuller et al., 2012; 

Walczak et al., 2018).  

It appears there are few resources to effectively support patients and their 

children and to mitigate the potential for long term adverse outcomes. Current 

approaches to healthcare recognise the need for optimal levels of psycho-oncological 

care for patients and their families, which includes children (Porter-Steele et al., 

2017). However, patients’ children remain invisible in clinical systems and to 

healthcare professionals (HPs) (Alexander et al., 2020). Recent reviews indicate 

current interventions are generally of poor methodological quality and limited 

effectiveness (Alexander et al., 2019; Ohan et al., 2020). Despite parents’ reported 

distress regarding their children’s wellbeing and desire for input from HPs (Dencker 

et al., 2019; Golsäter et al., 2019), there are barriers (e.g., limited time and 

experience) that challenge or discourage HPs from engaging with patients about their 

children or make it difficult for HPs to access or approach patients’ children 

(Alexander et al., 2020; Dencker et al., 2017; Tafjord, 2021). 
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Extant literature indicates parents often feel too distressed, symptomatic, or 

pressured and this is likely to affect their capacity to support their children (Park et 

al., 2016b; Rauch & Muriel, 2004). Parents’ concerns regarding parenting are present 

from the onset of diagnosis, and parents reporting higher levels of concern are likely 

to experience greater psychological distress (Muriel et al., 2012). Parents are offered 

little help to support their children, which can exacerbate levels of stress and impact 

the parent-child relationship (Babore et al., 2019). Parents are uncertain regarding 

how to talk to and support their children and evidence suggests parents often 

underestimate their children's need for information (Helseth & Ulfsæt, 2005; Semple 

& McCance, 2010). Yet, relationship and communication quality within families is 

important for preventing adverse longer-term consequences among children (Howell 

et al., 2016). 

Aim 

 When a parent has cancer, children prefer to seek support from their parents, 

and HPs find it difficult to intervene and engage with children. However, parents’ 

capacity to provide children with this support is challenged and parents report 

heightened levels of distress related to this. This study aimed to explore how parents’ 

ability to support their children is affected when a parent is diagnosed with cancer.  

 

Methods 

Design  

This qualitative study was informed by principles of grounded theory 

positioned within a social constructivist framework (Charmaz, 2014), which 

emphasises each individual’s constructed meaning of the world and unique 

experiences. This method is appropriate given the complexity of the research topic; 

rather than a simple description of events it gives voice to the participant and yields 

an interpretive rendering of their experiences.   

Hospital and University ethics approval was received for this study in the 

approval of a broader study which explored children’s experiences of a parent’s 

cancer diagnosis and involved interviews with HPs, parents, and children. This 

article focuses on parents’ perspectives.  
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Participant recruitment  

Purposive and theoretical sampling techniques were used to enable 

concurrent participant recruitment and data analysis. Participants were recruited 

through a tertiary teaching hospital in metropolitan Perth, Western Australia (WA). 

Nurses within the hospital were approached via one of the researchers’ pre-existing 

networks and asked to advise potential participants of the prospective study. Fliers 

advising study details and purpose were posted on hospital bulletin boards. Inclusion 

criteria stipulated the person be a parent with a cancer diagnosis or a parent whose 

partner has been diagnosed with cancer and have a child living with them aged 18 

years or below. Interested participants contacted the primary researcher. An 

appropriate time and location for the interview was arranged. As new themes 

emerged, theoretical sampling was used to explore these further, by approaching 

participants considered to have insight regarding novel themes.  

 

Interviews 

Semi-structured interviews were used (Charmaz, 2014), which allowed the 

interviewer to maintain topic consistency while also promoting the pursuance of 

alternative lines of enquiry. It also enabled participants to focus on their own 

unrestricted perspectives. The interview schedule (Table 1) was guided by the 

research question, a general literature review, and findings from a systematic review 

(Alexander et al., 2019). Interview questions focused on exploring how parents 

perceived their children were affected by their parent’s cancer diagnosis.  

 

Table 1. Table 3 

Topic Guide for Qualitative Interviews 

Number Question Prompts 

 

1 

 

Can you tell me a bit about who is in your 

family? 

 

Such as who is in your 

family? Do you have any 

pets? 

 

2 What activities do you and your family 

enjoy doing together? 

 

 

3 Has any of this changed since your/your 

partner’s diagnosis? 

 

 

4 Tell me about your cancer diagnosis  
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5 What are the key challenges you have 

faced since your/your partner’s diagnosis? 

 

 

6 Do you feel okay talking to your children 

about your/your partner’s cancer and any 

changes? 

 

[If not] Okay, why is 

that? 

How have you talked to 

your children?  

7 How do you think your child/ren has/have 

been affected by your/your partner’s 

cancer? How do you feel your child/ren 

has/have coped with your/your partner’s 

cancer diagnosis? 

 

 

8 Have you noticed any other changes in 

your child’s/children’s behavior? 

 

 

9 What, if any, worries or concerns do you 

have for your child/ren and their coping 

with your/your partner’s cancer? 

 

 

10 Do you feel confident and comfortable 

with supporting and assisting your 

child/ren to cope with your/your partner’s 

cancer, and any problems or issues that 

might arise? 

 

What support have you 

had? 

 

11 Is there anything that might make you feel 

more comfortable to do this? 

 

 

12 What are the main challenges you face 

with supporting your child(ren)?  

 

Is there anything else you 

would like to say? 

 

Data collection 

Individual interviews took place in participants’ homes (n = 4), University (n 

= 3), temporary accommodation (n = 2), place of work (n = 1), or hospital (n = 1). 

Participants were provided participant information sheets and informed consent was 

gained prior to the interview. This time was also used to establish a rapport with 

participants prior to commencing interviews. The average duration for interviews 

was approximately 46 minutes (M = 45.88 (±10.05), range: 27.36 – 73.14). 

Observational notes and journaling were used to record context and 

behaviours, and for future reference. Theoretical sampling techniques enabled data 

saturation to be determined when there were no new themes emerging in the 
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collected data (Aldiabat & Le Navenec, 2018). It was also decided at this point that 

no repeat interviews would be necessary. 

 

Data analysis 

Interviews were digitally recorded and transcribed verbatim. Collected data 

were analysed using methods of constant comparison (Charmaz, 2006) to identify 

themes. Guidelines and criteria outlined by Pope and Mays (2006) and Braun and 

Clarke (2006) were also followed to ensure analysis rigor. Familiarity with the data 

was established by the first author through several readings of transcripts. Initial line 

by line coding of the first five transcripts focusing on gerunds, was used to develop 

codes (Charmaz, 2006) which were then transferred into Microsoft Excel to index the 

data into manageable chunks and elevate these to form the basis of preliminary 

themes. Transcripts were also reviewed by the research team and themes were 

discussed and refined in an iterative process. Agreed upon themes were then 

transferred to NVivo 12 where the remaining transcripts were coded, while 

remaining open to identifying further themes. Memoing techniques were also 

employed to support themes to be moved from the descriptive to the analytical level 

(Charmaz, 2014; Glaser, Strauss, & Strutzel, 1968). Consolidated criteria for 

reporting qualitative research (COREQ) guidelines (Tong, Sainsbury, & Craig, 2007) 

were adhered to further promote study and reporting rigor. 

 

Findings 

All 11 patients and spouses of patients (herein collectively referred to as 

parents) who contacted the researcher, completed their interviews between April 

2017 and June 2018. Participants’ mean age was 39.7 (±7.44) years, with 90% (n = 

10) of all parent participants being female (Table 2). 45% of participants were 

parents without a cancer diagnosis (n = 5).  
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Table 2. Table 4 

Demographics 

Parents Number of participants n = 11 

 

Age  

 

 

Range 

Mean age (SD) 

 

 

28 – 52 years 

39.7 (±7.44) years 

Gender Female  

Male 

 

91%* or n = 10 

9%* or n = 1 

Health status Patient 5 

 Partner 

 

6 

Marital status Married 9 

 Separated / Divorced 1 

 Widowed 

 

1 

Number of children** 1 child 4 

 2 children 4 

 3 children 

 

2 

Age range of children** 

 

 1 to 15 years 

Cancer type (primary)**  Bowel cancer 2 

 Brain  1 

 Breast 1 

 Burkitts lymphoma 1 

 Lymphoma 1 

 Melanoma 1 

 Non-Hodgkin's Lymphoma B 

cell 

1 

 Lung  1 

 Oral 

 

1 

Stage** (at time of 

interview) 

II 3 

 III 1 

 IV 3 

 Not reported / remission / 

deceased 

 

3 

Ethnicity Australian 82% or n = 9 

 Indonesian 9% or n = 1 

 Malaysian 

 

9% or n = 1 

Education Postgraduate 4 

 Tertiary 5 

 Other  

 

2 

*Rounded to nearest whole % 

** One family was represented by two parents, therefore the responses to these questions 

were adjusted to account for overrepresentation  
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Practical challenges  

Following a parent’s cancer diagnosis appears to be a crucial time where 

there is much upheaval and parents experience many practical challenges that 

overwhelm them and affect their parenting roles and capacity to support to their 

children. Four themes were identified: I) Adjusting to the cancer diagnosis, II) 

Keeping life going, II) Supporting patients’ physical and cognitive changes and, IV) 

Changing workloads and responsibilities. 

 

Adjusting to the cancer diagnosis 

For most parents, receiving their cancer diagnosis was shocking and 

unexpected and they felt overwhelmed.  

“They thought it was an ovarian cyst. When they opened up they realised it was 

cancer that had spread from the bowel. So, they removed part of my bowel, my right 

ovary, and some lymph nodes.  When I came to, they told me the news and I was 

pretty shocked” (Parent 9). 

There was much that happened at the time of diagnosis, including the dissemination 

of large amounts of information. Parents felt overwhelmed through needing to take in 

this information and then make imminent informed, life changing decisions. 

“The information comes so fast and quick; you’re making ‘informed decisions’… 

how can you make ‘informed decisions’ when information comes in that thick and 

fast and in things that we know nothing about”. (Parent 2). 

"We’re sitting there and we’re having to decide on the spot whether or not he’s 

going to have further treatment”. (Parent 7). 

Navigating the hospital and health care systems was also challenging, time 

consuming, and demoralising. 

“If you have to phone to change an appointment, you don’t go to a receptionist. You 

go to some third party who may or may not be able to change an appointment or 

answer a question, so it’s absolutely hopeless whatever that system is, so we don’t 

even bother” (Parent 1) 

Factors such as the family’s dynamics and sociodemographics exacerbated the level 

of overwhelmingness parents experienced. For example, some families lived in 

regional and rural areas of WA, however, could only receive cancer treatment and 

support in one metropolitan area (Perth), therefore requiring their immediate 

relocation.  
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“I rang the Leukaemia Foundation; started packing the house. I changed the kids’ 

school; I got all that done within that week because the next week we had to be in 

Perth.” (Parent5). 

The uncertain nature of the cancer diagnosis further challenged parents’ ability to 

plan for their family’s future and promote stability.  

“There’s always something that comes up. We’ve tried to plan for the best, expect 

the worst.” (Parent 3) 

Moreover, the ongoing and chronic nature of a cancer diagnosis left parents feeling 

mentally and physically exhausted. 

 “It could be a year. It could be 20 years. We’re not even thinking about that, we just 

keep going.” (Parent 1) 

 

Keeping life going 

A significant challenge perceived by most parents was how to integrate the 

cancer diagnosis into the context of the family dynamics. Everyday life and 

responsibilities still needed to be navigated while also dealing with the diagnosis and 

treatment. 

“Mostly we get on with life. We’ve got school tomorrow. We’ve got to make 

sandwiches…” (Parent 9) 

 Maintaining their children’s school engagement and academic performance was 

challenging. Though, parents who communicated their cancer diagnosis to the 

schools, generally reported their school was supportive and accommodating. 

 “The high school was good with [child]. They had psychologists she could talk to.” 

(Parent 4) 

Also, while parents would have liked their children to continue their sports, hobbies, 

and other social activities, these often were restricted due to diagnosis and treatment 

demands. 

“We had them enrolled in gymnastics and basketball… everything was just a bit full 

on when I got sick… we decided to strip back all the things we were doing with the 

kids” (Parent 3). 

Financially, parents had to make decisions regarding lifestyle and future, to 

accommodate the loss of household income and treatment costs. Despite the 

demands of the disease and treatment, patients often had to continue to work, or one 

parent bore the sole financial burden in addition to caregiving. 
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“I was in hysterics because financially the only position that we could manage was if 

[patient] was down here [Perth] by himself.” (Parent 5). 

“I [patient] needed to continue working, we had to prioritise what we could and 

couldn’t do.” (Parent 1). 

 

Supporting the patient’s physical and cognitive changes 

Supporting the ongoing and often unanticipated physical and cognitive 

changes, and other side effects that occurred due to the disease and treatment, was 

generally taxing for both parents. 

“While he’s neutropenic you can eat an apple, but you’ve got to wash your hands; 

wash your face before you kiss or hug dad; you’ve just got to be really conscious. 

Lots of extra handwashing. We have good hygiene, but I’m just seeing bugs 

everywhere. It’s cleaning constantly.” (Parent 2). 

This particularly impacted families of out-patients where their clinical and support 

needs were attended to by the other (healthy) parent. 

“Just being really aware of [healthy parent] and how much he’s going to have to 

take on.” (Parent 7).  

Parents also found it difficult to balance children’s exposure to these changes. 

“We’ve tried to avoid having her there [hospital]. She’ll come to an MRI because 

that’s an easy scan. Things where there’s not likely to be anything awful she’ll see. 

When he’s in hospital, we don’t take her in. We also don’t want her to hear 

something that she takes the wrong way. We want to filter what she hears through us 

first.” (Parent 1). 

The patient’s response to treatment was often unpredictable, so changes were 

commonly made to treatment plans. This challenged parents’ capacity to prepare 

themselves and their children while maintaining stability and continuity. Also, the 

patient’s hospitalisation (sometimes unanticipated) had a significant impact on the 

family. 

“He [patient] got very sick and ended up in the high intensity unit because they had 

to call a code blue, which was probably a bit of a shock seeing dad so sick in 

hospital, and for [child] - that was probably the hardest week for him. It was 

stressful for all of us; me trying to still work, going into hospital every night” (Parent 

4). 
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Balancing parenting workloads and identities  

 Generally, the patient’s decline in health and wellbeing led to an increased 

workload and changed responsibilities for the other parent.  

“She’s [wife] taken a lot of the load of stuff that I would have dealt with before. She 

deals with most of the financial stuff now; just trying to not get me stressed out so I 

can concentrate on getting better” (Parent 4). 

There was often much upheaval to the healthy parents’ attention and responsibilities. 

They felt forced to choose between being a parent to their children or being the 

patient’s advocate and assisting them with navigating their treatment decisions and 

the healthcare system, while providing the emotional and physical support they 

required. 

“To manage the illness - I felt I was put in the position of having to choose between 

parenting and supporting (patient) through to the end of his life.” (Parent 10). 

Alternatively, the patient often felt divided between prioritising their health, the impact 

of the disease and the demands of treatment, with their responsibilities of being a good 

parent and partner. 

“I still don’t think they [children] understand how tired and sick I am. Sometimes it 

gets overwhelming. They get quite demanding… so trying to explain to them but 

trying not to make them feel like I’m getting cross at them.” (Parent 1). 

This act of balancing parenting workloads and identities was evident long after 

remission. For example, often there were profound psychological, mental, and 

physical impacts of the cancer diagnosis and treatment which continued to affect the 

cancer survivor.  

“The children pick up on my stress. They certainly pick up on his stress. My five-

year-old was wetting the bed and the more [patient] got sleep deprived because he 

was getting up in the middle of the night changing sheets, the less tolerant of it he 

became and that becomes like a negative cycle.” (Parent 9). 

 

Discussion 

When a parent is diagnosed with cancer, practical challenges identified made 

it difficult for parents to support their children, which contributed to feelings of 

worry and distress regarding how their children were coping. The period following 

diagnosis was a crucial time where parents felt they required better support, 
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particularly with practical aspects of receiving a cancer diagnosis and what happens 

next. Extant literature focusses on parents’ need for help supporting children’s 

emotional and psychological needs, such as adequate communication and 

information provision for children (Walczak et al., 2018). Our findings suggest the 

practical challenges identified in this study are equally as concerning for parents, as 

they impact parents’ capacity to provide nurturing care for children. These practical 

challenges may also contribute to issues reported in previous studies, which highlight 

parent difficulties to accurately discern children’s needs (Helseth & Ulfsæt, 2005; 

Lewis et al., 2015; Semple & McCance, 2010; Visser et al., 2007), and providing 

timely and ongoing discussion necessary to promote children’s coping (Ellis et al., 

2017). Therefore, prioritising support and resources for the practical challenges 

parents face at the time of disgnosis appears neccessary to mitigate parent distress 

and position them to address their children’s needs.  

At the time of diagnosis parents reported their state of shock and confusion, 

yet this was also a time when many things were happening, including the 

dissemination of a significant amount of medical/health information which was 

difficult for most (including those with good health literacy) to understand. 

Navigating this information occupied much of parents’ time and was mentally 

taxing, rendering parents less able to be responsive to children’s physical and 

emotional needs, or as previous research has reported, misinterpret children’s needs 

and adjustment (Lewis et al., 2006, 2015). The pressure on parents to make 

immediate, life changing decisions that yielded significant consequences for their 

family and the patient’s treatment outcomes, further challenged their capacity to 

support children’s needs. Hence, parents felt left behind at this point. While extant 

literature shows that time of diagnosis is crucial and distressing for parents (Ghofrani 

et al., 2019; Moore & Rauch, 2006), this remains an unaddressed gap in research and 

clinical practice.  

Maintaining children’s daily living and basic needs, including ensuring an 

adequate diet, presented further challenges and distress for parents following 

diagnosis or during treatment. Often children’s schooling, sporting, and social 

activities were compromised due to the time and financial demands imposed on 

overwhelmed parents. Literature also shows parents experience difficulty ensuring 

their children’s basic and higher order needs (e.g., food, safety, psychosocial 

support) and there is significant disruption in family daily living routines which can 
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have detrimental effects on children’s wellbeing (Ghofrani et al., 2019; Sigal et al., 

2003). For some parents in this study, daily struggles were exacerbated by 

sociodemographic factors, such as living in regional and rural areas of WA, where 

relocation and/or extensive travel to receive treatment and support presented further 

barriers. This is consistent with regional and rural health research that evidences 

greater disadvantage and poorer health outcomes for families living outside 

metropolitan areas (Australian Bureau of Statistics [ABS], 2016; Australian Institute 

of Health and Wellbeing [AIHW], 2019). Improving parents’ capacity to support 

children’s needs and continuity of daily routines would likely mitigate parent distress 

and promote parent’s and children’s wellbeing. This might be in the form of 

providing parents with or directing them to existing community and clinical 

resources, such as a family support worker, who could assist parents with the 

practical challenges associated with the cancer diagnosis.  

Physical and cognitive changes in patients due to the disease and treatment, 

was often confronting and unavoidable for children, particularly those whose parent 

was an out-patient and children were constantly exposed to this. Parents wanted to 

protect their children while balancing their needs for adequate information provision. 

Being an out-patient also made it increasingly difficult for patients to have time away 

from child related demands and balance their priorities of getting well and being a 

good parent. Children also reported their need for time away from the cancer 

diagnosis. While informal interventions such as Children’s Lives Include Moments of 

Bravery (CLIMB) (Shallcross et al., 2016) and The On Belay Program, (Tucker et 

al., 2013) have considered this and proved effective at a qualitative level, they are yet 

to be evaluated with greater methodological rigor (Alexander et al., 2019; Ohan et 

al., 2020). The chronic and unpredictable nature of cancer also makes it difficult for 

parents to foster stability and continuity for children, to appropriately prepare them 

for possible changes, and to make unrevised plans. Despite evidence for the 

detrimental impact uncertainty yields on children (Gazendam-Donofrio et al., 2009), 

and the challenges associated with being an out-patient (Ernst et al., 2013) there 

seem few recommendations regarding how these challenges might be mitigated. 

Protecting children from constant exposure to the effects of a cancer diagnosis and 

fostering separation for both parents and children, is a much needed area of support 

and intervention.  
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Parents often struggled with balancing their multiple roles and identities, 

which is commonly reported in the literature (Dencker et al., 2019; Northouse et al., 

2012; Piil et al., 2015). For patients, the impact of the disease and treatment often 

diminished their capacity to be both mentally and physically available, and their 

focus oscillated between being a parent and being a patient. This led to increased 

workloads and responsibilities for partners, who were also advocates for patients’ 

needs. Partners were torn between needing to provide emotional support and physical 

care for patients, while also supporting themselves and children. The detrimental 

impact role confusion and balancing workloads and responsibilities has on parents’ 

wellbeing and the parent-child relationship, have been reported in previous studies 

(Elmberger et al., 2008; Golsäter et al., 2019; Götze et al., 2017; Muriel, 2012). 

Parents who experience more parenting concerns are also likely to experience greater 

psychological distress (Kim et al., 2006). Yet, children’s health and functioning are 

linked to parents welbeing, hence children are likely to suffer alongside parents (Park 

et al., 2016a; Rauch & Muriel, 2004). There is evidence to suggest psychosocial 

factors such as social support, relationship satisfaction, and employment might have 

mitigating effects on parents’ psychological distress (Götze et al.). Therefore, 

interventions or support aimed at improving these psychosocial factors among 

parents, may be considered. 

 

Limitations 

These findings must be interpreted within the limitations of this study. There 

was a gender bias toward mothers, which is common in parental cancer literature 

(Tavares et al., 2018). It is possible fathers may have yielded different perspectives, 

and future studies should consider exploring their perspectives. Participants were 

recruited through opt in methods and predominantly through cancer support services 

and centres, which likely produced a sample of participants with a higher level of 

psychological awareness about their situation and are more considered about their 

children’s needs. Again, this factor is reported in similar studies (Park et al., 2016a).  

 

Practical implications 

 Findings from this study can inform guidelines and practice in psycho-

oncology and cancer care and treatment, through improving HPs awareness of the 
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challenges encountered by patients’ who are also parents of dependent children. 

Several practical challenges are identified in this study, such as addressing how the 

cancer diagnosis is given; supporting families’ domestic and professional workloads 

and responsibilities; consulting and liaising with children’s schools and 

extracurricular activities to maintain continuity; and assisting with symptom 

management, particularly for out-patients. Addressing these challenges would 

mitigate some of the pressure that overwhelms parents and promote parents’ 

awareness and responsiveness to their children’s needs. This support needs to 

consider systemic issues within the healthcare and hospital settings and integrate 

both clinical and community care. For example, a family support worker or social 

worker who can assist families with the practical challenges outlined, would be one 

such multidimensional approach. 

 

Conclusion  

 This study has highlighted practical challenges that overwhelm parents, 

particularly at diagnosis, which impacted parent’s psychological wellbeing and 

effected their responsiveness to children’s needs. Systemic changes in healthcare and 

hospital settings in addition to clinical and community supports, with an emphasis on 

addressing unique barriers for rurally and remotely located families, are required to 

assist parents practically and enable parents to support their children. Ultimately, this 

is likely to foster improved psychological wellbeing for parent’s and children and 

mitigate the potential for long term adverse outcomes among cancer patients’ 

children.   
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CHAPTER 6 Study 4: The psychosocial 

effect of parental cancer: 

Qualitative interviews with 

patients’ dependent children6 

 

 

Chapter Overview 

 

This chapter consists of the thrid qualitative study proposed in this thesis. The 

purpose of this study was to explore children’s perceptions regarding how they are 

affected by their parents’ cancer diagnosis. This was achieved by using methods of 

constructivist grounded theory and semi-structured interviews. A novel 

developmentally tailored approach was also used to support interviews. The study 

reports on the detailed analysis of responses from 12 children aged 5 to 17 years. 

Findings from this study can be used to address current limitations observed in 

parental cancer research regarding how children are affected by their parents’ cancer 

diagnosis, including the factors which influence their coping and adjustment. 

Furthermore, findings may inform future psycho-oncological intervention and 

clinical support for children by determining where children are positioned within 

clinical and healthcare settings to receive support and identifying what children’s 

support needs are.  

 

What this study adds to the literature: 

• Cancer patients’ children experience heightened levels of worry and distress 

at the time of diagnosis, and this continues to effect some children’s 

psychosocial wellbeing past their parents’ remission and/or bereavement. 

• Children feel disconnected from their available support networks, including 

parents who are often unavailable or pre-occupied, extended family and 

friends who are difficult to access and perceived unlikely to understand, and 

 
6 This chapter has been prepared for submission to the journal, Qualitative Health Research. 
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health professionals who they do not consider for psychosocial and emotional 

support. 

• Children need help with comprehending their parents’ cancer diagnosis and 

their associated complex thoughts and emotions, which impacts their capacity 

to effectively communicate with parents and other adults.  

 

Clinical recommendations from this study include: 

• Providing intervention, from diagnosis onwards, to mitigate children’s 

ongoing worry and distress and lessen the potential for long-term 

psychosocial and emotional vulnerabilities. 

• Developing and implementing a clinical resource which enables children and 

healthcare professionals to communicate more effectively. Such a resource 

might consider using the novel approach adopted in this study. 

• Addressing clinical and systemic barriers to improve children’s capacity to 

seek out health professionals for psychosocial and emotional support, and 

conversely enabling health professionals to detect patients’ children and refer 

them on to the appropriate supports and resources. 
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Abstract 

Background: Children living with parental cancer are at an increased risk for 

various psychosocial, emotional, and behavioural problems. However, research 

regarding how children are affected by their parent’s diagnosis is still developing and 

patients’ children are typically invisible in clinical practice. This study aimed to 

investigate how children are affected by their parent’s cancer diagnosis, from 

children’s perspectives. 

 

Methods: Informed by methods of grounded theory and embedded within a social 

constructivist framework, twelve children (ranging from 5 to 17 years) living with a 

parent with cancer were interviewed using a semi-structured format assisted by a 

novel approach derived from play and art based developmental literature. 

 

Results: Findings indicate patients’ children are constantly worried and distressed, 

and there are barriers that can be overcome to mitigate this. Four overarching themes 

were identified: I) Feeling worried and distressed; II) Comprehending their parent’s 

cancer diagnosis; III) Being disconnected from their supports; and IV) Needing 

someone to talk to. 

 

Conclusions: Children experience considerable levels of ongoing worry and distress 

when a parent is diagnosed with cancer, and have difficulties comprehending and 

articulating this. They also feel a level of disconnection from their usual support 

systems (e.g., parents) and are limited regarding who they can seek out and talk to. 

Mitigating children’s ongoing worries and distress by promoting the availability and 

accessibility of parents and other supports to children, and reducing communication 

barriers between children and adults, should be a primary focus of psycho-oncology 

research and practice. 
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Introduction 

The five-year survival rates among Australian cancer patients aged 25 to 49 

years are rising (Australian Institute of Health and Welfare, 2019), meaning that 

patients and their families are living longer with the impact of a cancer diagnosis 

(Werner-Lin & Biank, 2009). Global research indicates many in this age range will 

be supporting dependent children while also coping with their diagnosis (Syse et al., 

2012; Weaver et al., 2010), presenting a major challenge for this cohort. In Australia, 

there are currently no population data regarding the prevalence and characteristics of 

children living with parental cancer. However, a longitudinal study conducted in 

Western Australia, reported that between 1982 and 2015, 25,901 (approximately 

24%) children (0-11 years) experienced a parent’s diagnosis of cancer (Martini et al., 

2019).  

When a parent is diagnosed with cancer, families are likely to experience 

disruptions to routines, relationship strains, changes in roles and responsibilities, 

financial pressures, and difficulty maintaining adequate social supports (Buchbinder 

et al., 2009; Kim et al., 2006; Northouse et al., 2007; Semple & McCaughan, 2013). 

Families with dependent children face additional challenges, as parents report 

heightened levels of concern around how to appropriately support children, including 

apprehension about communication (Dencker et al., 2019; Shands & Lewis, 2020). 

Children are also endeavouring to cope with, and adjust to, their parent’s cancer 

diagnosis and resultant family changes, while remaining on track developmentally 

(Huizinga et al., 2011; Morris et al., 2019; Ohan et al., 2020; Phillips & Lewis, 

2015). Literature indicates factors such as age, gender, cancer stage, pre-existing 

comorbidities, parent’s marital status and psychological health are likely to influence 

how children are affected (Huizinga et al., 2010; Jeppesen et al., 2016; Morris et al., 

2018).  

How children cope when a parent has cancer is an area of increasing research 

interest (Faccio et al., 2018; Morris et al., 2019). While some studies report resilience 

building and the potential for post-traumatic growth among cancer patients’ children 

(Phillips & Lewis, 2015; Walczak et al., 2018), there is evidence to suggest the 

overall adjustment and emotional wellbeing of patients’ children is negatively 

affected and children are at risk of various maladaptive psychosocial, emotional, and 

behavioural stress responses such as somatic complaints, separation anxiety, levels of 

distress, confusion, rumination, worry, and intrusive thoughts (Morris et al., 2018; 
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Walczak et al., 2018). For some children, these symptoms are likely to dissipate over 

time, however, there is evidence to indicate other children remain vulnerable to 

ongoing long-term problems, including self-injury and post-traumatic stress 

symptoms (Bylund-Grenklo et al., 2016; Stoppelbein et al., 2006). This vulnerability 

may be associated with the level of disruption children experience in the initial stages 

following diagnosis (Visser et al., 2007).  

Research indicates cancer patients’ children prefer to be supported and 

informed by their parents (Phillips & Prezio, 2016). Yet, a recent study found parents 

are often overwhelmed by the cancer diagnosis (Alexander et al. in review), and find 

it challenging to foster conversations with children and distinguish what is typical 

developmental behaviour from indications their child is struggling to adjust 

(Pholsena, 2009). Parents tend also to wait for health professionals to broach the 

topic of children due to the tension between being in the patient role and the parental 

role, and the emotional challenges when discussing their children (Dencker et al., 

2019; Detmar et al., 2000). Health professionals are unlikely to raise questions about 

children with their patients (Dencker et al., 2019; Detmar et al., 2000) as they are 

typically inexperienced and have limited knowledge regarding children in families 

affected by cancer, and children are not visible or considered in adult clinical settings 

(Alexander et al., 2020).  

Alongside this, intervention research continues to focus on parent-proxy 

reports regarding the effectiveness of interventions among patients’ children 

(Alexander et al., 2019; Ellis et al., 2017), despite several studies highlighting that 

discrepancies are common between parents’ accounts and children’s (Huizinga et al., 

2010; Lewis et al., 2015; Lewis et al., 2006). Recent reviews further indicate current 

programs and interventions are not effective in mitigating children’s various 

psychosocial and behavioural outcomes, including depression and anxiety 

(Alexander et al., 2019; Ohan et al., 2020; Walczak et al., 2018). However, 

qualitative findings regarding interventions and programs available for patients’ 

children support their feasibility and acceptability, indicating there is a voracity for 

interventions among parents and children (Alexander et al., 2019; Ohan et al., 2020). 

The conflicting findings reported in the literature suggest there are gaps 

regarding how children are affected by their parent’s cancer diagnosis and how they 

can be best supported. This study aimed to investigate children’s perspectives of how 

they are affected by their parents’ cancer diagnosis. 
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Methods 

Ethics approval was received by Sir Charles Gairdner Hospital HREC and 

Curtin University HREC, for the current study, in the approval of a broader study 

exploring how children are impacted by parental cancer, and involved interviews 

with health professionals (Alexander et al., 2020), patients/parents (Alexander et al., 

in review), and children. This article focuses on children’s perspectives.  

 

Design 

This study was informed by principles of grounded theory and was positioned 

within a social constructivist framework (Charmaz, 2014). This approach emphasizes 

each individual’s constructed meaning of the world and unique experiences. This 

method was considered appropriate given the complexity of the research topic. 

Rather than a simple description of events, this approach promotes a theoretical 

conceptualization of the phenomenon under investigation.  

 

Participant recruitment 

Parents and patients (herein collectively referred to as parents) were recruited 

for interviews (Alexander et al., in review) and their children were also given the 

option to be interviewed. Recruitment took place at a tertiary teaching hospital in 

metropolitan Perth, Western Australia (WA) using convenience and snowballing 

sampling. One researcher’s (MOC) pre-existing networks were used to approach 

hospital nurses who were asked to advise potential parents/patients of the prospective 

study. Fliers were also displayed on hospital bulletin boards. Inclusion criteria for 

parents/patients stipulated they must be a parent who had been diagnosed with cancer 

or a parent whose partner had been diagnosed with cancer, and that they had a child 

living with them aged 18 years or below. Interested parents contacted the primary 

researcher (EA) directly and a mutually convenient time and location for the 

interview was arranged. Children’s interviews were conducted independently of their 

parents. As new themes emerged, theoretical sampling was used to explore these 

further by approaching participants considered to have insight regarding novel 

themes. Recruitment, interviews, and analysis continued until data saturation was 

achieved- that is, data was considered rich and detailed, and no new categories were 

emerging (Corbin & Strauss, 2008).   
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Participants 

12 children were interviewed between April 2017 to June 2018. 58% of 

participating children were female with a mean age of 9.2 (± 3.5) years (see Table 1). 

Most children were from an Australian background (75%) and spoke English as their 

first language. All children were attending school, ranging from pre-primary to year 

11. 6 children from 3 different families, were siblings and participated in the study. 

There was an equal number of mothers and fathers who had been diagnosed with 

cancer. Cancer type varied, including bowel, brain, breast, lymphoma, melanoma, 

lung and oral.  

 

Table 1. Table 5 

Demographics 

Children Number of participants n = 12 

 

Age  

 

 

Range 

Mean age (SD) 

 

 

5 – 17 years 

9.46 (±3.43) years 

Gender Female  

Male 

 

58% or n = 7 

42% or n = 5 

Cultural background Australian 75% or n = 9 

 Indonesian 17% or n = 2 

 Malaysian 

 

8% or n = 1 

Parent with cancer Mother 50% or n = 6* 

 Father 

 

50% or n = 6* 

Parent’s primary cancer 

diagnosis** 

Bowel cancer 2 

 Brain  1 

 Breast 1 

 Burkitt’s lymphoma 1 

 Lymphoma 1 

 Melanoma 1 

 Non-Hodgkin's Lymphoma 

B cell 

1 

 Lung  1 

 Oral 

 

1 

Stage**(at time of 

interview) 

II 3 

 III 1 

 IV 3 

 Not reported / remission / 

deceased 

3 
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* n = 3 sets of siblings (n = 7 participants); siblings’ parent with cancer was counted multiple 

times 

** total number of patients included in the study was n = 10 (for further details regarding 

parents and patients, see Alexander et al., in review) 

 

Interviews 

Semi-structured interviews were used to enable the primary researcher and 

interviewer (EA, female, PhD candidate and experienced interviewer) to maintain 

topic consistency while also promoting alternative lines of enquiry, further 

explanation, and examples of topics where relevant. This also enabled the children to 

provide their own unrestricted perspectives. Interview questions focused on 

exploring how children perceived they were affected by their parent’s cancer 

diagnosis. The interview schedule (see Table 2) was guided by the research question, 

a general literature review, and findings from a systematic review (Alexander et al., 

2019). Interviews spanned approximately 38 minutes (m = 37.13, SD = 21.77). 

 

Children’s activity 

A novel approach was developed and used during the interviews to facilitate 

children’s capacity to articulate their responses to interview questions. This was 

influenced by arts, drawing, and projective techniques which are used in 

participatory research to assess children’s wellbeing (Stewart-Tufescu et al., 2019) 

and distress among vulnerable child populations such as those affected by sexual 

abuse and war (Akesson et al., 2014; Cohen-Liebman, 1999; West, 1998). There is 

also evidence to suggest these techniques are efficacious among children from 

different cultural backgrounds (Yang & Park, 2017).  Informed by principles of play 

therapy, children were also provided with a series of age-appropriate toys (e.g., 

spinners and mini footballs) by the interviewer to facilitate discussion and rapport 

and provide a distraction from direct, face to face conversations (Landreth, 2012). 

They were then asked if they would like to draw a self-portrait alongside the 

researcher who also drew one. During this drawing exercise, the interviewer 

proceeded to ask children questions around their parent’s cancer diagnosis (see Table 

2). Upon completion of the child’s self-portrait, they were asked to list any worries 

and concerns including, but not limited to, those related to their parent’s cancer 

diagnosis. As the child listed these, the interviewer wrote them down on coloured 
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post-it notes. The child then positioned the post-it notes on their self-portrait. The 

more worry the child felt for each reported worry, the closer to the image of 

themselves it was placed. This can be observed in Figure 1, where one child 

demonstrated more worry about her mother’s cancer recurrence than about her 

mother missing out on activities. 

 

Table 2. Table 6 

Topic Guide for Qualitative Interviews 

Number Question Prompts 

 

1 

 

Can you tell me about your family?  

 

 

Such as who is in your 

family? Do you have any 

pets? 

 

2 What are the fun things your family enjoy 

doing together? 

 

Have any of these things 

changed lately? 

3 Is there anything that you worry about? 

 

 

4 I was hoping you could tell me a little bit 

about your [mum/dad]. Has [mum/dad] been 

sick lately? 

 

 

5 What do you call [mum’s/dad’s] 

sick/sickness? 

 

 

6 Tell me what you know about [mum’s/dad’s] 

sickness? 

 

 

7 If you have a question about [mum’s/dad’s] 

sickness, who do you ask or what do you do? 

 

 

8 Is mum and dad OK talking to you about 

[mum/dad] not being well?  

 

[If yes] Tell me some of the 

things you talk about with 

mum and dad? 
[If no] Would you like to be 

able to talk to mum and dad 

about this more? 

 

9 Are there more things you want to know 

about [mum’s/dad’s] sickness? 

 

[If yes] Tell me what sort of 

things? 

 What are some things you do to help you feel 

better about [mum/dad] not being well? 

 

 

 Has life been different since [mum/dad] 

found out [he/she] was not well? 

 

[If yes] Tell me how it has 

been different? 
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 Are things still the same with your friends, or 

have they changed? 

 

[If they have changed] Tell 

me how they have changed? 

 Are things still the same at school, or have 

they changed? 

 

[If they have changed] Tell 

me how they have changed? 

 Is there someone at school you prefer to talk 

to about [mum/dad] not being well? 

 

[If yes] Tell me who this 

person is? 

 What makes you feel the happiest lately? 

 

[Prompt] Activities? 

Things? Items? People? 

 

 And, what makes you feel unhappy or sad 

lately? 

[Prompt] Activities? 

Things? Items? People? 

 

 If I asked you to do a special activity with 

mum or dad, and it could be any kind of 
activity, what would that special activity be? 

 

 

 If you had a friend that found out their mum 

or dad was not well in a similar way to your 

[mum/dad], what would you do to help that 

friend? 

 

 

 If you had 3 wishes, what would those wishes 

be? 

 

 

 

 

Data collection 

Interviews were conducted in the participants’ homes (n = 7), at Curtin 

University (n = 2), temporary accommodation (n = 2), or the tertiary hospital (n = 1).  

Participants’ parents were provided with information sheets and written consent was 

gained. Also, children were provided developmentally appropriate information sheets 

and verbal assent was attained as per the National Statement on Ethical Conduct in 

Human Research chapter 4.2 (National Statement on Ethical Conduct in Human 

Research, 2007). Observational notes and journaling were used to record notable 

details regarding context and behaviours. All children completed their interview, 

however, 1 child refused to be recorded. A detailed summary was documented 

immediately following completion of their interview. 

 

Data analysis 

Interviews were digitally recorded and transcribed verbatim. Transcribed data 

were analysed using methods of constant comparison (Charmaz, 2006) to identify 

themes. Guidelines and criteria outlined by Pope and Mays (2006) and Braun and 
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Clarke (2006) were also followed to promote analysis rigor. Several readings of 

transcripts by the primary researcher enabled data familiarity. Initial line by line 

coding of the first five transcripts focusing on gerunds (actions and processes) was 

used to develop codes (Charmaz, 2006). These were then transferred into Microsoft 

Excel to index the data into manageable chunks and elevate these to form the basis of 

preliminary themes. Other members of the research team (MOC and GH) reviewed 

transcripts and themes were discussed and refined in an iterative process. Agreed 

upon themes were transferred to NVivo 12 where the remaining transcripts were 

coded, while remaining open to identifying further themes. Memoing techniques 

were also used to support themes to be moved from the descriptive to the analytical 

level (Charmaz, 2014; Glaser et al., 1968). The consolidated criteria for reporting 

qualitative research (COREQ) guidelines (Tong et al., 2007) were used to promote 

study quality and reporting rigor. 

 

Findings 

Four overarching themes were identified: I) Feeling worried and distressed; 

II) Comprehending their parent’s cancer diagnosis; III) Being disconnected from 

their supports; and IV) Needing someone to talk to. Talking about their parent’s 

cancer diagnosis, was a subtheme identified under comprehending their parent’s 

cancer diagnosis. 

 

Feeling worried and distressed 

During a parental diagnosis of cancer, children experienced ongoing distress 

and worry related to their parent’s cancer diagnosis, alongside worries commonly 

experienced by children whose parent is not ill (e.g., peer relationships and academic 

performance). For example, patients’ children were likely to harbour worry and 

concern regarding how their parent was coping, and possible outcomes including 

recurrence or death. This is illustrated in Figure 1, a drawing by a child who 

identified her mother’s cancer recurrence and death, alongside missing out on school, 

as her three most prevalent worries. 
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Figure 1. Child’s self-portrait and relative worries (Indigo; female: 8 years) Figure 5 

 

Children’s worries tended to be ongoing, and their level of intrusiveness appeared 

vulnerable to external circumstances such as whether the parent was in hospital or 

actively receiving treatment. For example, one child discussed her experience of an 

activity facilitated by an arts therapist who had been engaged by the family. In this 

activity, she was asked to report her worries and feelings. Her reiteration of this 

highlighted the chronic nature of her worry and the direct impact her mother’s 

fluctuating health status had on her levels of happiness. 

Child: “In my ‘worries’ I usually write about mummy’s cancer and in the ‘feelings’ I 

usually write worried, happy, angry and frustrated”.  

Interviewer: “Is that how you generally feel?” 

Child: “Yep”. 

Interviewer: “You feel worried and frustrated a lot of time?” 

Child: “Yes”. 

Interviewer: “When do you feel happy?” 

Child: “When mummy’s okay and she’s doing stuff” (Batari; female: 8.5 years) 

Often this worry also generalized to other family members (including the healthy 

parent), friends, and pets. 

“I worry about the dogs dying. I worry about mum dying. I worry about all of my 

family, really” (Kayla, female: 10 years). This participant also evidenced this as her 

most prevalent worry in her drawings, as observed in Figure 2. 
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Figure 2. Child’s self-portrait and relative worries (Kayla; female: 10 years) Figure 6 

 

As evidenced in Figure 3, some children also worried about the likelihood of 

developing cancer. In this drawing, the proximity of the worry ‘getting cancer’ to the 

portrait, indicated that their own cancer risk was their most prevalent concern. 

 

 

 

Figure 3. Child’s relative worries (Huxley; male*: 17 years) Figure 7 

*not a self-portrait, this participant preferred to use the researcher’s drawing. 
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Often children’s worries led to increased vigilance regarding their parent’s health. 

This tended to impact negatively on them, particularly those whose parent was an 

outpatient, leading children to be increasingly exposed to the disease and treatment 

side-effects.   

“I just want to go home every day... Because I want to stay with my mummy to make 

her feel better”. (Arianna; female: 6.5 years). 

Moreover, this worry persisted even when the patient was well or in remission.  

Interviewer: “How did you deal with that worry?”   

Child: “I don’t think I really dealt with that worry. It sought of just lingered 

around”. (Lucas; male: 12 years). 

When this same child (Lucas) was asked about how this worry affected him, he 

stated, “I don’t think it had much of an effect on me then. I feel like it has more of an 

effect on me now because I know that my mum survived and what could have 

happened and what she did to keep it all [life] going”. 

 

Comprehending their parent’s cancer diagnosis. 

 Children’s awareness of their parent’s cancer diagnosis and their capacity to 

comprehend this and other related information, varied. However, most children 

indicated they knew very little about this. 

“I don’t know about it [cancer]... I just know that cancer is a bit dangerous… 

Because people that have cancer may die. ...I don’t really know much about what 

sort of cancer she had or how she got saved. I just know that she had cancer and she 

was lucky enough to get saved” (Indigo; female: 8 years).  

These children often referred to earlier experiences or knowledge to ‘fill in the gaps’, 

particularly if someone they knew had previously had cancer. However, this 

sometimes led to the formation of misconceptions about the disease. 

Interviewer: “Can you tell me what you know about mum’s cancer?”. 

Child: “Brain cancer, kills people” (notably, the parent did not have a brain cancer 

diagnosis). 

Interviewer: “Did someone you know have brain cancer?”. 

Child: “It’s granddad. He died”. (Arianna; female: 6.5 years). 

However, some children indicated they had no questions regarding their parent’s 

diagnosis, and one child stated he preferred not to be further informed.  
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“No. I know that it’s not life-threatening and that it’s dying slowly. It’s minimizing. 

So, that’s all I want to know” (Darius; male: 13 years). 

 

Talking about their parent’s cancer diagnosis 

 Children’s difficulties in comprehending their parent’s cancer diagnosis 

appeared to also affect their capacity to talk about their parent’s cancer diagnosis and 

articulate any thoughts, emotions, and questions they had about this. Many children 

(including older children) struggled to answer questions in more depth than ‘yes or 

no’ responses even when probed as per the interview schedule. Hence, they required 

ongoing discussion and support to drill down further and unpack what they knew 

about their parent’s diagnosis.  

Interviewer: “Do you know anything else about mum’s cancer?”. 

Child: “No”. 

Interviewer: “Do you know if she’s getting any medication for it?”. 

Child: “No”. 

Interviewer: “Are they giving her anything to make her feel better?”. 

Child: “Yeah. Medicine”. (Arianna, female: 6.5 years). 

One child indicated he regretted not asking more questions at the time, however, 

conceded that he had limited awareness of the diagnosis at the time and was unsure 

of what he needed to know, what he needed to ask, and how to ask. 

Child: “When I look back it, I wished I’d asked more questions… I’d feel a sense of 

closure if I did ask…”. 

Interviewer: "Do you know what you would ask?”. 

Child: “I’m generally unsure of it, I just feel the need to know something”. 

Interviewer: “Is it something you can ask mum about?”. 

Child: “It might be, but I’m unsure of how to do this” (Lucas, male: 12 years). 

All children required some level of facilitation by the interviewer to promote 

discussion. One child was particularly reluctant to speak. However, upon engaging in 

play and then moving to the children’s activity (detailed in the methods section), he 

was encouraged to convey his understanding about his mother’s diagnosis. This is 

evidenced in Figure 4, where he indicated the primary cancer site of his mother’s 

cancer diagnosis. 
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Figure 4. Child’s drawing of parent’s cancer site (James; male: 6 years) Figure 8 

Being disconnected from their supports 

Most children reported a loss of quality time spent with their ill parent. 

Child: “I spent more time with her before she got sick. She’s having another 

operation to take the bag away and then we’re going to have more time to be with 

her again”. 

Interviewer: “Are you looking forward to that?”. 

Child: “I’ve been waiting for it for 1,000 years” (Arianna, female: 6.5 years). 

And their parents’ difficulties to take care of their basic needs such as preparing 

meals. 

“When she got cancer, she couldn't do it [cooking] so she just gives us like baked 

beans or spaghetti.” (Darius, male: 13 years). 

Children also reported they had less opportunity to spend time with other support 

networks including extended family.  

“Mummy can't drive that much so we can't really go down to (Location A) and 

(Location B) that much. So, I don't get to see my family because most of them live in 

(Location A)” (Batari, female: 8.5 years). 

And many were unable to see friends during or outside of school. 

“I miss my friends because most of them, they are not at home and we’re not going 

to school” (Arianna, female: 6.5 years). 

Most children were also required to give up sports and hobbies due to their parent’s 

cancer diagnosis. 
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“Well, now I can’t exactly go out on walks with the dog because Dad used to come 

with me and now, he can’t drive me to dancing. I used to do dancing, tap, acro and I 

started jazz” (Sarah, female: 11 years). 

Some children experienced greater upheaval and disruption to their lives, including 

integral relationships and support networks. For example, one family migrated to 

Australia for treatment, leaving their father, extended family, friends, school, and all 

other support networks.  

Participant: “The one that made me happy really, really, really happy was my 

grandpa and my favourite auntie”. 

Interviewer: “In [home country]?”. 

Child: “Yep”. 

Interviewer: “So, you spent a lot of time with them, did you?”. 

Child: “Yep”. (Indigo; female: 8 years). 

Another family was required to relocate immediately following diagnosis from 

regional to metropolitan WA to receive treatment. Hence, there was a significant 

shift in the children’s support networks available to them, with family and friends no 

longer close. 

Interviewer: “When you found out that daddy was sick, and your family moved away, 

how did you feel then?”. 

Participant: “Worried...  “That’s when Mr. Worry Monster came. Until I made some 

friends”. (Farrah; female: 7 years). 

 

Needing someone to talk to 

Children preferred to ask their parents any questions about the cancer 

diagnosis and, if parents were not available, then they would consider a teacher or 

other adults they perceived as knowledgeable (e.g., grandparent).  

“I would ask my Mum, or I could ask my Dad. I would ask either one of them or 

maybe someone who was in the house. If I was with my grandma and granddad, I 

would ask them as well. I’m comfortable with asking anyone that is older than me, 

not my friends because they probably wouldn’t know as much as I would.” (Sarah; 

female: 11 years). 

However, it appeared children did not have many options for talking to someone 

other than their parents. One child said he would be unlikely to chat to or ask 
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questions of teachers or health professionals, indicating a perceived ‘gap’ between 

himself and these supports.  

Child: “They all repeated the same thing, ‘if there’s anything you want to tell us, you 

can tell us…’. I genuinely don’t think that works…this doesn’t always fill the gap”. 

Interviewer: “What’s the gap?”. 

Child: “The gap is a feeling of emptiness, teachers saying you can get something off 

your chest is a feeling that it’s not enough, there’s a void between you and them that 

doesn’t make it feel like you can talk to them” (Lucas; male: 12 years). 

As observed in Figure 5, this was further supported by the child’s drawing which 

indicated this gap identified between the child and health professionals, was 

something that concerned him. 

 

 

 

Figure 5. Child’s self-portrait and relative worries (Lucas; male: 12 years) Figure 9 

 

One child reported she would ask her play therapist any questions, however, when 

prompted, indicated she had little opportunity to ask questions during the sessions.  

“The therapist only goes for 10 minutes – she asks questions. I don’t really get a 

chance to ask” (Batari; female: 8.5 years). 

When asked if they would talk to their friends, most children indicated their friends 

were unlikely to understand or empathize with their situation, therefore they 

preferred not to. 
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“I would talk to my friends, but I can’t ask them questions because I don’t think they 

would understand them.” (Sarah; female: 11 years). 

Many children indicated they wanted to talk to someone about what they were going 

through. As observed in Figure 5, one child reported the need for an individual to 

help him process and ‘express’ complex issues such as managing extreme 

physiological sensations associated with anxiety and worry (e.g., racing heart) and 

cognitions around what would happen to his mother including radical changes due to 

the cancer diagnosis and treatment. Some children were also welcoming of meeting 

other children whose parent also had cancer. 

“Sometimes yes, because they would be more likely to understand than some of my 

friends who have no family problems with that. Although they do try to help me, my 

actual friends, and they try to understand as much as possible, but sometimes you 

just can’t understand” (Sarah; female: 11 years). 

 

Discussion 

This qualitative study investigated children’s perspectives of their parent’s 

cancer diagnosis and how it affected them. Our findings indicated when a parent was 

diagnosed with cancer, their children experienced heightened levels of ongoing 

worry and distress. This was influenced by childrens’ difficulty with comprehending 

and talking about their parent’s diagnosis and their complex thoughts and emotions 

associated with this. Yet, children appear to feel disconnected from their parents and 

other support networks who might provide this help and support. As such, children 

were in need of someone they felt they could talk to and who could help them 

understand what they were going through.  

Children reported heightened levels of ongoing worry and distress associated 

with their parent’s cancer diagnosis. They worried about parents’ symptoms and 

disease outcome, treatment, recurrence, and death. While it is common for all 

children to experience thoughts around death and illness and be exposed to such 

concepts (Gaab et al., 2013), these thoughts were experienced as very intrusive for 

cancer patients’ children. Patients’ children bear witness to the physical and 

cognitive changes associated with the disease and treatment, which exacerbates their 

worries and distress; and there is a real possibility death may occur (Krauel et al., 

2012). There was tendency for children’s worries to generalize to family and friends, 
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and for children to worry about their own likelihood of being diagnosed with cancer, 

which in some instances may be warranted based on the child’s previous experiences 

with cancer and the possibility of hereditary (Werner-Lin et al., 2018). This appeared 

to be exacerbated for children whose parent was an outpatient and they were 

increasingly exposed to physical changes and had trouble escaping the impact. There 

is evidence for long-term consequences associated with even low levels of chronic 

stress in developing children, such as symptoms of Post-Traumatic Stress Disorder, 

anxiety and depression, obesity, and alcohol and substance abuse (see review by 

Wiss & Brewerton, 2020); which further supports suggestions that patients’ children 

could remain vulnerable later in life (Bylund-Grenklo et al., 2016; Morris et al., 

2018; Stoppelbein et al., 2006). Our findings support previous reports elucidating 

children’s ongoing worry, distress, and threat to health-related quality of life, as 

imperative adverse challenges experienced by patients’ children, requiring further 

research and clinical support (Hauken et al., 2018),  

Children in this study demonstrated varying levels of knowledge and 

awareness regarding their parent’s diagnosis, however, this was generally limited.  

Most children demonstrated difficulties comprehending their parent’s diagnosis and 

disease related information associated with this; and struggled with articulating and 

unpacking their thoughts and emotions around this. In the absence of information, 

children were likely to construct their own meanings and answers, which often lead 

to misconstrued or inaccurate cognitions, and even magical thinking. Our findings 

are consistent with those reported in previous studies that have explored the impact 

of a parent’s cancer diagnosis on children (Bugge et al., 2008; Christ et al., 1993; 

Zahlis, 2001). Open, timely, and age-appropriate communication with patients’ 

children is imperative in the parental cancer literature; to mitigate children’s levels of 

distress and resolve cognitive inaccuracies or perceptions of insufficient information 

provision, and to support children with adapting during their parent’s diagnosis (Ellis 

et al., 2017; Krauel et al., 2012; Morris et al., 2018; Ohan et al., 2020). Yet, adults 

tend to focus on the more complex biological details of the diagnosis when speaking 

to children, and children find it difficult communicating their emotional problems to 

parents (Lewis et al., 2019). Parent’s and children’s appeal for guidance regarding 

communication continues to be well documented in the literature (see review by 

Walczak et al., 2018) however, remains an unresolved area of need among families. 
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While children in this study preferred to talk to and be supported by their 

parents; parents were often unavailable and they were limited regarding who they 

could seek out, including extended family and friends who were difficult to access or 

considered unlikely to understand. This is commonly reported in the literature (see 

review by Morris et al., 2018) however, concerningly parents are often overwhelmed 

by their own experiences and challenges associated with the cancer diagnosis, 

making their physical and mental availability to children challenging (Alexander et 

al., in review; Dencker et al., 2019). Furthermore, research evidences the parent-child 

relationship and family dynamics are integral to maintaining children’s wellbeing, 

with parental psychological health being inextricably associated with children’s 

(Krattenmacher et al., 2012; Niemelä et al., 2012). While some children in this study 

considered speaking to other children in similar circumstances, interventions of this 

nature (e.g., Children’s Lives Include Moments of Bravery (CLIMB), (Shallcross et 

al., 2016); The On Belay Program, (Tucker et al., 2013) are yet to prove effective at 

mitigating children’s emotional and behaviour problems, particularly in the long term 

(Alexander et al., 2019; Ohan et al., 2020). Research that connects children with 

extended supports remains imperative and should continue to be an integral part of 

intervention research, however, future research should also continue to prioritize 

supporting the physical and mental capacity and accessibility of parents, to promote 

their availability to children (Alexander et al. in review). 

Alternatively, health professionals who formed part of the parent’s 

oncological team, were either not considered or were perceived as inaccessible by 

most children who were reluctant to approach them. Yet, there is suggestion in the 

literature that health professionals are well placed to identify or support cancer 

patients’ children and provide a gateway entry into clinical systems (Alexander et al., 

2020; Dencker et al., 2017). Health professionals are also reluctant to approach 

patients’ children for reasons including a lack of knowledge or confidence in doing 

so, as the primary focus of their care is the patient, and their expertise is adult based 

(Alexander et al., 2020; Dencker et al., 2017). Moreover, children are generally 

protected and kept from clinical settings by the patient (Alexander et al., in review; 

Dencker et al., 2019), hence, exacerbating patients’ children’s invisibility to health 

professionals and clinical systems. This appears to be a systemic gap whereby 

intervention, such as a family support worker or furthering health professionals’ 
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education, could promote health professionals and children’s capacity to seek out one 

another, thus alleviating this burden on overwhelmed parents. 

 In this study all children required some level of support or resources to assist 

them with talking about their parent’s cancer diagnosis. Expressing their thoughts 

and feelings appeared to be challenging, and most children were avoidant or 

deflective of this. Even older children reported their difficulties with expressing their 

worries. The inclusion of play and arts-based activities helped children in this study 

construct and express their thoughts and emotions. For some reluctant children, these 

approaches facilitated discussion; for others, it helped them comprehend and 

articulate their thoughts. This approach also enabled the researcher to drill down 

further regarding children’s meaning behind their verbal responses. This aligns with 

current literature evidencing fundamental differences in communication techniques, 

and comprehension levels, between children and adults, yet there is a continued 

expectation for children to communicate at an adult level (Landreth, 2002; O'Reilly 

& Dolan, 2016). Literature on communicating with children advocates for such 

innovative approaches as those used in this study (Landreth, 2002; O'Reilly & Dolan, 

2016). Increasing recognition for including children in research also highlights the 

need to develop tools, resources, and guidelines that promote effective 

communication with children (Australian Research Alliance for Children and Youth 

& New South Wales Commission for Children and Young People (2009). 2009). 

 

Limitations 

It is important these reported findings are interpreted with the limitations of 

this study in mind. The age range of participants was broad; focusing on a narrower 

age range may have yielded different findings, and this could be considered in future 

studies. Participants were recruited through opt in methods and predominantly 

through cancer support services and Comprehensive Cancer Centres. Therefore, it is 

likely the participants in this sample came from families/parents with a greater 

psychological awareness and health literacy. This is commonly reported in similar 

studies (Beale et al., 2004; Bell & Ristovski-Slijepcevic, 2011; Bugge et al., 2009; 

Park et al., 2016), however a sample from a more diverse background respectively, 

may be necessary. The interview techniques used were novel and developmentally 

appropriate; replication of this approach appears warranted to enhance authenticity. 
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Clinical significance 

The findings of this study can be used to inform current approaches to 

communicating and consulting with children living with parental cancer. Children 

are also disconnected from other supports outside of their parents, which is 

concerning as parents are often not positioned to attend to their children’s needs due 

to the challenges associated with the disease and treatment. Hence, our findings can 

also be used to inform guidelines and practice in psycho-oncology and intervention 

research by promoting the need for parents to be adequately supported, and for 

children to be appropriately connected with supports and resources outside of their 

family where necessary. 

 

Conclusion  

Children living with parental cancer are at heightened risk for psychosocial, 

emotional, and behavioural problems. Despite increasing research interest regarding 

how these children are affected, there is little consultation with children themselves. 

This is concerning considering the documented inaccuracies between child self and 

parent proxy-reports. Interviews with patients’ children revealed children experience 

heightened levels of ongoing worry and distress when a parent is diagnosed with 

cancer and feel a level of disconnection from usual support systems, including 

parents and friends, during this critical time. Comprehension and communication 

barriers identified in this study can be used to inform future intervention research and 

clinical practice to enable children and adults to effectively communicate with each 

other.  
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CHAPTER 7 A model conceptualising how 

children are affected by 

parental cancer: A 

constructivist grounded theory 

approach7 

 

 

 

Chapter Overview 

 

This chapter presents a detailed discussion of this thesis, including the study 

implications, limitations, and conclusions. How cancer patients’ children are affected 

by their parent’s diagnosis is considered from the perspectives of children, 

parents/patients, and health professionals. The overarching theme, children are ‘not 

seen and not heard’, and the mechanisms which contribute to this outcome are 

discussed through the lens of the theoretical framework underpinning this study. An 

explanative model, the Alexander’s Children’s Cancer Communication (ACCC) 

model for children with a parent with cancer, is proposed. This model addresses 

current limitations identified by the systematic review presented in chapter 2, 

through providing a conceptual explanation of how children are affected by their 

parent’s cancer diagnosis. The ACCC model can be used to improve the 

methodological rigor of future intervention studies for cancer patients’ children. A 

series of clinical recommendations are also provided which can promote the timely 

support of cancer patients’ children. This chapter ends with the conclusions of this 

thesis. 

 

What this research adds to the literature: 

• There are communication and interaction barriers among children, parents, 

and health professionals that render children to be ‘not seen and not heard’ 

 
7 This chapter has been prepared for submission to the journal, Frontiers in Psychology (Psycho-Oncology). 
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by adults. Consequently, children are left unsupported when a parent is 

diagnosed with cancer. 

• Children are worried and distressed by their parents’ cancer diagnosis 

because they are alone in dealing with the diagnosis. 

• Parents are overwhelmed by the practical challenges of the cancer diagnosis, 

which makes it difficult for them to tend to their children’s needs. 

• Health professionals are not detecting patients’ children due to clinical and 

systemic barriers which reduce children’s visibility to health professionals. 

 

Clinical recommendations from this research include: 

• Improving health professionals’ developmental knowledge of children. 

• Provision of a communication tool to assist health professionals’ 

communication with children.  

• Routine and standardised screening processes for detecting patients’ children 

and referring them on to the appropriate supports and resources. 

• Practically supporting parents with the challenges associated with parenting 

young dependent children and having a cancer diagnosis.  
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Abstract 

Cancer patients’ children are vulnerable to psychosocial and behavioural 

issues. The mechanisms underlying how children are affected by their parents’ 

diagnosis are unknown, which warrants further research. This study investigated how 

children are affected by their parents’ cancer diagnosis and provides a theoretical 

model conceptualising this experience. Informed by methods of grounded theory, 

embedded within a social constructivist framework, 38 informants (15 health 

professionals; 11 parents; 12 children (5 to 17 years) were interviewed using a semi-

structured format. Three themes were identified: (i) children were worried and 

distressed because they felt alone, (ii) parents were unable to tend to children’s needs 

because they were overwhelmed by practical factors, and (iii) HPs were not detecting 

children due to barriers that affected their visibility in clinical settings.  The proposed 

Alexander’s Children’s Cancer Communication (ACCC) model and clinical 

recommendations made can be used to guide clinical practice and development of 

future intervention research.   
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Introduction 

Globally, the number of dependent children living with a parent with a cancer 

diagnosis remains unreported. However, estimates in the United States indicate that 

in 2010 there were approximately 2.85 million children aged 18 years and under 

whose parent had been diagnosed with cancer (Weaver et al., 2010). In Australia, 

there are currently no population data regarding the prevalence and characteristics of 

children living with parental cancer, though a recent longitudinal study conducted in 

Western Australia (WA) reported that between 1982 and 2015, 25,901 children 

(approximately 24% of those between 0-11 years) experienced a parent’s diagnosis 

of cancer (Martini et al., 2019). The five-year survival rates among Australian cancer 

patients aged 25 to 49 years are rising (Australian Institute of Healtha nd Welfare 

[AIHW], 2019), meaning that patients and their families, including patients’ 

children, are living longer with the impact of a cancer diagnosis (Werner-Lin & 

Biank, 2009). Consequently, many of these patients will be supporting dependent 

children while also coping with their diagnosis (Shah et al., 2017; Syse et al., 2012; 

Weaver et al., 2012), presenting a major challenge for this cohort.  

Research indicates the overall adjustment and emotional wellbeing of 

patients’ children is negatively affected, rendering children at risk of developing 

various maladaptive psychosocial, emotional, and behavioural stress responses 

(Morris et al., 2018; Walczak et al., 2018). These include somatic complaints 

(Hauskov Graungaard et al., 2019), separation anxiety, high levels of distress, 

confusion, rumination, worry and intrusive thoughts (Ellis et al., 2017; Ghofrani et 

al., 2019; Osborn, 2007). While these negative symptoms may dissipate over time for 

some children, many children are likely to remain vulnerable to long-term problems, 

including self-injury and post-traumatic stress symptoms (Bylund-Grenklo et al., 

2016; Lundberg et al., 2020; Stoppelbein et al., 2006). Despite these negative effects, 

there are also reports of resilience building and the potential for post-traumatic 

growth among cancer patients’ children (Osborn, 2007; Phillips & Lewis, 2015; 

Walczak et al., 2018). Age, gender, cancer stage, pre-existing comorbidities, parent’s 

marital status and psychological health are factors which appear to influence how 

children are affected (Huizinga et al., 2010; Jeppesen et al., 2016; Morris et al., 2018; 

Visser et al., 2007; Walczak et al., 2018). However, it remains uncertain what 

underlying mechanisms may affect children’s capacity to cope and adjust to their 

parent’s cancer diagnosis.  
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Parents have indicated they are uncertain how to support children and seek 

clinical or therapeutic help (Dencker et al., 2019), and it has been identified that 

children are undetected in clinical and health systems and typically not on the radar 

of the patient’s oncological treating team (Arber & Odelius, 2018; Niemelä et al., 

2012). Compounding these issues, parents are unlikely to address concerns about 

their children with HPs and HPs often do not discuss the subject of children with 

patients (Dencker et al., 2019). Yet, children prefer to be supported by parents, and 

HPs are well placed for detecting distress and referring children to appropriate 

services (Dencker et al., 2019). Consequently, children do not appear to be receiving 

the help they need and are often left to support themselves (Alvariza et al., 2017; 

Helseth & Ulfsaet, 2003). Much of the literature focuses on supporting patients and 

their spouses, with little consideration of the needs of patients’ children (Grabiak et 

al., 2007; Huizinga et al., 2011).  

There is limited reporting of interventions for patients’ children in the 

empirical literature (Alexander et al., 2019; Ellis et al., 2017; Walczak et al., 2018). 

Participants’ qualitative feedback reported in intervention studies supports their 

feasibility and acceptability, indicating there is a need for interventions among 

parents and children (Alexander et al., 2019). However, recent systematic reviews 

indicate interventions are not effective in mitigating children’s various psychosocial 

and behavioural outcomes, including depression and anxiety (Alexander et al., 2019), 

and there is demand for more empirically developed and rigorously evaluated 

interventions (Ellis et al., 2017; Ohan et al., 2020; Walczak et al., 2018). 

Interventions also lack a theoretical framework or model that conceptualises the 

mechanisms which may explain how children are affected by their parent’s diagnosis 

(Alexander et al., 2019; Ohan et al., 2020). A new robust theoretical model must 

therefore be developed, and subsequently used to inform, any future intervention 

studies designed to improve psychosocial and behavioural outcomes among children 

experiencing their parent’s cancer diagnosis. 

 

Aim 

This study explored how children are affected by their parents’ cancer 

diagnosis, from the perspectives of children, parents, and health professionals, to 

inform the development of a new theoretical model. 
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Methods 

An integrated theoretical approach combining symbolic interactionism 

(Blumer, 1969) and Ecological Systems Theory (see Figure 1) (Bronfenbrenner, 

1996) was used to provide the theoretical lens for developing an explanatory model 

conceptualising how children are affected by their parent’s cancer diagnosis. This 

approach has been used in other studies investigating children’s social experiences 

(e.g., Migliaccio & Raskauskas, 2015; Thornberg, 2018) and was deemed 

appropriate for the purposes of this study as it accounts for the high level of influence 

children’s social interactions and the environment has on their developmental 

outcomes when a parent is diagnosed with cancer.   

 

 

Figure 1. Adaptation of Bronfenbrenner’s (1989) Ecological Systems Theory model 

depicting an example of the systems and subsystems that influence how children are 

affected when a parent is diagnosed with cancer. Figure 10 

 

Constructivist grounded theory informed the methodology and methods used 

in this study (Charmaz, 2006; Charmaz, 2014). This methodology aims to develop a 

detailed understanding of a person’s unique social experiences (Charmaz, 2006; 

Charmaz, 2014). It adopts flexible research methods and recognises the person’s 

construction of reality is a co-constructive process that occurs between the 

participant and the researcher. Such adaptive methods are important among diverse 

populations, particularly children (Bennett, 2016; Zandt, 2017). Also, rather than a 
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simple description of events, this methodological approach enabled us to produce a 

theoretical conceptualisation of how children are affected by their parent’s cancer 

diagnosis (Charmaz, 2006; Charmaz, 2014).  

 

Ethics approval  

Hospital and University ethics approvals were received for this study. 

 

Participant recruitment 

Three key informant groups were recruited for this study: HPs, parents, and 

children. HPs were initially recruited through a Comprehensive Cancer Centre at a 

metropolitan tertiary teaching hospital in Perth, Western Australia. HPs within the 

Centre were approached via one of the researchers (MOC) contacts and asked to 

advise potential participants of the study. Fliers were also posted on bulletin boards 

within the hospital and centre. Please see Table 1 for participant inclusion criteria. 

Potential participants either contacted the primary researcher directly or were 

contacted by the researcher via email. A mutually convenient time and location was 

then arranged. Participation was voluntary. Participants were provided with an 

information sheet and signed a consent form prior to the interview. Children of 

recruited parents were also given the option to be interviewed and their interviews 

were conducted independently of their parents. Data analysis and recruitment 

occurred concurrently. As new themes emerged, theoretical sampling was used to 

explore these further by approaching participants considered to have insight 

regarding novel themes (Charmaz, 2006; Charmaz, 2014; Glaser et al., 1968). 

Recruitment, interviews, and analysis continued until the data was considered rich 

and detailed, and no new categories were emerging therefore indicating data 

saturation (Charmaz, 2014; Corbin & Strauss, 2008).   

 

Table 1. Table 7 

Participant Inclusion Criteria  

Population Inclusion criteria 

 

HPs 

 

• Must be experienced in providing health care to patients 

with cancer who have a child or adolescent (up to the age of 
18 years) living at home. 
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Parents • Must be a parent diagnosed with cancer or a parent whose 

partner has been diagnosed with cancer, at any stage of the 

cancer diagnosis. 

• Must have a child living with them aged 18 years or below. 

 

Children • Must be living at home with a parent who has been 

diagnosed with cancer. 

• Must be 18 years and under. 

 

 

Participants 

A total of 48 participants were interviewed between April 2017 to June 2018. 

This included 15 HPs, 11 patients and spouses of patients, and 12 children. HPs were 

predominantly female (80%) with a mean age of 51.46 (±10.5) years. Parents were 

also mostly female (90%) with a mean age was 39.7 (±7.44) years. Forty-five percent 

of parents were spouses of a parent with a cancer diagnosis. Just over half of children 

participants were female (58%) with a mean age of 9.2 (± 3.5) years. See Table 2 for 

a summary of participants’ demographics.  

 

Table 2. Table 8 

Participant demographics 

Health Professionals Number of participants n = 15 

 

Age  

 

 

Range 

Mean age (SD) 

 

 

31 – 71 years 

51.21(±10.14) years 

Gender Female  

Male 

 

80% 

20% 

Role Cancer Nurse Coordinator n = 3 

 Psychosocial support worker or other 

allied health worker 

n = 6 

 Nurse practitioner n = 1 

 Clinical/oncological specialist n = 3 

 Clinical psychologist/psychiatrist 

 

n = 2 

Years of relevant 

experience 

≤10 years n = 5 

 ≤20 years n = 4 

 ≤30 years n = 4 

 >30 years 

 

n = 2 

Interview method Face to face n = 8 

 Telephone 

 

n = 7 
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Parents Number of participants n = 11 

 

Age  

 

 

Range 

Mean age (SD) 

 

 

28 – 52 years 

39.7 (±7.44) years 

Gender Female  

Male 

 

91%* or n = 10 

9%* or n = 1 

Health status Patient 5 

 Partner 

 

6 

Marital status Married 9 

 Separated / Divorced 1 

 Widowed 

 

1 

Number of children** 1 child 4 

 2 children 4 

 3 children 

 

2 

Age range of 

children** 

 

 

1 to 15 years 

Cancer type 

(primary)**  

Bowel cancer 2 

 Brain  1 

 Breast 1 

 Burkitts lymphoma 1 

 Lymphoma 1 

 Melanoma 1 

 Non-Hodgkin's Lymphoma B cell 1 

 Lung  1 

 Oral 

 

1 

Cancer stage** (at time 

of interview) 

II 3 

 III 1 

 IV 3 

 Not reported / remission / deceased 

 

3 

Ethnicity Australian 82% or n = 9 

 Indonesian 9% or n = 1 

 Malaysian 

 

9% or n = 1 

Education Postgraduate 4 

 Tertiary 5 

 Other  

 

2 

Children Number of participants n = 12 

 

Age  

 

 

Range 

Mean age (SD) 

 

 

5 – 17 years 

9.46 (±3.43) years 

Gender Female  

Male 

58% or n = 7 

42% or n = 5 
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Cultural background Australian 75% or n = 9 

 Indonesian 17% or n = 2 

 Malaysian 8% or n = 1 

Parent with cancer Mother 50% or n = 6* 

 Father 

 

50% or n = 6* 

Parent’s primary cancer 

diagnosis** 

Bowel cancer 2 

 Brain  1 

 Breast 1 

 Burkitt’s lymphoma 1 

 Lymphoma 1 

 Melanoma 1 

 Non-Hodgkin's Lymphoma B cell 1 

 Lung  1 

 Oral 
 

1 

Parent’s cancer 

stage**(at time of 

interview) 

II 3 

 III 1 

 IV 3 

 Not reported / remission / deceased 

 

3 

* n = 3 sets of siblings (total = 7), therefore their parent with cancer was counted multiple 

times 

** total number of patients included in the study was n = 10 (see Alexander et al., in review) 

 

Interviews 

All interviews were conducted by the primary researcher (EA, female, PhD 

candidate and experienced interviewer). Interviews were semi-structured, which 

enabled topic consistency while also promoting alternative lines of enquiry, further 

explanation, and examples of topics where relevant. This also encouraged 

participants to provide their own unrestricted perspectives. The focus of interview 

questions was to explore how participants perceived patients’ children were affected 

by their parent’s cancer diagnosis. The interview schedules were guided by the 

research question, a general literature review, and findings from a systematic review 

(Alexander et al., 2019). Interview schedules are documented in the relevant 

publications (HPs, see Alexander et al., 2020; parents, see Alexander et al., in review 

a; and children, see Alexander et al., in review b) or see supplementary data 1. 

Interview durations were as follow: HPs: 43 minutes (M = 42.69 (±22) range: 14.32 

– 82.52); parents: 46 minutes (M = 45.88 (±10), range: 27.36 – 73.14); and children: 

38 minutes (M = 37.13 (±22), range: 17.57 – 71.44). 
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Children’s activity 

A novel approach was developed and used during the children’s interviews to 

facilitate their capacity to articulate their responses to interview questions. This was 

influenced by drawing and arts-based approaches or techniques (Akesson et al., 

2014; Cohen-Liebman, 1999) which are used in participatory research among 

children vulnerable child populations such as those affected by sexual abuse (Katz & 

Hershkowitz, 2010; Veltman & Browne, 2002) and war (Green & Denov, 2019; 

Miles, 2000) often due to their ability to promote recall (Veltman & Browne, 2002). 

For more details regarding this approach, please refer to Alexander et al. (in review 

b). 

 

Data collection 

Individual HP interviews took place in person in the participant’s workplace 

(n = 8) or via a scheduled telephone call (n = 7). Individual parent interviews were 

conducted in the participants’ homes (n = 4), at Curtin University (n = 3), temporary 

accommodation (n = 2), place of work (n = 1), or the tertiary hospital (n = 1). 

Children’s interviews were conducted in the same location as their parents; however, 

parents were not in the room. Informed consent was received from all participants. 

Children were provided developmentally appropriate information sheets and verbal 

assent was attained as per the National Statement on Ethical Conduct in Human 

Research chapter 4.2 (National Health Medical Research Council ([NHMRC], 2018). 

Observational notes and journaling were used to record notable details regarding 

context and behaviours. Pseudonyms were used for all children’s names to ensure 

confidentiality and anonymity. For more details regarding the data collection 

processes please refer to the relevant publications (HPs, see Alexander et al., 2019); 

parents, see Alexander et al. (in review a); and children, see Alexander et al. (in 

review b). 

 

Data analysis 

Interviews were digitally recorded and transcribed verbatim. Using methods 

of constructivist grounded theory, transcribed data were analysed using initial line-

by-line coding of the first five transcripts focusing on gerunds (actions and 

processes) to identify codes. Data and codes were then transferred to Microsoft excel 
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to index the data into manageable chunks and develop preliminary themes. 

Transcripts were iteratively reviewed by members of the research team, and themes 

were discussed and refined. Data and themes were then transferred to NVivo12 

where the remaining transcripts were coded, while remaining open to identifying 

further themes. Methods of constant comparison were used to elevate themes and 

develop higher order categories (Charmaz, 2006; Charmaz, 2014). Memoing 

techniques were also used to support themes to be moved from the descriptive to the 

analytical level (Charmaz, 2014; Glaser et al., 1968). For more details regarding the 

data analysis process please refer to the relevant publications (HPs, see Alexander et 

al., 2020; parents, see Alexander et al. (in review a); and children, see Alexander et 

al. (in review b). Reference to guidelines and criteria outlined by Pope and Mays 

(2006) and Braun and Clarke (2006) promoted analysis rigor.  The Consolidated 

Criteria for Reporting Qualitative research guidelines ([COREQ] Tong et al., 2007) 

were also used to promote study quality and reporting rigor. 

  

Findings 

In this study, the perspectives of children, parents, and HPs were explored to 

understand how children are affected by a parent’s cancer diagnosis. Three major 

themes were identified: i) children were worried and distressed because they felt 

alone, ii) parents could not tend to children’s needs because they were overwhelmed 

by the practical factors of a cancer diagnosis, and iii) HPs were not detecting 

children’s distress because there were barriers which affected children’s visibility. 

Central to these three themes was the overarching concept that when a parent was 

diagnosed with cancer, their children were not seen and not heard. These themes are 

elaborated on and details of a proposed model that explicates these findings are 

presented below (Charmaz, 2014). 

 

Children 

Worried, distressed, and alone. 

Following a parent’s cancer diagnosis, their children experienced heightened 

levels of ongoing worry and distress. While this worry and distress varied for 

children based on factors such as their age and personality traits, for all children this 
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was greatly influenced by circumstances such as the patient’s (parent’s) health status, 

hospitalisation, and changes to treatment plans 

Interviewer: “You feel worried and frustrated a lot of time?” 

Child: “Yes”. 

Interviewer: “When do you feel happy?” 

Child: “When Mummy’s okay and she’s doing stuff” (Batari; female: 8.5 years). 

This worry and distress was very intrusive for children, and consequently children 

were often hypervigilant about their parent’s health and any changes, “I just want to 

go home every day... Because I want to stay with my Mummy to make her feel better” 

(Arianna; female: 6.5 years). Children whose parent was an outpatient appeared more 

vulnerable as they were constantly exposed to, and unable to escape from, the disease 

and treatment side-effects  

“Her [patient] feet look bad. When she walks, her feet hurt. That’s why she always 

has her slippers on. But then they make a weird noise at the night. I can’t sleep and 

[sister] can’t sleep” (Arianna; female: 6.5 years). Even after the parent was in 

remission their children continued to experience ongoing levels of heightened worry 

and distress, “I don’t think it (worry) had much of an effect on me then. I feel like it 

has more of an effect on me now because I know that my Mum survived and what 

could have happened and what she did to keep it all [life] going” (Lucas; male: 12 

years). This persistent worry and distress was similarly observed in children who 

were bereaved “I worry about the dogs dying. I worry about Mum dying. I worry 

about all of my family, really” (Kayla; female: 10.5 years, her parent had died). This 

participant also evidenced these worries and concerns as their most prevalent worries 

in their drawing (see Figure 2).  
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Figure 2: Child’s self-portrait and relative worries (Kayla; female: 10.5 years) Figure 

11 

However, children did not appear to have much support to help them cope with this 

worry and distress. Most preferred to be supported by parents, however, felt a loss of 

quality time with parents. 

Child: “I spent more time with her before she got sick. She’s having another 

operation to take the bag away and then we’re going to have more time to be with 

her again”. 

Interviewer: “Are you looking forward to that?” 

Child: “I’ve been waiting for it for 1,000 years” (Arianna, female: 6.5 years). 

They were also conscious of not burdening their parents who they recognised were 

already struggling with the emotional, physical, and practical aspects of the cancer 

diagnosis “When she got cancer, she couldn’t do it [cooking] so she just gives us like 

baked beans or spaghetti” (Darius, male: 13 years). They also felt alone and 

disconnected from other supports they would normally have, such as their extended 

family, friends, and school and sports communities, “I miss my friends because most 

of them are not at home and we’re not going to school” (Arianna, female: 6.5 years). 

Most children had questions about their parent’s cancer diagnosis, however, while 

children preferred to speak to their parents about these “I would ask my Mum, or I 

could ask my Dad. I would ask either one of them or maybe someone who was in the 

house” (Sarah; female: 11 years). Their limited understanding and lack of sufficient 
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knowledge about their parent’s cancer diagnosis was evident, which suggested this 

might not be occurring. 

Interviewer: “Can you tell me what you know about mum’s cancer?” 

Child: “Brain cancer, kills people” (notably, the parent did not have a brain cancer 

diagnosis). 

Interviewer: “Did someone you know have brain cancer?” 

Child: “It’s Granddad. He died” (Arianna; female: 6.5 years). 

Many children felt they needed to talk to someone, however, considered their friends 

were unlikely to understand and they found it difficult to talk to adults, including 

their parents. Most children found it challenging to comprehend their complex 

thoughts and emotions and articulate these to adults, indicating their need for help 

with this. 

Interviewer: “Do you know what you would ask?” 

Child: “I’m generally unsure of it, I just feel the need to know something”. 

Interviewer: “Is it something you can ask Mum about?” 

Child: “It might be, but I’m unsure of how to do this” (Lucas, male: 12 years). 

One child indicated they needed help to express their thoughts and feelings and that 

this was a great concern for them (see Figure 3). 

 

 

 

Figure 3: Child’s self-portrait and relative worries (Lucas; male: 12 years)Figure 12 
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Another child who was reluctant to speak to the interviewer and whose parent 

assumed they had little awareness for their diagnosis, was encouraged to demonstrate 

their knowledge of their parent’s diagnosis through drawing, whereby they correctly 

indicated the primary cancer site of the diagnosis (see Figure 4). 

 

 

 

Figure 4: Child’s drawing of parent’s cancer site (James; male: 6 years) Figure 13 

 

Children were also unlikely to approach HPs for support, as they did not consider 

them in the first place and assumed HPs would not be able to help them, which was 

supported by the experiences of some children who found their engagement with 

HPs ineffective, “The [child’s] therapist only goes for 10 minutes – she asks 

questions. I don’t really get a chance to ask” (Batari; female: 8.5 years). 

 

Parents 

Children’s needs are unattended 

 Parents were typically overwhelmed and burdened upon receiving the 

diagnosis which rendered them unable to tend to children’s needs. They were often 

dealing with their own shock and disbelief elicited by the cancer diagnosis, while 

endeavouring to comprehend vast amounts of complex technical information which 

they felt could be more effectively and supportively disseminated by HPs, “The 

information comes so fast and quick; you’re making ‘informed decisions’… how can 

you make ‘informed decisions’ when information comes in that thick and fast and in 
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things that we know nothing about” (Parent 2). Consequently, while parents did their 

best to talk to children and answer any questions about the diagnosis, they were 

simultaneously trying to understand the information provided and work out what was 

happening “We weren’t completely sure ourselves. So, we didn’t really want to tell 

the children [about the diagnosis]” (Parent 4). As such, parents found it difficult to 

know how much to tell children “It’s probably more just trying to protect them…  

it’s hard to know how far you go and what you need to tell them” (Parent 5).  

Parents were also overwhelmed and burdened by the practical factors of a cancer 

diagnosis, including navigating complex healthcare systems 

“If you have to phone to change an appointment, you don’t go to a receptionist. You 

go to some third party who may or may not be able to change an appointment or 

answer a question, so it’s absolutely hopeless whatever that system is, so we don’t 

even bother” (Parent 1)  

and implementing life changing decisions to accommodate diagnosis and treatment, 

“We’re sitting there and we’re having to decide on the spot whether or not he’s 

going to have further treatment” (Parent 7). 

Often the healthy parent was required to take on the ill parent’s role and responsibilities 

“She’s [wife] taken a lot of the load of stuff that I would have dealt with before. She 

deals with most of the financial stuff now; just trying to not get me stressed out so I 

can concentrate on getting better” (Parent 4) and felt forced between being a parent 

to their children or being the patient’s advocate “To manage the illness – I felt I was 

put in the position of having to choose between parenting and supporting (patient) 

through to the end of his life” (Parent 10). Alternatively, the ill parent felt divided 

between prioritising their health and the impact of the disease and the demands of 

treatment, with their responsibilities of being a good parent and partner “I still don’t 

think they [children] understand how tired and sick I am. Sometimes it gets 

overwhelming. They get quite demanding… so trying to explain to them but trying not 

to make them feel like I’m getting cross at them” (Parent 1).  

Parents found themselves challenged in maintaining a level of stability and normalcy 

for their children.  

“There’s always something that comes up. We’ve tried to plan for the best but expect 

the worst”  

Often children’s activities, including sports, hobbies, social activities, and visiting 

friends and extended family were curtailed or stopped due to the demands and 
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constraints of the diagnosis and treatment “We had them enrolled in gymnastics and 

basketball… everything was just a bit full on when I got sick… we decided to strip 

back all the things we were doing with the kids” (Parent 3).  

Significant upheaval was also unavoidable at times with some families needing to 

relocate to be closer to treatment options and change schools “I rang the Leukaemia 

Foundation; started packing the house. I changed the kids’ school; I got all that done 

within that week because the next week we had to be in Perth” (Parent 5). This was 

particularly challenging for rural and regional families where relocation was not 

optional. Families where the patient was an out-patient faced unique challenges such 

as isolating and implementing extreme routines around hygiene and treatment 

particularly when the patient was neutropenic.  

“While he’s neutropenic you can eat an apple, but you’ve got to wash your hands; 

wash your face before you kiss or hug dad; you’ve just got to be really conscious. 

Lots of extra handwashing. We have good hygiene, but I’m just seeing bugs 

everywhere. It’s cleaning constantly” (Parent 2). 

Despite parents wanting to protect their children from being exposed to the physical, 

psychological, and mental detriments of cancer, this was often impossible, particularly 

when the patient was an out-patient,  

“The children pick up on my stress. They certainly pick up on his stress. My five-

year-old was wetting the bed and the more [patient] got sleep deprived because he 

was getting up in the middle of the night changing sheets, the less tolerant of it he 

became and that becomes like a negative cycle” (Parent 9). 

the family had limited childcare support, 

“The first time I brought her to the hospital, she saw a lot of patients in very bad 

conditions” (Parent 8).  

or there was an emergency. 

“He [patient] got very sick and ended up in the high intensity unit because they had 

to call a code blue, which was probably a bit of a shock seeing Dad so sick in 

hospital, and for [child] – that was probably the hardest week for him. It was 

stressful for all of us; me trying to still work, going into hospital every night” (Parent 

4). 
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Health Professionals 

Children are invisible  

 There were many barriers that rendered children invisible among HPs meant 

children were not being detected and referred on to the appropriate staff or services 

that could assist with this. For instance, there were no routine and standardised 

screening processes in place to detect systematically patients’ children and refer them 

on, therefore relying on HPs to remember and implement these processes themselves. 

However, this was not routinely occurring, and HPs typically relied on parent’s 

telling them they had children, rather than asking them about children. 

“That’s [screening] something we initiate ourselves. We normally try to get as much 

information about their social life and their family life as we can and then if they tell 

us they do have kids, then we explore” (HP5).  

Moreover, there was confusion around who was responsible for screening for 

patients’ children and subsequently children were typically overlooked as it was 

assumed someone else was doing this, “If everyone is thinking the social worker will 

make a referral, it’s leaving it to the social worker, but they don’t automatically see 

every patient. So, there’s a lot that can be overlooked” (HP11). 

When considering approaching children, HPs were aware that conversations with 

children needed to be child centric, that is, conversations needed to be timely and 

ongoing to accommodate children’s processing of information and developing 

cognitive sophistication.  

“Sometimes they [children] will process it through play therapy, but not be able to 

articulate it verbally how they’re feeling. Then, once the diagnosis has got to a safer 

distance, they might be able to engage in some verbal dialogue, or as they’re getting 

a little bit older, they might be in a position to articulate and want to revisit what’s 

happened” (HP9). 

However, most HPs felt they did not possess sufficient developmental knowledge or 

training to facilitate this level of communication with children. Consequently, HPs 

were reluctant to approach children as they felt they could potentially do more harm 

than good by opening a conversation they were not equipped to have.  

“I’m not experienced in child psychology. I really am fearful that I would be doing 

an injustice opening up a conversation that I didn’t have the tools to complete” 

(HP3).  
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Community services that were experienced with cancer patients’ children, and had 

resources and programs available to support them, were reliant on clinically based 

HPs to identify children, recall their services, and then refer or direct children to 

these services, “We are relying on nurses and people in the healthcare profession to 

remember about [service]. It is not usually part of their standardised screening, but 

ultimately it would be good for it to be so that more referrals can come to [service]” 

(HP11).  

Yet, clinical HPs indicated their ongoing need for support with this; to promote their 

recall and awareness of these services in the first instance, and to inform them of 

their current operational status, the services they provided, and their intake criteria. 

These HPs felt that it could be more detrimental to send children to a service that was 

no longer operational or not designed to support their needs, “Probably there are a 

number of supports out there, but it’s having access to them and working out who 

can have access to those different things” … “More education and knowing the 

usual things of being able to signpost people to where help can be sought” (HP7). 

Parents preferred to shield their children from hospital and clinical settings, which 

exacerbated children’s lack of visibility among HPs through limiting HPs’ and 

children’s capacity to seek out one another.  

“I feel a lot of the time they shield the kids, so they don’t bring them in” (HP4). 

HPs also recognised that children were reluctant to talk to HPs, including those who 

were experienced with children and positioned to support them,  

“With the ones that are reluctant to talk, it is a lot more challenging, and I feel that 

even when I am trying to build more of a rapport with them and sneakily get some 

questions in here and there, it’s not always going to go well” (HP12).  

Furthermore, children typically wanted to protect their parents by concealing their 

thoughts and feelings from parents and HPs. Thus, made it difficult to recognise 

when children were struggling, “Sometimes there are ones that have never really 

spoken about it because they’re afraid of upsetting their parent or whatever the 

circumstance might be” (HP12).  

 

Explanatory model: How children are affected by a parent’s cancer diagnosis  

Based on the perspectives of children, parents, and HPs, the overarching 

concept that cancer patients’ children were not seen and not heard, emerged. When a 

parent was diagnosed with cancer, patients’ children were unlikely to receive the 
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timely support needed to help them cope with their heightened levels of worry and 

distress, resultant from the diagnosis. This appeared to be due to the compromised 

nature of children’s interactions with parents and HPs. The mechanisms which 

underpinned the nature of these interactions were i) a breakdown of communication 

among children, parents, and HPs, and ii) barriers that prevented children, parents, 

and HPs from interacting with each other. These mechanisms are visually 

conceptualised in the proposed explanatory model titled Alexander’s Children’s 

Cancer Communication (ACCC) model (Figure 5). 

 

 

Figure 5. Alexander’s Children’s Cancer Communication (ACCC) model Figure 14 

 

Compromised social interactions and communication breakdowns  

Children, parents, and HPs construct meaning through their social 

interactions with one another and their sharing of information (Blumer, 1969). 
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However, our findings indicated fundamental social interactions were not occurring, 

particularly between children and parents, and children and HPs. When a parent was 

diagnosed with cancer, dramatic changes were observed in children’s micro-, meso, 

and exosystems which impacted the nature of these social interactions 

(Bronfenbrenner, 1996). For instance, parents’ relationships with children were 

typically transformed and HPs were thrust into children’s microsystems where their 

influence on children was directly felt. Also, children’s pre-existing supports such as 

extended family, friends, school, and sports communities became less proximal. 

These changes were often unsupported, and this presented barriers which challenged 

children’s meaningful interactions within these relationships.  

 

Discussion 

This study explored how children are affected by their parents’ cancer 

diagnosis from multiple perspectives. Patients’ children felt worried and distressed 

because they were alone in dealing with their complex thoughts, emotions, and 

experiences. Children’s needs were often unattended because parents were 

overwhelmed by the diagnosis and children’s visibility was reduced among HPs. 

These findings contribute to the growing body of parental cancer research by 

supporting current literature indicating there is significant disruption experienced by 

children which impacts their psychosocial wellbeing (Faccio et al., 2018; Walczak et 

al., 2018). Yet, parents parenting ability is often affected and they want clinical help 

supporting children’s coping and developmental outcomes (Dalton et al., 2019; 

Dencker et al., 2019; Sinclair et al., 2019). However, fears and barriers render HPs 

reluctant to broach the subject of patients’ children (Dalton et al., 2019; Dencker et 

al., 2019; Tafjord & Ytterhus, 2021). Our novel findings advance the literature by 

elucidating the underlying processes which contribute to these outcomes, and which 

have informed the development of our explanatory model. 

Children felt confused about aspects of their parent’s diagnosis, which is 

commonly reported in the literature (Fearnley & Boland, 2017; Walczak et al., 

2018), suggesting their information and communication needs are not being met. 

Typically, when children are insufficiently informed they attempt to make sense of 

the diagnosis on their own, however, this is often fraught with misconceptions and 

magical thinking which exacerbates fears and heightens feelings of worry and 
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distress (Dalton et al., 2019; Sinclair et al., 2019). Children in this study found it 

difficult to comprehend and articulate their thoughts and feelings, which impacted 

their capacity to effectively communicate with adults, indicating they need help with 

this process. However, findings in the parental cancer literature suggest parents 

assume higher communication quality than children (Weber et al., 2021) and 

underestimate children’s information needs (Forrest et al., 2006). Furthermore, this 

reflects developmental literature reporting adults typically expect children to 

communicate at an adult level, and that the communication gap between adults and 

children needs to be more supported (Landreth, 2002). Open, timely, and age-

appropriate communication is crucial to mitigating confusion and improving 

children’s coping and adjustment to the diagnosis (Ellis et al., 2017; Phillips et al., 

2021; Weber et al., 2021). 

Parents felt overwhelmed by and struggled to understand the vast amount of 

information received about the diagnosis, which impacted their capacity to 

communicate with children. These findings reflect previous literature where parents 

commonly report their anxiety and uncertainty regarding how to provide ongoing and 

age-appropriate communication for children and are concerned for any harm they 

might cause (Dalton et al., 2019; Fearnley & Boland, 2017; Sinclair et al., 2019). 

Parents require clinician help with this process, yet this support is not routinely 

offered in healthcare (Fearnley & Boland, 2017; Sinclair et al., 2019). HPs are 

reluctant to broach the subject of children with patients (Dencker et al., 2019) and 

there are few empirically based resources (Alexander et al., 2019; Ohan et al., 2020). 

Communication interventions are methodologically weak (Alexander et al., 2019) 

and communication resources available through leading not-for-profit organisations 

are generally not empirically evaluated with sufficient rigor. Greater guidance and 

support is required to promote parent’s ability to discuss their cancer diagnosis with 

children to ensure children’s communication and information needs are met (Sinclair 

et al., 2019; Walczak et al., 2018).  

Parents were further challenged to tend to children’s information and 

communication needs due to being overwhelmed by the more practical and 

burdensome aspects of the cancer diagnosis. Parent-child communication is made 

increasingly difficult if parents are not mentally and physically capable. Similar to 

the current study, Sinclair and colleagues (2019) found that the impact of diagnosis 

and treatment effected the feasibility and accessibility of communication resources 
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among mothers with breast cancer, and therefore, warranted careful consideration for 

how communication information is disseminated to parents. Significant upheaval and 

disruption when a parent is diagnosed with cancer is documented in the literature 

(Ghofrani et al., 2019; Sigal et al., 2003), however, our findings indicate practical 

support issues among families, remain unaddressed. Providing practical support 

around the challenges that come with a cancer diagnosis, such as the presence of a 

family support officer, would also enable parents to meet the communication and 

information needs of children.   

Communication concerns with patients’ children were also evident among 

HPs who were reluctant to approach children. Aligned with previous literature 

(Dalton et al., 2019; Dencker et al., 2019; Grant et al., 2016; Tafjord & Ytterhus, 

2021; Turner et al., 2009), HPs in this study felt they were not educated or 

experienced enough in talking with children, which impacted their confidence and 

willingness to seek out children. This concern is not unfounded, as a patient’s 

treating oncology team is primarily experienced in adult care and their interactions 

with children are minimal (Dalton et al., 2019; Dencker et al., 2019). However, there 

is evidence indicating parent’s and children’s desire for HPs to be communicating 

medical and clinical based information with children (Barnes et al., 2000; Fearnley & 

Boland, 2017; Kennedy & Lloyd-Williams, 2009). There appears to be limited 

empirical resources available to assist HPs with communicating with children 

(Dalton et al., 2019), except for a proposed communication framework by Semple 

and McCaughan (2019) and a communication tool by Hauken and Farbrot (2021). 

HPs are integral to supporting children’s communication and information needs, 

hence, there is need for further education, training, and access to resources for HPs to 

ensure this is routinely occurring.  

Clinical barriers prevented HPs from routinely identifying patients’ children, 

yet HPs are well-positioned to support children (Fearnley & Boland, 2017; Tafjord & 

Ytterhus, 2021) and patients’ children will likely benefit from these discussions 

(Ellis et al., 2017; Fitch & Abramson, 2007). Consistent with our findings, barriers 

such as time (Fearnley & Boland, 2017; King & Quill, 2006); opportunity (Dalton et 

al., 2019), and role (Ryan et al., 2005) are commonly reported in the healthcare 

literature. In this study children were also unlikely to approach HPs, consequently 

exacerbating the unlikeliness of HPs and children to interact and form meaningful 

relationships. Avoidance is common among children (Compas et al., 1996; 
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Krattenmacher et al., 2012) which therefore places an emphasis on HPs to be actively 

seeking out and engaging with children (Tafjord & Ytterhus, 2021). Web-based 

interventions for healthcare support, information, and therapeutic treatment are 

proving increasingly useful among children in other areas such as childhood cancer 

(Sansom-Daly et al., 2019; 2020) and mental health (Buttazzoni et al., 2021; Zeiler et 

al., 2021), and may address current problems experienced by HPs when supporting 

cancer patients’ children (Tafjord & Ytterhus, 2021). These interventions are 

generally accessible, tailorable, less taxing on resources (e.g., HPs time), and well-

received by young people (Boydell et al., 2014; Zeiler et al., 2021).  

Breakdowns in communication and interaction are central components 

underlying how children are affected by parental cancer and therefore form the basis 

of our proposed model. The present study is the first to propose an empirically driven 

theoretical model that conceptualises how patients’ children are affected by their 

parent’s cancer diagnosis. One other study has proposed a causal model to potentially 

explain children’s adjustment to a parent’s cancer diagnosis (Su & Ryan-Wenger, 

2007), however, this model was based on a review of the literature at that time. The 

model we propose, Alexander’s Children’s Cancer Communication (ACCC) model 

(Figure 5), provides a current explanation of how children are affected by their 

parents’ cancer diagnosis, by integrating the latest evidence within the literature and 

incorporating our research findings. To date, most interventions for cancer patients’ 

children have not produced clinically meaningful effects which may be attributed to 

limited methodological rigor (Niemelä et al., 2010; Ohan et al., 2020), including the 

absence of a theoretical foundation (Alexander et al., 2019). The ACCC model 

proposed in this study can be used to inform the development and implementation of 

future intervention strategies and therefore minimise the risk of Type III errors (i.e., 

rejection of the intervention when the intervention itself was inadequately designed 

and implemented) (Green, 2000; Wight et al., 2016). Furthermore, the ACCC model 

may be used to inform future clinical practice.  

 

Clinical recommendations 

Clinical and practical implications and recommendations derived from this 

study, which promote the timely support of cancer patients’ children, are as follows: 

• Training and education aimed at developing HPs communication skills 

and developmental knowledge.  
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• Development of a communication tool to be used by HPs to effectively 

communicate with patients’ children. A new tool might also capture the 

benefits of technology and integrate the methods used in this study 

whereby children were encouraged to write and draw about their thoughts 

and feelings.  

• Introducing routine and standardised screening processes for HPs to 

detect patients’ children and efficiently refer them on to the appropriate 

supports and resources that are currently available. Oncology nurses may 

facilitate this approach while also being supported by the development of 

a new, or refinement of an existing, screening tool. 

• Engaging a multidimensional approach to support parents with the 

practical challenges of a cancer diagnosis. For example, a family support 

worker or social worker who can assist families from diagnosis onwards.  

 

Limitations 

There was a gender bias as more female HPs participated in this study. 

However, this reflects the gendered nature of this industry (i.e., support professions) 

(Australian Beureau of Statistics [ABS], 2018; Sinclair et al., 2019). Male HPs may 

have had different perspectives, however, responses from participating male HPs 

were similar to those from females. HPs were recruited from one state (Western 

Australia) within Australia. While findings are consistent with studies from other 

jurisdictions it is acknowledged generalisability to other healthcare systems may be 

limited. There was a gender bias toward mothers, which is common in the parental 

cancer literature (Tavares et al., 2018). Fathers may have presented different 

perspectives, and future studies need to explore their perspectives. Parents and 

children were recruited through opt in methods and predominantly through cancer 

support services and a Comprehensive Cancer Centre. Therefore, it is likely the 

participants in this sample had greater psychological awareness and health literacy. 

This is commonly reported in similar studies (Beale et al., 2004; Bell & Ristovski-

Slijepcevic, 2011; Bugge et al., 2009; Park et al., 2016), however, a sample from a 

more diverse background may be warranted. The age range of the children was 

broad; focusing on a narrower age range may have yielded different findings that 
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reflect different experiences of children at different stages of development, and this 

could be considered in future studies.  

 

Conclusion  

Supporting cancer patients’ children is becoming an urgent area of concern in 

psycho-oncological research and care. Our findings indicate when a parent is 

diagnosed with cancer, parents are unavailable to tend to their children’s needs due 

to the demands associated with the cancer diagnosis, and HPs are challenged to 

provide the support that parents and children are asking for. Consequently, children 

are not seen and not heard by parents and HPs, and experience ongoing levels of 

heightened worry and distress as they feel alone in dealing with the diagnosis. The 

underlying mechanisms contributing to these findings are breakdowns in 

communication among children, parents, and HPs, additional to barriers that prevent 

them from interacting with each other. The findings from this study, including the 

proposed ACCC model which conceptualises how children are affected by their 

parent’s diagnosis, can be used to inform future research by providing a theoretical 

foundation to inform future intervention development and evaluation.   
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Supplementary Table 1. Table 9 

Topic guide for qualitative interviews  

 

Health Professionals 

 
Number Question Prompts 

1  Tell me about your contact and 

involvement with patients’ children? 

 

Experiences 

2 What do children come in for? What do 

they talk about with you? 

What is life like for these 

children? 
  What is going on for them? 

3 How do you feel patients’ children are 

affected by their parents’ cancer? 
 

 

4 What do you think would help patients 

and their children? 

 

 

5 What are your concerns for the 

wellbeing of patients’ children? 

 

 

6 What supports do you feel children need 

to adjust to their parent’s cancer 

diagnosis and treatment? 

Are these supports available   

  What supports are available? 

7 Are patients’ children supported in 

clinical practice? 

 

 

8 How might staff be assisted in providing 

support for children?  

How would you suggest these 

children could be better supported 

and assisted? 
9 Is there anything else you would like to 

say? 

 

 

 

 

Parents 

  
Number Question Prompts 

1 Can you tell me a bit about who is in 

your family? 

 

Such as who is in your 

family? Do you have any 
pets? 

2 What activities do you and your family 

enjoy doing together? 

 

 

3 Has any of this changed since 

your/your partner’s diagnosis? 

 

 

4 Tell me about your cancer diagnosis 
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5 What are the key challenges you have 

faced since your/your partner’s 

diagnosis? 

 

 

6 Do you feel okay talking to your 

children about your/your partner’s 

cancer and any changes? 

 

[If not] Okay, why is that? 

How have you talked to 

your children?  

7 How do you think your child/ren 

has/have been affected by your/your 

partner’s cancer? How do you feel your 

child/ren has/have coped with 

your/your partner’s cancer diagnosis? 

 

 

8 Have you noticed any other changes in 

your child’s/children’s behavior? 

 

 

9 What, if any, worries or concerns do 

you have for your child/ren and their 

coping with your/your partner’s 

cancer? 

 

 

10 Do you feel confident and comfortable 

with supporting and assisting your 

child/ren to cope with your/your 

partner’s cancer, and any problems or 

issues that might arise? 

 

What support have you 

had? 

 

11 Is there anything that might make you 

feel more comfortable to do this? 

 

 

12 What are the main challenges you face 

with supporting your child(ren)?  

 

Is there anything else you 
would like to say? 

 

 

Children 

 
Number Question Prompts 

1 Can you tell me about your family?  Such as who is in your family? 

Do you have any pets? 

2 What are the fun things your family 

enjoy doing together? 

 

Have any of these things 

changed lately? 

3 Is there anything that you worry 

about? 

 

 

4 I was hoping you could tell me a 

little bit about your [mum/dad]. Has 

[mum/dad] been sick lately? 

 

 

5 What do you call [mum’s/dad’s] 

sick/sickness? 
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6 Tell me what you know about 

[mum’s/dad’s] sickness? 

 

 

7 If you have a question about 

[mum’s/dad’s] sickness, who do you 

ask or what do you do? 

 

 

8 Is mum and dad OK talking to you 

about [mum/dad] not being well?  

 

[If yes] Tell me some of the 

things you talk about with 

mum and dad? 

[If no] Would you like to be 

able to talk to mum and dad 

about this more? 

 

9 Are there more things you want to 

know about [mum’s/dad’s] 

sickness? 

[If yes] Tell me what sort of 

things? 

 What are some things you do to help 

you feel better about [mum/dad] not 

being well? 

 

 Has life been different since 

[mum/dad] found out [he/she] was 

not well? 

[If yes] Tell me how it has 

been different? 

 Are things still the same with your 

friends, or have they changed? 

[If they have changed] Tell me 

how they have changed? 

 Are things still the same at school, 

or have they changed? 

[If they have changed] Tell me 

how they have changed? 

 Is there someone at school you 

prefer to talk to about [mum/dad] 

not being well? 

[If yes] Tell me who this 

person is? 

 What makes you feel the happiest 

lately? 

 

[Prompt] Activities? Things? 

Items? People? 

 And, what makes you feel unhappy 

or sad lately? 

 

[Prompt] Activities? Things? 

Items? People? 

 

 If I asked you to do a special activity 

with mum or dad, and it could be 

any kind of activity, what would that 

special activity be? 

 

 If you had a friend that found out 

their mum or dad was not well in a 

similar way to your [mum/dad], 

what would you do to help that 

friend? 
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CONCLUSION 

 

 

This exploratory qualitative study aimed to determine how children with a 

parent with cancer are affected by their parent’s cancer diagnosis (see Figure 1 for a 

visual overview of the research process). Initially, a general review of the literature 

discussed how families, parents, and children are affected by a parent’s cancer 

diagnosis, and the context of clinical care and interventions that are available to 

support patients’ children. This review led to the conclusion that there was need for a 

systematic review and full appraisal of current interventions available for cancer 

patients’ children, to determine which interventions were effective with supporting 

children’s psychosocial outcomes and the nature of these interventions including 

which mechanisms were effective and why. The findings from our systematic review 

indicated that current interventions for cancer patients’ children were not effective at 

improving or reducing psychosocial outcomes among children (e.g., depression and 

anxiety), due to poor study quality including the absence of a relevant theory or 

model to guide intervention research. Therefore, based on these findings it was 

deemed necessary to empirically develop such a model which could be used to 

improve the methodological robustness of future intervention development and 

evaluation studies and promote the efficacy of interventions among cancer patients’ 

children.  

To achieve this objective, a comprehensive exploration into the effect a 

parent’s cancer diagnosis has on their young children, from the perspectives of key 

informants, was conducted. An integrated theoretical approach combining symbolic 

interactionism (Blumer, 1969) and ecological systems theory (Bronfenbrenner, 1979) 

was adopted as this considered the high level of influence children’s social 

interactions and their environment have on their developmental outcomes. In-depth, 

semi-structured interviews were conducted with oncology health professionals, 

parents/patients, and children using methods of constructivist grounded theory 

(Charmaz, 2006; 2014). These methods enabled the application of a flexible and co-

constructive process to understanding participant’s unique viewpoints of children’s 
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experiences, and the generation of a theoretical model which conceptualised the 

processes underlying how children are affected by their parent’s diagnosis.  

Findings from interviews with participants evidenced that when a parent was 

diagnosed with cancer, there were barriers in the clinical system and patients’ 

psychosocial environment which challenged health professionals’ ability to detect 

patients’ children and ensure their timely referral for psychosocial and emotional 

support. Parents were often unavailable to tend to their children’s needs due to being 

overwhelmed by the practical and more burdensome demands of their cancer 

diagnosis. Consequently, children felt disconnected from their supports and alone in 

dealing with their parent’s diagnosis, which exacerbated their feelings of worry and 

distress. These barriers and challenges formed the underlying mechanisms that 

prevented fundamental interactions and communication processes from occurring 

among children, parents, and health professionals, which rendered children to be; 

‘not seen and not heard’ when their parent was diagnosed with cancer. As such, 

these findings informed the development of the Alexander’s Children’s Cancer 

Communication (ACCC) model, an explanatory model which conceptualises the 

underlying mechanisms involved that contribute to how children are affected by their 

parent’s cancer diagnosis. This model demonstrates that when a parent is diagnosed 

with cancer, fundamental social interactions among children, parents, and health 

professionals are encumbered due to children’s lack of visibility in the healthcare 

system and family life, which impacts communication processes between children, 

parents, and health professionals and leaves children unsupported. Furthermore, 

other supports such as extended family and friends are less accessible to children 

which further decreases their ability to be supported. 



 

 

Figure 1. Research process     Figure 15
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Suggestions for future research 

This research poses a number of directions for future research, including the 

need for more methodologically robust intervention studies which adhere to the 

relevant reporting guidelines such as those outlined in the consolidated standards of 

reporting trials ([CONSORT], Moher, 2010) statement, to strengthen and clarify 

current research findings. Studies might also consider using the ACCC model 

proposed by this study to inform the development and evaluation of future 

interventions, to improve the study quality and rigor of intervention research and 

promote capacity for more targeted intervention among patients’ children. More 

involvement of children is also required to inform and guide future research. As 

observed in the current study, children provide unique insight regarding their lived 

experiences, and it is imperative their voices are adequately heard and incorporated 

into the research. Moreover, participatory research involving children should 

endeavour to use more novel and developmentally appropriate techniques among 

children which supports children’s comprehension and communication levels.  

Findings from the current research study have also been used to propose a 

series of clinical recommendations, which include the need to develop a 

communication tool or resource for health professionals, to foster their ability to have 

more open and informative conversations with patients’ children and provide 

psychosocial and emotional support. Such a resource might consider addressing this 

clinical need through the empirical development of a tool or resource that 

incorporates more developmentally informed techniques. Examples of these 

techniques include the novel approach used in the current study, or web-, 

application-, and gaming-based approaches, which have also proven feasible and 

effective in supporting children’s mental health related to parental cancer (Piil et al., 

2021) childhood cancer (Sansom-Daly et al., 2019; 2020) and other areas of child 

research (Buttazzoni et al., 2021; Sajeev et al., 2021; Zeiler et al., 2021).  

 

Practice implications 

The findings from this study also inform several practice implications at the 

individual, organisational, systems, and intersystem levels (Murell, 1970). At the 

individual level children report being alone and disconnected from fundamental 

supports including parents and health professionals. Consequently, their 
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communication and information needs are not being met and children remain worried 

and distressed. According to Murell (1970) the processes that foster personality 

stability and change are a function of the interaction relationships between the 

individual and their environment. Therefore, the determinants of an individual’s 

problems occur within their interaction relationships in their social systems. The 

findings of the current research study which are articulated in the proposed ACCC 

model, provide targeted areas (e.g., communication, information provision) for 

directing organisational and systemic changes (e.g., introducing standardised 

screening processes for identifying patients’ children) aimed at improving children’s 

interactions with parents and health professionals. Implementing these changes 

would increase the likeliness of fundamental communication processes between 

children and parents and health professionals to occur, thus also increasing the 

potential for children to receive the timely support they require. Recently, Piil and 

colleagues (2021) reported the theoretical and evidenced based development of 

electronic health games to facilitate the social interactions between parents with 

cancer and their children during hospitalisation. This is one such novel and 

developmentally informed approach to improving children’s interactions with 

parents. Alternatively, our findings indicate parents are overwhelmed by the more 

burdensome aspects of the diagnosis which makes it difficult for parents to tend to 

their children’s needs. Providing practical support for parents in the form of a family 

support worker would enable parents to be more present with children and ensure 

their needs are being met.  

A family support worker could also serve to improve the likeliness of health 

professionals and children to interact with one another by ensuring the timely entry 

of children into clinical and healthcare systems, and that they are being detected by 

health professionals. Another means for promoting children’s and health 

professionals’ interactions is in the form of providing developmental education and 

information for health professionals. This would increase their confidence with 

talking to patients about their children and their likeliness to approach patients’ 

children, thus promoting greater levels of holistic care for patients. Improving health 

professionals’ knowledge of children could be further supported with a 

communication tool to assist health professionals with talking to patients’ children 

(as proposed earlier). Further practice implications at the organisational and systemic 
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level may include the development or refinement of a standardised screening tool or 

protocol for health professionals to be routinely detecting patients’ children, thus 

ensuring children are efficiently entering the healthcare system and are appropriately 

referred on for support. Also, a comprehensive and detailed needs assessment which 

identifies and analyses the specific needs of children would increase the precision 

and unification of resource allocation decisions rather than addressing areas of broad 

need among patients’ children. 

 

Closing words 

The effect a parent’s cancer diagnosis has on their developing child is 

increasingly becoming an area of concern within psycho-oncological research and 

clinical care. Therefore, the current study addresses the observed paucity in the 

parental cancer literature by providing an in-depth insight of children’s experiences 

when living with a parent with cancer from the perspectives of key informants, 

which included health professionals, parents, and children. The ACCC model 

proposed in this study can be used to inform future intervention development and 

evaluation studies thus improving the study quality and rigor of intervention 

research. Practice implications and clinical recommendations provided may be used 

to promote more targeted directions for improving holistic psycho-oncological care 

for cancer patients. This care would include safeguarding patients’ children from 

being left alone to cope with their parent’s diagnosis, thereby mitigating their 

vulnerability for ongoing, long-term psychosocial and behavioural effects elicited by 

the diagnosis. 
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Child and Adolescent Mindfulness Measure 

Beck Youth Inventories, 2nd Edition  

Children's Impact of Event Scale 

Pediatric Quality of Life Generic Core Scales, version 4.0 

McMaster Family Adjustment Device 

Child Behavioural Checklist - Parent 

PedsQL Questionnaire 

Parent and Child Participant Information Sheet - Mindfulness Program 

Child Participant Information Sheet - Mindfulness Program 

Child Consent Form - Mindfulness Program 

Parent Consent Form - Mindfulness Program 

Pilot Study Interview Schedule for Children aged 9 to 11 Years - Pre-intervention 

Pilot Study Interview Schedule for Children aged 9 to 11 Years - Mid-intervention 

Pilot Study Interview Schedule for Children aged 9 to 11 Years - Post-intervention 

Pilot Study Interview Schedule for Children aged 9 to 11 Years - Follow up 

Pilot Study Interview Schedule for Parents - Pre-intervention 

Pilot Study Interview Schedule for Parents - Mid-intervention 

Pilot Study Interview Schedule for Parents - Post-intervention 

Pilot Study Interview Schedule for Parents - Follow up 

Child Participant Information Sheet - Qualitative Interviews 

Child and Parent Participant Information Sheet - Qualitative Interviews 

Staff Participant Information Sheet - Qualitative Interviews 

Parent Consent Form on behalf of the child - Qualitative Interviews 

Parent Consent Form - Qualitative Interviews 

Staff Consent Form - Qualitative Interviews 
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Appendix D 

Participant information and consent forms 
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Appendix E 

Information sheet for children
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Appendix F 

Counselling Support Lists 
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Appendix G 

Fliers 
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Appendix H 

Participant demographics 
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Appendix I 

Interview guides 

Health Professionals 

 
Number Question Prompts 

1  Tell me about your contact and 

involvement with patients’ children? 

Experiences 

2 What do children come in for? What do 

they talk about with you? 

What is life like for these 

children? 

  What is going on for them? 

3 How do you feel patients’ children are 

affected by their parents’ cancer? 

 

4 What do you think would help patients and 

their children? 

 

5 What are your concerns for the wellbeing 

of patients’ children? 

 

6 What supports do you feel children need to 

adjust to their parent’s cancer diagnosis 

and treatment? 

Are these supports available   

  What supports are available? 

7 Are patients’ children supported in clinical 

practice? 

 

8 How might staff be assisted in providing 

support for children?  

How would you suggest these 

children could be better 

supported and assisted? 

9 Is there anything else you would like to 

say? 

 

 

 

Parents 

  
Number Question Prompts 

1 Can you tell me a bit about who is in your 

family? 

Such as who is in your family? Do 

you have any pets? 

2 What activities do you and your family 

enjoy doing together? 

 

3 Has any of this changed since your/your 

partner’s diagnosis? 

 

4 Tell me about your cancer diagnosis  

5 What are the key challenges you have 

faced since your/your partner’s diagnosis? 

 

6 Do you feel okay talking to your children 

about your/your partner’s cancer and any 

changes? 

[If not] Okay, why is that? 

How have you talked to your 

children?  

7 How do you think your child/ren has/have 

been affected by your/your partner’s 

cancer? How do you feel your child/ren 

has/have coped with your/your partner’s 

cancer diagnosis? 

 

8 Have you noticed any other changes in 

your child’s/children’s behavior? 

 

9 What, if any, worries or concerns do you 

have for your child/ren and their coping 

with your/your partner’s cancer? 
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10 Do you feel confident and comfortable 

with supporting and assisting your 

child/ren to cope with your/your partner’s 

cancer, and any problems or issues that 

might arise? 

What support have you had? 

 

11 Is there anything that might make you feel 

more comfortable to do this? 

 

12 What are the main challenges you face 

with supporting your child(ren)?  

Is there anything else you would 

like to say? 

 

 

Children 

 
Number Question Prompts 

1 Can you tell me about your family?  Such as who is in your family? 

Do you have any pets? 

2 What are the fun things your family enjoy 

doing together? 

Have any of these things changed 

lately? 

3 Is there anything that you worry about?  

4 I was hoping you could tell me a little bit 

about your [mum/dad]. Has [mum/dad] 

been sick lately? 

 

5 What do you call [mum’s/dad’s] 

sick/sickness? 

 

6 Tell me what you know about 

[mum’s/dad’s] sickness? 

 

7 If you have a question about 

[mum’s/dad’s] sickness, who do you ask 

or what do you do? 

 

8 Is mum and dad OK talking to you about 

[mum/dad] not being well?  

 

[If yes] Tell me some of the 

things you talk about with mum 

and dad? 

[If no] Would you like to be able 

to talk to mum and dad about this 

more? 

9 Are there more things you want to know 

about [mum’s/dad’s] sickness? 

[If yes] Tell me what sort of 

things? 

 What are some things you do to help you 

feel better about [mum/dad] not being 

well? 

 

 Has life been different since [mum/dad] 

found out [he/she] was not well? 

[If yes] Tell me how it has been 

different? 

 Are things still the same with your 

friends, or have they changed? 

[If they have changed] Tell me 

how they have changed? 

 Are things still the same at school, or 
have they changed? 

[If they have changed] Tell me 
how they have changed? 

 Is there someone at school you prefer to 

talk to about [mum/dad] not being well? 

[If yes] Tell me who this person 

is? 

 What makes you feel the happiest lately? 

 

[Prompt] Activities? Things? 

Items? People? 

 And, what makes you feel unhappy or sad 

lately? 

 

[Prompt] Activities? Things? 

Items? People? 

 

 If I asked you to do a special activity with 

mum or dad, and it could be any kind of 

activity, what would that special activity 

be? 
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 If you had a friend that found out their 

mum or dad was not well in a similar way 

to your [mum/dad], what would you do to 

help that friend? 

 

 If you had 3 wishes, what would those 

wishes be? 
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