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Abstract 

This research project investigated the lived experience of young people between the ages of 9 

and 19 years who have a parent or sibling diagnosed with cancer. The study aimed at 

investigating the needs of these children specific to information, supports, and 

communication. A cancer diagnosis within the family can be traumatic and impact all 

members, yet children or siblings of cancer patients tend to be overlooked due to a high focus 

on the sick family or member. Many of these children face adjustment difficulties across all 

areas of life, including at school, emotionally, socially, and mentally. Siblings and children 

were recruited from cancer support agencies via invitation. Once families had expressed 

interest in allowing their children to participate and had provided consent, one-on-one 

interviews were conducted with these children in Christchurch. Questions explored the 

experiences of these children and the needs which they saw as unmet. Participants were asked 

about their experiences having a family member diagnosed with cancer, what has helped 

them cope, what they would like to know more about, and what supports they would find 

beneficial. Results highlighted that children may face many changes when a family member 

is diagnosed with cancer, as well as requiring various types of support and communication. In 

addition to facing family separation, they are more time-conscious, and there was an 

emphasis on every child being different. Children require flexibility and awareness of 

supports and information, with a high need of communication from parents. By having 

children articulate their thoughts and feelings in their own words regarding their experience 

of having a family member diagnosed with cancer, it can be valuable to organisations and 

healthcare professionals who interact with these families so that the best information, 

supports, and resources can be provided to this population.
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Chapter 1 – Introduction. 

“Every day may not be good, but there is something good in every day”. 

(Alice Morse Earle). 

Cancer is a serious, complex illness, with many different types, and affects people 

across the lifespan. This includes all those close to the person who receives the diagnosis, 

as it can create a strain on the family. With many components involved in cancer and 

treatment, there are many disruptions for all members (Wilkins & Woodgate, 2005). These 

disruptions tend to impact the schedules and social activities of everyone as the patient is 

at the hospital frequently (Wilkins & Woodgate, 2005). Especially in New Zealand with 

many having to travel hours to get to a cancer treatment centre and stay for extended 

periods of time (Porteous, Peterson, & Cartwright, 2018). Much of the earlier research 

investigated the psychosocial effects on the parents and, within the past couple of decades, 

has moved on to the siblings and children, as it has been argued that the effects of the 

illness should be extended to the whole family (Alderfer et al., 2010). However, there is 

still little information and mixed findings for this group, as well as a few issues hindering 

the obtaining of more representative groups (Long, Goldish, et al., 2015; Patterson, Millar, 

& Visser, 2011). This includes parents worrying that by talking about the illness it could 

affect the child further (Ghofrani, Nikfarid, Nourian, Nasiri, & Saiadynia, 2019), and those 

who do participate tending to be more readily available due to proximity to cancer 

treatment centres. 

For children who have a family member diagnosed with cancer, it can be just as 

hard for them as it is for the patient, especially if it is a parent who is unwell and the 

children are still dependent on them (Golsäter, Henricson, Enskär, & Knutsson, 2016; 

Karidar & Glasdam, 2018). Without the appropriate and suitable information, this can lead 

to limited understanding, higher levels of anxiety, and poorer communication within the 



2 | P a g e  
 

home (Karidar & Glasdam, 2018). There are mixed findings on whether the child should 

be told of their relative’s cancer diagnosis, with parents either not being able to because of 

the time spent away with the ill child (Porteous et al., 2018), or them wanting to protect the 

child whilst the ill parent goes through treatment (Karidar & Glasdam, 2018). Age also 

plays a part when it comes to discussing the illness with the child, as the younger they are 

the less cognitively developed they are, which can then impact their understanding (Turner 

et al., 2007). 

Research has found that one of the main social supports that can help young people 

adjust to having a family member diagnosed with cancer is better informational support 

(Murray, 1999), yet when looking at what Aotearoa/New Zealand has for this 

demographic, this is very limited. With more than 100 cases of childhood cancer diagnoses 

reported each year in Aotearoa/New Zealand (Ballantine et al., 2017) and many more for 

adults, this highlights a need for more information resources and supports to be designed 

and developed to help families adjust. The information needs to be more developmentally 

appropriate for all ages and situations. 

In Aotearoa/New Zealand, cancer accounts for almost one-third of deaths (Blakely 

et al., 2010), with approximately 540 new cancer cases per 100,000 people (Morton, 

2018). When looking at support websites for cancer patients and their loved ones, there is 

little information available for young people. There are support systems such as SuperSibs! 

(Long, Goldish, et al., 2015) and the Providence Family Programme (Nelson, 2016), but 

without adequate information and communication, these supports are less likely to be 

accessed or not used to their full capacity. With organisations like CanTeen NZ, the Child 

Cancer Organisation, and the Cancer Society in New Zealand, young people have websites 

to turn to with resources such as support/peer groups. However, resources and information 

are still lacking for this population in comparison to other countries such as Australia. 
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In New Zealand, there are only two known studies which address the needs of the 

children and siblings of cancer patients, and only one is a published study (Lamb, 2015; 

Porteous et al., 2018). Although both utilised a qualitative methodology and gave a better 

insight into the experiences of the siblings, neither investigated the experiences of the 

children. By investigating their experiences from their own perspective, it allows for a 

deeper understanding of the experiences that these young people go through, due to the 

detailed data and analysis of it (Van Manen, 1990). The research refers to cancer and the 

process as an experience (Murray, 1998), which emphasises the need for more specific, in-

depth research which asks these young people about their experience and how they 

understand the illness. This underpins the phenomenological approach (Lopez & Willis, 

2004); reflecting on the lived experience of a phenomena (Van Manen, 2016). 

Due to the lack of resources and support for this population, especially within 

Aotearoa/New Zealand, there is a need for more research to be carried out so that this gap 

can be appropriately and effectively addressed. Although the findings from international 

studies can aid in the understanding of an experience, each country is made up of different 

cultures and perspectives. Because of this, different cultures perceive and experience life 

events differently and it is important to approach health-related matters from a cultural 

perspective (Mystakidou, Parpa, Tsilika, Katsouda, & Vlahos, 2004). In a country where 

cancer rates across all ages are some of the highest in the developing world (Morton, 

2018), the perceptions and understandings of the illness may vary from a country where 

the rates are lower. Therefore, the purpose of this study is to explore young people’s 

perceptions of the support, information, and communication available to them when they 

have a parent or sibling with cancer. The aim for this research is to: 
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- Understand the perceptions of children and siblings about their experiences, in 

order to inform a more needs-based approach for the development of better support 

and resources. 

As a student within the Child and Family Psychology programme, I am interested in 

the development of young people under the age of 18 years. I have studied psychology for 

5 years and have a passion for better understanding how young people cope and persevere 

through tough situations, so that I can better serve them and help others to do the same. 

Over the past few years I have worked and volunteered for many child and adolescent-

focused organisations which have helped develop my passion for helping these individuals 

cope and succeed. From a mental health perspective I believe that if our mind is healthy, 

then we are better able to cope with what we experience. The reason for choosing this 

topic is because it fits within my passion for helping and supporting young people. When 

discussing potential research topics, I discovered that there was a need for better resources 

and support for young people who have a family member diagnosed and living with 

cancer, especially within the Aotearoa/New Zealand context. 

Structure of Thesis 

In Chapter one I have introduced myself as the researcher, outlined the purposes for the 

current study, and included a brief overview of research currently available. 

Chapter two presents an overview of the relevant literature and identifies the limited 

research which relates to an Aotearoa/New Zealand context. 

Chapter three outlines the methodology utilised within the current study to answer the 

questions and objectives. 

Chapter four presents the research design and method, including a discussion on ethical 

considerations, and methodological rigour. 
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Chapter five presents the results and the themes that arose from the research. 

Chapter 6 discusses the finding limitations of the research, recommendations for 

future work, implications for practice, and a conclusion. 
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Chapter 2 – Literature Review 

“People would always ask me how she was doing, never how I was doing. I was suffering just 

as much as she was – not physically, but emotionally”.  

                                                                                                                       (Murray, 1998) 

The following chapter reviews literature which investigates the experiences and needs 

of children who have either a parent or sibling diagnosed with cancer. Literature exploring 

the feelings, reactions, and changes that the children experience have also been reviewed to 

help further the understanding of this group. Subheadings will be used to make it easier and 

clearer to present the different subtopics with findings under each. 

Electronic databases were used by the researcher to find the most inclusive collection 

of literature relevant to the study. These included Google Scholar, the University of 

Canterbury Library catalogue, and Medline. Search terms included "parental cancer", 

"children" "adolescents", "coping", "needs", and “sibling cancer”. Results were then further 

limited to the past 10 years so that the information is more recent. However, in some cases as 

with reviews, some older research was used when relevant and insightful. Literature was 

further filtered by age of participants, with the age range being 7-19-years-old due to 

cognitive ability and fitting within the age range of the current study. In addition, reference 

lists of articles most closely pertaining to the topic were searched. The literature search 

yielded a total of 16 articles on parents with cancer, including one review article and 14 

articles on children with cancer. 

For the purpose of this study, individuals who are living with cancer will be referred 

to as the “patient”, and those who are in remission and have finished treatment will be 

referred to as “survivors”. The brothers/sisters of these individuals will be referred to as the 

“siblings” and the sons/daughters of patients will be referred to as the “children”. 
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Overview 

Cancer is the second leading cause of mortality internationally, with 1 in 6 deaths 

attributable to cancer (World Health Organisation, 2018). It can affect any part of the body 

and can be a burden both economically and within families, especially in families with young 

people. Yet, there are still many misconceptions about the illness. In a survey carried out by 

Silver and Silver (2013), it was found that 5% of adults who were teenagers when their parent 

was diagnosed said that they knew a lot about cancer and what was going on. Siblings 

though, due to the preoccupation that the parents have with the ill child, are kept less in the 

loop (Hamama, 2010), which can lead to feelings of worry, anxiety, confusion, and sadness 

(Porteous et al., 2018). Parents tend to avoid questions about cancer and death out of 

protecting the child from negative feelings, preserving family memories, or avoiding 

confusion (Kobayashi, Heiney, Osawa, Ozawa, & Matsushima, 2017). However, some 

reports show that parents confirm open communication helps to alleviate distress (Meriggi et 

al., 2017). 

Impact on the whole family system. 

When a family member is diagnosed with cancer, all family members are affected and 

distressed (Houtzager, Grootenhuis, & Last, 1999). For the children and siblings, as they start 

to contemplate their family member’s mortality, distress is heightened (Ellis, Wakefield, 

Antill, Burns, & Patterson, 2017). The older they get, the more pronounced this awareness is 

due to an increased understanding of the diagnosis (McDonald, Patterson, White, Butow, & 

Bell, 2015). With many components involved in the diagnosis and treatment of cancer 

(treatments, side-effects of treatment, and hospital visits), there are many disruptions for all 

family members. These disruptions tend to impact the schedules and social activities of 

everyone as the patient is at hospital frequently (Wilkins & Woodgate, 2005). Within New 

Zealand, this is even more prevalent as many families have to travel long distances to hospital 

and stay for extended periods of time (Porteous et al., 2018). 
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From a family systems perspective, it is important to investigate the impact that 

cancer has on the whole family, so that the functioning of each individual family member can 

be better understood, especially in regard to the reorganisation and adaptation that they 

experience (Alderfer & Kazak, 2006; Finch & Gibson, 2009; Wilkins & Woodgate, 2005). 

The Family Systems Theory posits that all members within the family interact with and 

influence one another. The condition of one impacts all others due to being a system 

comprising of many interdependent systems (marital, parental, siblings, and child) (Bowen, 

1993; Faulkner & Davey, 2002). The severity and uncertainty of cancer is devastating for 

each member of the family system (Murray, 1998; Murray, 1995). Not only is the patient 

affected by the diagnosis, illness, and demands, but also the spouse, child, and sibling (Finch 

& Gibson, 2009; Wilkins & Woodgate, 2005). This impact may be more noticeable when it is 

a parent who is diagnosed, due to the dependency that the child still has on them, and other 

factors which can be impacted (McDonald et al., 2015). For instance, the marriage quality 

(e.g. conflict) can affect the well-being of the parent or patient, which in turn can affect the 

well-being of the child (Compas et al., 1994). 

A cancer diagnosis can lead to strong, negative feelings such as worry, sadness, 

jealousy, guilt, ‘walking on eggshells’, anger, role changes within the family, added 

responsibilities, marital discord, physical and emotional changes in the patient, emotional 

unavailability, and even conflict (Davey, Tubbs, Kissil, & Niño, 2011; Faulkner & Davey, 

2002; Silver & Silver, 2013). Much of this may be intensified if the young person is also 

going through adolescence. Because of less parent availability for either physical reasons 

(e.g. being at the hospital) or emotional reasons (e.g. distressed themselves), and having less 

contact with health professionals, this increases the likelihood of unmet needs (Long, 

Marsland, & Alderfer, 2013). Despite the undesirable outcomes when a parent or sibling has 

cancer, the outlook is not all negative. There have been a plethora of positive outcomes 
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regarding coping, growth, and maturity. These include greater empathy for others, stronger 

familial bonds, better communication, and greater levels of maturity (Kennedy & Lloyd-

Williams, 2009; Silver & Silver, 2013). This knowledge is beneficial, as collectively it can 

increase understanding and awareness of what helps. 

Hence awareness and understanding that each member will be impacted differently, 

with effects not being instant is important to consider. Although observing the current effects 

of cancer provides an insight into the impact on the family system, longitudinal work that 

examines the effects over time furthers this understanding (Faulkner & Davey, 2002). This 

knowledge can then answer questions pertaining to mechanisms by which a familial cancer 

diagnosis can impact the functioning of the family unit, such as the strength of the familial 

bond and the level of inclusion from all members. Granted that the majority of the research is 

cross-sectional (Ellis et al., 2017; Long et al., 2018), it does help researchers understand the 

experiences of children and siblings. This provides more information on how they cope 

within the family and what their needs may be. 

Even though the majority of the literature focuses on the cancer patients and their 

spouses or parents, there has been a shift in research over the past few decades, with a focus 

on young people who have a parent or sibling diagnosed with cancer (Patterson, McDonald, 

White, Walczak, & Butow, 2017). Studies which investigate their experiences show that they 

are at risk of developing post-traumatic stress and other psychosocial issues (Kamibeppu et 

al., 2010). When not informed, supported, or involved, this risk is even more pertinent. For 

adolescents, due to the conflict arising between wanting to remain close to the family and 

wanting to become more independent, this can create more discord (Patterson et al., 2017). 

Across research, age is important to consider, as needs of older children vary from those of 

younger children (Chowns, 2013; Maynard, Patterson, McDonald, & Stevens, 2013). 
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When facing a difficult situation, feelings of distress, confusion, and worry can be 

heightened. The relationship between elevated levels of distress and unmet needs has been 

investigated more recently during the past decade in siblings and offspring of cancer patients 

(Patterson et al., 2014; Patterson et al., 2013; Patterson et al., 2017; Patterson, Millar, et al., 

2011). In a study of 405 adolescents and young adult (AYAs) offspring and siblings, authors 

found that AYAs had moderate to high levels of distress (Patterson et al., 2017). This was 

more pronounced the more needs they reported as unmet. When matching scores from the 

Kessler 10 Distress Scale to scores on the Sibling Cancer Needs Instrument (SCNI) and the 

Offspring Cancer Needs Instrument (OCNI), results showed that elevated distress was 

associated with more unmet needs. Specifically, the more distressed the child was, the more 

unmet needs they had in addition to a stronger level of need. Consistent with previous studies 

(Wilkins & Woodgate, 2005), the most commonly reported unmet needs included 

information, time for themselves and recreation, support on how to cope with feelings, and 

support from peers and those going through a similar situation (Patterson et al., 2017). 

Although this study took a quantitative approach, these findings display the association 

between unmet needs and higher distress, which is shown to contribute to poor functioning. 

Additionally, through including a large age range, researchers were better able to investigate 

any age-specific differences amongst participants. Yet the results lack in depth of 

understanding when investigating the specific experiences of offspring and siblings due to 

being a quantitative approach. Though this information has proven to be useful in gaining 

insight into the experiences, not many studies investigate the needs which go unmet. With 

equally high amounts of both siblings and children endorsing information and supports as 

important (Patterson et al., 2017), and through utilising qualitative methods, health 

professionals and families will be better guided to meet these. The following subsections 
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elaborate upon these needs and experiences, with a focus on the main unmet needs 

(information and support) through reviewing the qualitative literature of the past decade. 

Children of parents living with cancer. 

When a parent is diagnosed with a serious illness like cancer, disruptions and changes 

are experienced by everyone within the family (Faulkner & Davey, 2002). Earlier research 

predominantly focused on the ill parent and their spouse, seldom investigating the impact 

upon children (Compas et al., 1994; Faulkner & Davey, 2002). However, there are age-

dependent factors to consider. For a child who is still dependent on the parent, the illness is 

more noticeable and may be more confusing due to a lack of understanding (Karidar & 

Glasdam, 2018). For older children, it can be more stressful and distressing due to a better 

understanding of the severity, increased responsibilities, and decreased socialising (Kennedy 

& Lloyd‐Williams, 2009; Phillips, 2015; Silver & Silver, 2013), especially as they are 

navigating the changes they are experiencing and the need for autonomy (Rodriguez, 

Groarke, Dolan, & Macneela, 2018; Silver & Silver, 2013). Having more responsibilities and 

having to mature a lot faster, they may take on a parental role (Patterson et al., 2017). 

Previous studies have shown that the needs of offspring were similar to those of adult 

caregivers of patients. Due to a plethora of changes and disruptions to daily life, in addition to 

the distress of the illness, children and siblings of cancer patients have been shown to be at a 

greater risk of poorer outcomes (Huang, O'Connor, & Lee, 2014; Long et al., 2018; Thastum 

et al., 2009). These include posttraumatic stress, anxiety, depression, and poor academics. 

Yet, research displays mixed findings and this area is still less understood than the impact of 

cancer on spouses (Compas et al., 1994). 

Available research indicates other factors which may be impacted by the cancer, in 

turn increasing the risk of poorer adaptation and unmet needs (McDonald et al., 2016). These 

include added strain on the marriage of the parents and the functioning of the family, due to 



12 | P a g e  
 

illness-related stressors (Faulkner & Davey, 2002). From an ecological perspective, the closer 

the family and subsystems are (parent-child, siblings), the greater the impact on coping and 

adjustment (Rodriguez et al., 2018). These findings highlight age-dependent differences in 

needs and functioning, and the varying degree of information required (Silver & Silver, 

2013). Where younger children may lack understanding of the illness, older children are 

much more cognizant. It tends to be when the patient has reached the terminal phase that the 

younger children know about the illness (Kennedy & Lloyd-Williams, 2009). Yet, one study 

argues that they are much more sensitive and aware than believed, with reports that some 

young children could guess the bad news prior to being informed (Huang et al., 2014), 

whether by sensing changes or putting things together (e.g. hearing about having a lump). 

Future research would benefit from determining this, as those who are not told until later 

display anger, confusion, and isolation (Davey et al., 2011). 

The younger the child is, the more dependent they are, whereas older children start to 

become more independent. Hence, when investigating the impact of parental cancer, it is 

important to look at the family as a whole. Because of the different subsystems within the 

family, such as the parent-child dyad, everyone is impacted and copes differently (Faulkner 

& Davey, 2002). For distress to be minimised amongst children, understanding the 

psychosocial consequences and needs of this group are paramount (Huizinga et al., 2011). As 

a result, this information will then guide health professionals and support services in 

developing appropriate resources and supports. The studies in this review focus on the 

impact, the needs identified by the children and adolescents, focusing on information and 

support needs, and a look into the available supports and resources for children between the 

ages of 7 to 19-years-old. 
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Impact of Parental Cancer 

Despite the increase in research on children, the majority focuses on how cancer 

affects the patient and their spouse, with understanding and information lacking in scope and 

depth (Compas et al., 1994; Faulkner & Davey, 2002). Especially on young people aged 10-

24 years (Ellis et al., 2017). This is not surprising, as for many years children have been 

excluded from their parents’ treatment plans. Resulting in feeling overlooked or ignored 

(Faulkner & Davey, 2002). What is troubling is that more than a third of women diagnosed 

with cancer have at least one school-aged child (Lewis & Hammond, 1996). This indicates a 

high proportion of children who are at risk of developing issues related to mental health and 

school life. 

Approximately 10% of all cancer cases in the United Kingdom are of those who are 

between the ages of 25 to 49 years (Cancer Research UK, 2018), with higher rates in New 

Zealand (Morton, 2018). Despite being hard to establish the specific number of children and 

young people affected by chronic parental illness, specifically cancer, it is reasonable to 

assume that the number is substantially high (Ellis et al., 2017). A cancer diagnosis not only 

affects the patient, but it also extends to family, friends, and even the wider community, with 

an estimated US$1.16 trillion economic cost reported in 2010 alone (World Health 

Organisation, 2018). In addition to the financial impact on the family, emotions, 

psychological states, and development can all be impacted also. 

Dealing with cancer and its treatment is considered a “family affair”, with everyone 

affected by the changes (Hagedoorn, Kreicbergs, & Appel, 2011). Feelings like worry and 

anxiety due to the disruptions to daily life and the unpredictability of the illness are prevalent, 

especially when families have dependent children and young adults. Regardless of whether 

the cancer is not advanced, terminal or has a positive prognosis, children and young adults 

who depend on their family psychologically, physically, socially, and economically are more 

greatly affected (Huang et al., 2014; Syse, Aas, & Loge, 2012). As a parent begins to face the 
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realities of cancer, they may display higher stress and depressive symptoms (Lewis & 

Hammond, 1996; Semple & McCaughan, 2013). Separately, parental cancer and depression 

can create strain within the family, due to poorer parenting, less availability, and changes in 

mood (Claessens, Engel, & Curran, 2015; Kiernan & Huerta, 2008; Lewis & Hammond, 

1996). So, not only does the child face lack of physical availability, but also emotional 

unavailability, mood swings, irritability, and impatience (Davey et al., 2011; Lewis & 

Hammond, 1996). Both cancer and depression together can heighten the risk of developing 

poorer outcomes for a child. 

Recent research indicates that children are at a higher risk of psychosocial problems 

such as poorer mental health, higher distress, stress, and anxiety (Morris, Martini, & Preen, 

2016; Rodriguez et al., 2018). Albeit there are mixed findings pertaining to age and gender 

differences (Rodriguez et al., 2018), research does indicate higher distress levels in girls and 

more externalising problems amongst boys (Huizinga et al., 2011; Morris, Turnbull, Preen, 

Zajac, & Martini, 2018). Whereas younger children are more confused, adolescents are 

shown to experience more internalised issues such as anxiety (Morris et al., 2016; Rodriguez 

et al., 2018; Silver & Silver, 2013). This is heightened due to the changes they themselves 

experience and the added responsibilities and demands post-diagnosis. Yet research is mixed 

on these findings. Potential reasons why some adolescents cope more successfully have been 

explored. At an individual level these include resilience and ability to deal with stress and 

emotions. From a contextual level, family functioning, cohesion, and social support are also 

suggested to be protective factors (Rodriguez et al., 2018). 

Additionally, much of the research focuses on the impact that maternal cancer has on 

children but not on paternal cancer and its impact. This limits the generalisability as there are 

different factors which affect how the illness can impact the child and to what extent. This is 

an important area that requires more focus and investigation, as it has been speculated that 
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children may be impacted differently, or more so, by paternal cancer. This is suggested to be 

due to the poorer prognosis of male cancer and the differences in relationships between 

mother, father, and child (Morris et al., 2018; Thastum et al., 2009). Although understanding 

the experiences of children is beneficial, it offers little guidance to service providers when 

developing supports and resources (Patterson, Pearce, & Slawitschka, 2011). Thus, research 

would benefit greatly from unpacking the specific needs through understanding these 

experiences. 

Factors Impacting Needs 

Offspring of cancer patients face many challenges and changes over the course of 

their parent’s cancer (Lewis & Hammond, 1996). These include less socialising, increased 

responsibilities, and becoming another caregiver within the home (Huang et al., 2014). 

Research also reports different challenges faced by those living rurally (Garrard, Fennell, & 

Wilson, 2017), yet more work is required to unpack this. How they respond to these 

challenges varies depending on their age (Ellis et al., 2017; Morris et al., 2018). For 

adolescents, as a result of the stress, increased responsibilities, isolation, and disruptions 

faced (Morris et al., 2018; Sieh, Visser-Meily, & Meijer, 2013), they display higher levels of 

anxiety and depression (Compas et al., 1994). In Westernised cultures, where independence is 

valued (Morris et al., 2018; Silver & Silver, 2013), facing the potential of family bereavement 

compounds this (Chowns, 2013). These and other factors can lead to higher unmet needs and 

higher distress as a result, including increased conflict for adolescents between meeting their 

developmental needs and the needs of the family (McDonald et al., 2016). Thus, it is 

important to explore and understand these factors better before discussing the met and unmet 

needs of this population. 

Despite variations in the literature over what factors impact needs, awareness of these 

potential risk factors can aid professionals to provide better support for children during the 
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course of the parent’s illness (McDonald et al., 2016). In one study it was found that having a 

shorter time since diagnosis can lead to increased levels of unmet needs (McDonald et al., 

2016), and this could be a result of the family going into survival mode due to the initial 

shock and changes. However, due to the inconclusiveness of the findings, more research is 

required (Davey, Kissil, Lynch, Harmon, & Hodgson, 2012). Although Davey et al., (2011) 

did not find variations based on demographic factors such as length of time post-diagnosis 

and the child’s age, factors like the demographics or the functioning of the family may have 

impacted this. Looking at all components in a holistic sense is crucial (McDonald et al., 

2016) due to the many factors which may act as buffers or hinderers. Poorer family 

functioning and paternal cancer are shown to increase the number of unmet needs (Walczak, 

McDonald, Patterson, Dobinson, & Allison, 2018). Notwithstanding, paternal cancer research 

is lacking, potentially owing to the proximity of the mother to the child and her impact on 

their development. 

Regardless of the role of the parent, the family as a whole is a salient factor, having a 

direct impact on the child’s growth and development; especially during the early years 

(Bronfenbrenner & Morris, 2006). As McDonald et al., (2016) demonstrated, if the 

functioning is poor, this can contribute to unmet needs and issues within the family. 

Specifically, the findings displayed significant effects on both the number of unmet needs and 

distress, especially regarding expressiveness and conflict. Interesting to note is that 

information needs were less likely to be met when higher cohesion was reported (McDonald 

et al., 2016). As suggested, cohesion could inhibit the parents from appreciating the level of 

information that their child requires, in turn preventing the child from asking, resulting in a 

lack of communication. By making healthcare professionals aware of the offspring and the 

family functioning, distress and unmet needs could be decreased. 
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Needs identified by young people 

Over the past few decades there has been a considerable increase in research on the 

experiences of children of cancer patients. Published studies have shown that children 

experience significant changes and challenges when their parent is diagnosed with cancer 

(Lewis & Hammond, 1996). This is especially noticeable in adolescents and young adults, 

who take on many more responsibilities and have to sacrifice more than their younger 

counterparts (Kennedy & Lloyd-Williams, 2009). Additionally, as noted in one study their 

needs may not be appreciated by important people within the context of their parent’s illness 

(Ellis et al., 2017, pp. 2). Yet research on this is lacking (Ellis et al., 2017). This is concerning 

as it contributes further to unmet needs and issues such as isolation and stress (Kamibeppu et 

al., 2010). By understanding a young person’s experiences and needs from their perspectives, 

researchers and health professionals are better able to facilitate coping and adjustment 

through the development of resources and supports (Ellis et al., 2017). 

Offspring report an array of different needs, with consistency across published studies 

(Huang et al., 2014; Walczak et al., 2018). In the development of an instrument which aims at 

assessing the psychosocial and unmet needs of offspring, participants reported 8 different 

‘need domains’ (Patterson, Pearce, et al., 2011). These include information, peer support, 

expressing and coping with feelings, respite and recreation, support for carers, supportive 

education and work environment, family factors, and access to support services. Of these, the 

highest endorsed and commonly reported needs are information and support (Ellis et al., 

2017). Research consistently reports the importance of tailoring these needs to the offspring’s 

age and gender (Ellis et al., 2017; Huang et al., 2014; Walczak et al., 2018). For example, 

girls are shown to want more information about future tests if their mother has breast cancer  

and a higher need for support from peers if they are adolescent age (Kennedy & Lloyd-

Williams, 2009). 
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In a review of this research, Ellis et al., (2017) further reported three factors which 

appear to be crucial in the development of interventions for this group. These included age-

appropriate information about the illness, support for communicating with important people 

within the context of the parent’s illness, and a supportive environment which will enable 

them to open up and feel normal. With more emotional or psychiatric disturbance (e.g. 

distress, anxiety, depression) that the offspring may experience, research indicates a higher 

need for additional supports which are tailored to them (Niemelä et al., 2012). Through 

acknowledging and better understanding the differences amongst offspring, this information 

will provide insight into guiding the development of supports to match these needs. In 

addition it will make professionals cognizant of the difficulties faced by these young people. 

The following sections elaborate upon the needs touched upon, with a focus on the two 

commonly recurring needs, information/communication and support. 

Information and Communication Needs of the Children 

Studies have shown that children have a high need for information about their 

parent’s cancer and require support in opening up that communication (Ellis et al., 2017). 

Access to information which is at a level that they understand is shown to help alleviate 

misconceptions which appear to be more frightening than the parent’s actual situation. As a 

result, with their misconceptions dispelled, offspring display lower levels of illness-related 

anxiety (Semple & McCaughan, 2013). However, many children report hesitation in asking 

their parents questions out of fear of upsetting them and feeling that they cannot directly 

approach their parent’s healthcare professionals (Kennedy & Lloyd-Williams, 2009). 

Similarly, parents also report their own reasons for not communicating with their children. 

Reasons for this include a lack of awareness of the offspring’s distress, feeling guilt over not 

being able to fulfil their parenting role, worry about breaking down in front of their child, and 

not wanting to upset the child (Kennedy & Lloyd-Williams, 2009). 
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In a study reviewing the recent literature investigating the experiences of offspring, 

authors discovered that children want to be informed of the illness and seek factual 

information if they want to know more (Huang et al., 2014). Although many of the studies 

within this meta-analysis show that the majority of offspring in the studies were informed of 

the illness, there were differences in when this occurred. Some were informed right away, 

whereas others were told later. Reports also show that even before an accurate diagnosis, 

some offspring were aware of the possibility of their parents having cancer (Huang et al., 

2014). This may be due to discussions of a lump being present or reading something at the 

hospital and making the connection. These findings indicate the sensitivity and levels of 

awareness of offspring, and thus highlight the need for parents and healthcare professionals to 

be aware of the child’s needs. Additionally, Huang et al., (2014) also found that the 

understanding of offspring varied on an array of factors including their age and the 

information provided.  With a lack of understanding, children may suspect the worst 

outcome. With sufficient, age-appropriate information, children are likely to display reduced 

levels of stress (Davey et al., 2011). Even with information provided, adolescents in 

particular reported a higher demand for information, claiming that their needs were not met 

(Huang et al., 2014). If information needs are met, feelings of isolation, helplessness, and 

confusion can all be reduced (Wong, Ratner, Gladstone, Davtyan, & Koopman, 2010). 

Within the past decade, there has been an increase in the understanding of offspring and their 

needs through their own perspectives (Kennedy & Lloyd-Williams, 2009; Patterson et al., 

2017). Because children vary in their understanding of cancer, as well as the type and amount 

of information that they need (Huang et al., 2014; Silver & Silver, 2013), gaining their 

perspectives is vital (Patterson, Pearce, et al., 2011). The studies which have assessed this 

have discovered that children express a need for more accessible information which is at a 

level that they understand (Patterson, Pearce, et al., 2011), with a need for a wide range of 
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sources. Results from a study investigating the information needs of children found that 

children wanted a variety of sources, including parents, books, healthcare professionals, and 

the internet (Kennedy & Lloyd-Williams, 2009). The authors looked at the specific 

components of information needs, such as how, when, and by whom the children wanted it 

delivered. Gender differences showed that girls were more concerned about future tests and 

implications for their own health (Kennedy & Lloyd-Williams, 2009), particularly when the 

mother was diagnosed with breast cancer. Although no differences were found across ages, 

findings are mixed within the literature (Ellis et al., 2017). Furthermore, it was discovered 

that factors such as information which is not age-appropriate or having a lack of access to 

professionals are shown to hinder children from obtaining information (Kennedy & Lloyd-

Williams, 2009). 

One of the main components hindering access to information is poor communication. 

As research shows, both children and parents struggle to communicate (Kennedy & Lloyd-

Williams, 2009). Yet, “communication is a two-way street” (Silver and Silver, 2013, p. 35). 

As Davey et al., (2011) showed, the poorer the communication, the more anxious, distressed, 

confused, and angry the child can get. Whereas if the communication lines are open, 

offspring are shown to understand and support their parent (Chowns, 2013), as well as having 

any misconceptions and unanswered questions cleared up (Phillips, 2015). To facilitate 

communication of information, especially about more difficult topics such as questions about 

death, support to do so was considered highly beneficial (Kennedy & Lloyd-Williams, 2009). 

Some offspring report that they do not have anyone within the family to talk to, with many 

reporting that they turn to external sources for information (Maynard et al., 2013; Rodriguez 

et al., 2018). A common theme across the literature is that every child is different in the type 

and amount of information that they require, as well as who they want it delivered by 

(Kennedy & Lloyd-Williams, 2009; Rodriguez et al., 2018; Silver & Silver, 2013). 
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Even with an increase in accessibility (e.g. books, the internet), information needs 

appear to be the most prevalent unmet needs of this population (Ghofrani et al., 2019). In a 

recent study conducted by Ghofrani et al., (2019), more than 50% of all children who 

participated reported information needs being unsatisfactorily met. Authors suggested that 

one of the main barriers were the parents. This was found during the recruitment stage of the 

study, whereby parents were concerned that by participating or discussing the illness, it 

would make the child overthink the illness, resulting in higher levels of distress. Yet research 

within this field indicates the opposite to be true. By not telling the child or them finding out 

the diagnosis or information from other, sometimes untrustworthy, sources, feelings of anger, 

confusion, anxiety, and distress can all be elevated (Davey et al., 2011; Ghofrani et al., 2019). 

Children want detailed information from diagnosis onwards (Semple & McCaughan, 2013), 

so by providing the child and family support to communicate, information will be delivered 

more timely and appropriately. 

Support Needs of the Children 

When facing the potential bereavement of a family member, children report a high 

need to be heard, understood, and supported (Davey et al., 2011). Forms of support vary, 

meaning different things to different individuals. Forms of support include being able to 

openly communicate with family, emotional support, peer support (e.g. support groups), and 

external support (e.g. counsellors, school). Due to changes within and outside the family, lack 

of parental presence, and emotional stress, support is a consistent need. Yet, similar to 

information and communication, supports are lacking, with many children often feeling 

overlooked, ignored, and/or inappropriately supported (Chowns, 2013; Davey et al., 2011). 

Without age-appropriate supports, the ability to cope well is limited due to increased feelings 

of isolation and fear (Davey et al., 2011). 
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Even with an increased focus on offspring, much of the literature reports on their 

experiences and descriptions of their functioning, with little attention given to their needs 

(Patterson, Pearce, et al., 2011), specifically whether or not they are being met. With this 

information, service providers are better equipped to meet the offspring’s needs, especially 

when it comes to their support needs. In a study aimed at identifying the psychosocial needs 

of offspring, the authors developed a need-based measure which would target needs which 

were going unmet (Patterson, Pearce, et al., 2011). The first part was a qualitative exploratory 

method, whereby the participants were asked about their perceptions of the needs/unmet 

needs experienced, and the second was a quantitative phase which used the responses 

obtained in the first part to conduct a pilot test of the measure. Descriptions from the first part 

identified eight ‘need domains’: information, peer support, expressing and coping with 

feelings, respite and recreation, supportive education and work environment, family factors, 

access to support services, and support for carers (Patterson, Pearce, et al., 2011). Similar to 

other studies (Ellis et al., 2017), findings showed that support was one of the most important 

needs, with five of the eight being support-focused. Participants reported that they wanted 

support from peers, other teens in a similar situation, professional support for their emotional 

and mental well-being, and supportive environments where they could function well 

(Patterson, Pearce, et al., 2011). During the test pilot of the Offspring Cancer Needs 

Instrument (OCNI), authors discovered a high level of unmet needs amongst this group. More 

than 90% of offspring recognised 10 or more unmet needs, with over a quarter indicating 

more than 50. The most commonly reported unmet needs included support and understanding 

from peers, assistance with academic-related activities, and emotional support (Patterson, 

Pearce, et al., 2011). This indicates that offering support and services to offspring which 

promote greater communication and interaction with peers, thus alleviating illness-related 

stress is crucial for their ability to cope. This is in addition to supporting them to express and 
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cope with emotional reactions (Patterson, Pearce, et al., 2011). Due to the relational nature of 

adolescents and time spent at school, peers and teachers are prominent figures and can offer a 

strong sense of support for the adolescent (Silver & Silver, 2013). 

Adolescents have been the main focus within the literature (Huang et al., 2014), due 

to the amount of turmoil families with adolescents face in comparison to families with 

younger children (Rodriguez et al., 2018). As a result, support needs will vary. Despite the 

variations in what is sought, both children and adolescents report difficulties in discussing the 

illness with their parents and want support from peers to increase feelings of normality (Ellis 

et al., 2017).  Yet this need for support is higher for adolescents (Ellis et al., 2017). Even 

though the family environment offers support, as evident in one study (Maynard et al., 2013), 

adolescents report differences in how they act depending on who they are with. As one 

adolescent put, “I found that my friends know me like, really socially so they know, what to 

say and sometimes you just sort of act differently around your family than you do with your 

friends” (Maynard et al., 2013, p.692). However, this was only true for those who had a 

supportive friend group. For those who didn’t, feelings of distancing themselves, 

abnormality, and isolation were reported (Chowns, 2013; Davey et al., 2012), with many 

preferring support from peers who have been through a similar experience (Maynard et al., 

2013). 

Age-specific ‘teen’ groups are shown to be one way of receiving this type of support. 

This is because of the genuine empathy and understanding received to help adolescent 

offspring feel ‘normal’ (Ellis et al., 2017).  It is a space where they can meet with other 

young people in a similar situation, who they can learn from and openly discuss things with, 

which their other peers may not understand. Similarly, understanding and support offered by 

friends has been reported as very important for the coping mechanism of adolescents, due to 

feeling cared for, validated, and helping to distract them (Maynard et al., 2013; Patterson, 
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Pearce, et al., 2011). There was also a sense of relatability and comfort provided by others in 

a similar situation that they may not have received from friends (Phillips, 2015). 

Similarly, school is another important area of support due to the amount of time spent 

there in comparison to at home. It has been shown to be a place of peace and consistency 

(Chowns, 2013), as well as providing a sense of normalcy and alleviating stress related to 

their situation (Kennedy & Lloyd-Williams, 2009; Phillips, 2015). However, in a recent study 

by Chowns (2013), this was not the case. The theme of support within the school produced 

the strongest feelings and most substantial data, with adolescents reporting that school was a 

cause of stress due to schoolwork and lack of understanding from teachers. This was a result 

of behaviours from teachers who showed a lack of awareness of the offspring’s situation, 

contributing to further stress (Chowns, 2013). As results show, with a lack of awareness, 

teachers assumed that late or poorly completed work was due to laziness or incompetence, 

rather than an inability to concentrate due to what was going on at home. Offspring wanted to 

feel genuine support and understanding from their teachers and other staff so that they were 

given equal chances to learn and thrive (Chowns, 2013). With the stress and uncertainty of 

having a parent diagnosed with cancer, having teachers who are aware and informed will 

establish a supportive environment to escape to. Additionally, adolescents reported needing 

help within the school to remain on task and to have professional support services available 

(Patterson, Pearce, et al., 2011). However, the way offspring are approached by the teachers 

depends on the way they want to be supported, as results across studies show variations in the 

needs of each child (Chowns, 2013; Ellis et al., 2017). 

Even though there is an underrepresentation of ethnicities other than Caucasians, 

studies which investigate the needs and experiences of offspring from other ethnicities show 

consistent findings when it comes to the support that they require. In a study conducted with 

African American youth, results show that having a support group close to diagnosis and 
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throughout the entirety of their parents illness was important to them and their well-being 

(Davey et al., 2011). Furthermore, the more stressors present, the harder it is to cope, and a 

higher level of unmet needs is reported. For African American youth who face other external 

stressors such as racism, this can contribute to the level of family stress, increasing the 

susceptibility for negative outcomes. Due to being a collective, family-focused culture, the 

offspring show themselves to primarily rely on family support; differing from their Caucasian 

counterparts (Davey et al., 2011). These and other findings are all indicative that supports 

need to be tailored to individual needs: age, gender, and ethnicity. Offspring show a wide 

range of coping strategies (Davey et al., 2011; Maynard et al., 2013; Phillips, 2015; Phillips 

& Lewis, 2015), and findings will aid health professionals and service providers in 

developing appropriately tailored supports to meet these needs. 

Evaluation of Supports and Resources 

Supports 

As identified in the literature, children require information about and support for the 

parent’s illness (Ellis et al., 2017; Huang et al., 2014; Morris et al., 2016; Walczak et al., 

2018). Yet there still seems to be a lack of information available. In a book recently published 

by Silver and Silver (2013), the authors discuss available resources for children in America. 

Camp Kesem, run by college students, is aimed at 6 to 18-year-olds who have a parent living 

with cancer or who are bereaved (Kesem, 2018). Children go on a week-long stay, where 

they take part in innovative, fun-filled programmes. There are over 100 locations throughout 

America, and in 2018 over 9,000 children were supported. There is no extra cost to the 

families whose children attend, alleviating some of the financial burden already on the family 

from other illness-related expenses (Kesem, 2018). Over 90% of parents surveyed stated that 

their children appeared to have greater confidence to talk more openly and said that they 
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would send them back. Overall, Camp Kesem demonstrates itself to be a beneficial and 

effective support. 

Similarly, Canteen Australia provides resources and supports like camps for any 12 to 

24-year-old who has been impacted by cancer in some way. Camps run by this organisation 

provide a safe place for the children to open up and share their experiences, in addition to fun 

activities and discussions of the illness. Canteen also offers other forms of support including 

online forums, support from peers and counsellors, and information-based tools to facilitate 

coping. Unfortunately, within Aotearoa, similar supports and resources tend to be tailored 

more towards patients; there are hardly any for children of patients. With high rates, of cancer 

within New Zealand (Ballantine & NZCCR Working Group, 2017), this is problematic as 

many children will continue to be overlooked and underserviced. Overall, although there are 

supports out there, the biggest hurdle is how little they reach. 

Information Resources 

Comparative to supports, there are a substantial amount of informative resources 

available. In a book titled My Parent has Cancer and it Really Sucks (Silver & Silver, 2013), 

authors supply concise, detailed, information over 14 chapters. Topics include exploring what 

cancer is, communication, potential changes, how to cope, and bereavement. All are achieved 

in teen-friendly language, incorporating quotes, anecdotes, and advice from other teenagers 

who have or are experiencing something similar (Silver & Silver, 2013). This resource is 

unique for a couple of reasons. Firstly, it is the only book like it available. Secondly, it aligns 

with some of the research (Davey et al., 2011; Huang et al., 2014; Wilkins & Woodgate, 

2005), whereby feelings of loneliness are reduced and normality increased when offspring 

can relate to others; through the incorporation of advice from other peers (Silver & Silver, 

2013). 
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Much of the information is targeted towards teenagers, with less for younger children. 

For example, the National Cancer Institute (2012) in America supplies a resource titled 

“When your Parent has Cancer: A Guide for Teens”. Similar to the book by Silver and Silver 

(2013), advice from other teens is incorporated into this interactive booklet, with sections for 

them to tick the feelings they may be experiencing without having to verbalise it. Some teens 

may struggle to open up about what they are feeling, so by providing them with another way 

to express them is crucial. Covering a range of information pertaining to the illness and what 

to expect, there are sections on where they can access extra support and how to cope  

(National Institute for Health and Clinical Excellence, 2005). Other countries have websites 

providing similar resources, yet they still lack in scope and many families are not aware of 

them. 

New Zealand has a varied range of resources for most ages, including a resource 

enabling open communication within the family: “Cancer in the family: Talking to your 

Children” (Cancer Society NZ, 2010). Communication and information extends to the whole 

family and health professionals. Through empowering parents to communicate, inclusion of 

the child is facilitated, as many report needing more open communication from their parents 

(Kennedy & Lloyd-Williams, 2009; Meriggi et al., 2017; Silver & Silver, 2013). Increasing 

accessibility, PDFs and Word documents have been created, in addition to information 

helplines which are free of charge to contact (Cancer Society NZ, 2010). More resources are 

needed to meet the needs and demands of children, specifically including a wider range of 

ages. Much of the research indicates a high need for more age-appropriate information (Ellis 

et al., 2017), yet most only target a specific age bracket. For example, New Zealand has more 

resources for younger children, whereas Australia supplies more for older children. 

This is problematic as only one age group benefits. Overall, although the resources 

and supports outlined above are in-line with some of the current research, much still needs to 



28 | P a g e  
 

be done. Although there is an adequate amount of information available on the needs of 

children, little has been done to address this. Future research would benefit from investigating 

the effectiveness of existing resources and supports, and then using this information to 

develop more effective and helpful resources which meet the needs of children of cancer 

patients. 

Siblings of cancer patients. 

Similar to offspring, siblings of children with cancer are seldom looked at in research; 

the sick child and/or the parents dominate the literature (Houtzager et al., 1999). This may be 

due to their position in the family, whereby they are seldom at the hospital as the parents 

want to keep home life as normal as possible. Franklin et al., (2018) show that a child’s 

cancer diagnosis extends to and affects siblings. Yet the knowledge and understanding is still 

limited in scope, amount, and conclusiveness (Wilkins & Woodgate, 2005), especially within 

New Zealand (Porteous et al., 2018). This is worrying due to the high rates of cancer, 

especially amongst young people, and with rates continuing to increase (Ballantine & 

NZCCR Working Group, 2017). During the 1980s onwards, awareness of and research into 

this group has increased, with a steady increase over the past decade (Long et al., 2018). 

Early work by Murray (1995) found that siblings reported feeling unimportant and 

overlooked, suffering as a result. However, there are only a few studies from the perspective 

of the siblings (Wilkins & Woodgate, 2005). Work by Houtzager et al., (1999) discovered 

that the emotional needs of the siblings were the least adequately met of all family members, 

with significant levels of anxiety and worry, feelings of isolation, and excessive worry for the 

parents and patient. 

Needs of the Siblings 

Similar to children of cancer patients (Walczak et al., 2018), there is consistency in 

the most commonly reported unmet needs. These include family communication, adequate 
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information, involvement in the care of the sick sibling, and support in maintaining normalcy 

(Wilkins & Woodgate, 2005). As the illness became more prevalent and noticeable, the needs 

were even more overlooked and unmet (Wilkins & Woodgate, 2005). Although many factors 

influence how well a sibling copes and adapts, the needs which are unmet (e.g. gender, age, 

contextual such as family functioning), are relatively consistent across the literature 

(Zegaczewski, Chang, Coddington, & Berg, 2016). 

By obtaining the perspectives of the siblings, it provides a rich, detailed description of 

their experiences (Wilkins & Woodgate, 2005). In a review of the research, Wilkins and 

Woodgate (2005) found three themes produced by the literature: changing lives, intense 

feelings, and unmet needs. The latter then elicited a further four themes, including 

communication, adequate information, involvement, and support (Wilkins & Woodgate, 

2005). When these needs go unmet, siblings display higher levels of anxiety, distress, fear, 

and a plethora of other feelings (Hamama, Ronen, & Rahav, 2008; Long, Goldish, et al., 

2015; Patterson, Millar, et al., 2011; Porteous et al., 2018; Van Schoors et al., 2019). 

Therefore, they are at a higher risk of developing and displaying posttraumatic stress 

symptoms (D'Urso, Mastroyannopoulou, & Kirby, 2017) and it is more prevalent in female 

than male siblings (Kamibeppu et al., 2010). It is an outcome post-illness where the sibling 

has experienced trauma related to their sibling’s illness (Alderfer, Labay, & Kazak, 2003). 

Without the proper support and communication about what is occurring and what to expect, 

siblings are at greater risk of higher levels of PTS. 

Although communication does occur within families, it tends to focus on facts rather 

than feelings or fears (Wilkins & Woodgate, 2005). For children to adapt and function well, 

they need information about the illness, as well as a safe space to open up and be supported to 

do so (Long et al., 2018). In order for siblings to adapt and function well, it is crucial that 

professionals identify children most at risk and develop interventions which will help to 
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facilitate communication within the family (Long et al., 2018). Additionally, they concluded 

that increasing social support, supplying appropriate information, and providing opportunities 

to be involved were important to enable this. 

Support for siblings is now becoming more prevalent in pediatric oncology (Gerhardt, 

Lehmann, Long, & Alderfer, 2015), but this group still reports high levels of unmet needs. A 

recent meta-analysis examined the psychosocial adjustment of healthy siblings and identified 

that they are at a higher risk of poorer outcomes (Long et al., 2018), specifically older 

siblings (Kaplan, Kaal, Bradley, & Alderfer, 2013; Zegaczewski et al., 2016). Other factors 

which can contribute to poorer outcomes include lower social support, income, race, family 

functioning, and shorter time since diagnosis (Long et al., 2018). Future research would 

benefit from unpacking these further in order to identify those most at risk so that supports 

can be developed to meet these needs  (Patterson, Millar, et al., 2011). To clarify the mixed 

findings, it is important to have consistency within the designs and to incorporate more 

longitudinal work investigating the mechanisms and moderators of adjustment to deepen the 

understanding (Houtzager et al., 1999). As a result, the timing and specific targets of 

interventions and supports will be better informed (Long et al., 2018). 

Information and Communication Needs 

Communication involves the process of information-giving and consists of 

components of support and feelings (Kennedy & Lloyd-Williams, 2009). Siblings 

consistently report these two needs as unmet (Houtzager et al., 1999; Kaplan et al., 2013; 

Long, Marsland, Wright, & Hinds, 2015; Nolbris, Enskär, & Hellström, 2007; Patterson, 

Pearce, et al., 2011; Porteous et al., 2018; Van Schoors et al., 2019; Yu & Bang, 2015). 

Without disclosing information through communication within the family, siblings are at 

greater risk of high anxiety and worry (Kaplan et al., 2013; Nolbris et al., 2007). As Kaplan et 

al., (2013) discussed, approximately 77% of siblings in the study thought the worst when told 
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about the diagnosis, due to a lack of understanding and communication. Greater attention 

needs to be paid to informing and supporting this group so that distress can be ameliorated 

(Kaplan et al., 2013). 

Information also involves being told what changes to expect, information on coping, 

where to find support, and others being informed and aware (Porteous et al., 2018). In a study 

investigating the health-related quality of life (HRQOL) of 8 to 18-year-old Japanese 

siblings, it was discovered that due to the initial chaos post-diagnosis, siblings required 

information about expected family changes early on (Kobayashi, Hayakawa, & Hohashi, 

2015). In order to facilitate adaptation. This mixed methods study utilised questionnaires to 

investigate the HRQOL and semi-structured interviews to investigate the experiences of the 

siblings and family relationships. Results revealed that although HRQOL was at a healthy 

level, it was still lower than controls (Kobayashi et al., 2015). By providing information and 

allowing involvement early on, this will help improve the QOL of siblings. Although the 

study does provide useful insights into the impact that sibling cancer has, answers may be 

slightly distorted due to being interviewed post-treatment, not during the illness where the 

impact may be more noticeable. Nonetheless, this study shows that there are lingering 

negative effects which highlight information-sharing as a continuous process, even after 

treatment has concluded (Long et al., 2018). 

Information and communication is not the sole responsibility of the family; all who 

interact with the sibling have a role to communicate effectively. Though the family is the 

primary source of information (Van Schoors et al., 2019), there are others, especially within 

the school context (Alderfer & Hodges, 2010). If staff and peers are made aware of and are 

informed about the situation, siblings were shown to feel more able to open up (Porteous et 

al., 2018). Without, siblings were found to be more susceptible to receiving inappropriate 

responses, and sometimes even bullying. Through family-school partnerships, negative 
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outcomes resulting from these responses can be addressed, with resilience and mental health 

being nurtured (Alderfer & Hodges, 2010). This is especially so if the parents are emotionally 

or physically unavailable due to illness-related demands and distress (Alderfer & Kazak, 

2006). Through providing teaching personnel with adequate information, they will be better 

able to attend to the needs of the siblings and, consequently, foster their academic success 

(Alderfer & Hodges, 2010). 

Obtaining the experiences of siblings from their perspective is the first step to 

understanding what they need. Long et al., (2018) investigated this via one-on-one interviews 

utilising open-ended questions. For example, “Tell me what it is like to have a brother or 

sister who has cancer” and asking them how they cope. Similar to other studies (Long et al., 

2018; Nolbris, Abrahamsson, Hellström, Olofsson, & Enskär, 2010; Porteous et al., 2018; 

Zegaczewski et al., 2016), siblings experienced a variety of emotions, including 

posttraumatic stress, anxiety, guilt, and jealousy (Long, Marsland, et al., 2015). It was 

concluded that these were a result of lack of communication, understanding, and concern 

with their sibling’s illness. The younger they were and/or as the illness got worse, these were 

intensified due to poor understanding of the illness. Even receiving just the basics, they 

showed improvements in coping (Long, Marsland, et al., 2015). It is important that parents 

and health professionals are aware of the changing needs of siblings during this process; their 

need to be informed, updated, and supported. Due to a more heterogeneous sample of more 

males than past research, it shows that needs and experiences are consistent across genders. 

Support Needs 

Social support is the perception one has of being cared for, valued, and esteemed by 

those in their social network. It is shown to aid in and buffer an individual from adverse, 

stressful situations (Alderfer & Kazak, 2006). When siblings receive support, their ability to 

cope is enhanced (Zegaczewski et al., 2016). As research shows, siblings display high levels 
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of isolation from their families and others (Zegaczewski et al., 2016), due to the changes in 

relationships, attention on the ill child, changes in family dynamics, and increased 

responsibilities (Wilkins & Woodgate, 2005). Because of these factors, the need for social 

support becomes more prominent in the lives of siblings (Wilkins & Woodgate, 2005; 

Zegaczewski et al., 2016). 

A recent meta-analysis showed that the need for social support is strong across 

findings, especially due to displaying cancer-related posttraumatic symptoms, poorer 

academic functioning, and more absenteeism (Long et al., 2018). Adolescents showed an 

even higher need for social support than their younger counterparts due to their 

developmental stage (Zegaczewski et al., 2016). Through provision of social support, the 

poor outcomes relating to school, mental health, and physical health are likely to decrease 

due to having an outlet where the siblings feel supported and have their experience 

‘normalised’ (Long et al., 2018). Yet, research shows that there are risk factors and barriers 

which may hinder the accessibility or quality of these supports (Hamama et al., 2008; Long et 

al., 2018). These include poor family functioning, non-white race, shorter time since 

diagnosis, role overload (i.e. more responsibilities), and lower income. Notwithstanding, 

there is inconsistency amongst research of differing support needs based on age and gender 

differences (Davey et al., 2011; McDonald et al., 2015). 

Research which has investigated adolescent needs indicate that older siblings require 

a greater level of peer support due to increased independence and need for companionship 

(Silver & Silver, 2013). This is more prevalent within Western cultures. As Alderfer and 

Hodges (2010) discovered, significant associations are shown between social support and 

improvements in emotional, behavioural, and academic functioning. These results were 

obtained through asking siblings to describe their perceptions of the amount of social support 

received and its importance across different contexts, alongside completed psychometric 
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measures. Specifically, teacher-based support was associated with better academic 

performance and less behavioural issues (Alderfer & Hodges, 2010). Support from 

classmates and other school personnel was associated with fewer symptoms of depression 

and isolation, less behavioural issues, and better social and academic skills within the 

classroom. Overall, school-based supports are just as important and relevant, if not more so, 

than parent and professionals due to associations displaying improvements across all areas of 

development (Alderfer & Hodges, 2010). This is particularly so as children and adolescents 

spend more time at school than at home. While the family is the primary source of support 

early on, due to disruptions experienced within this system and the changes in age, external 

sources become more valuable and significant. 

One way to achieve effective school-based support is through partnership between 

family and school. Through communication with school personnel, better care and awareness 

will be provided for the sibling, with more appropriate responses to situational factors 

impeding the sibling’s ability to function (Alderfer & Hodges, 2010). Additionally, classroom 

environments will be better equipped to meet the academic and emotional needs of siblings 

through the provision of counsellors, extra time for schoolwork, and breaks if they become 

overwhelmed. In turn this will reduce the burden for families as the school will become a safe 

space for siblings to turn to outside of the home and to maintain some normalcy (Alderfer & 

Hodges, 2010). Awareness, understanding, and support from parents, professionals, peers, 

and teachers also provides opportunities for open discussion from the siblings (Alderfer & 

Hodges, 2010; Alderfer & Kazak, 2006; Yang, Mu, Sheng, Chen, & Hung, 2016). 

Support is both practical and emotional; access to social activities (Porteous et al., 

2018), professional help (Patterson, Millar, et al., 2011), and opportunities to open up 

(Porteous et al., 2018). Without, siblings are at a greater risk of poorer psychosocial and 

academic outcomes as a result of stress and intense feelings (e.g. anxiety, guilt, jealousy). 
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Through being a part of a support group, these feelings may be normalised due to the 

knowledge that others also experience these (Wilkins & Woodgate, 2005). Siblings are in a 

vulnerable position due to a greater focus on the sick child and a lack of support. They are at 

a greater risk of psychosocial late effects, including posttraumatic symptoms, depression, and 

anxiety (D'Urso et al., 2017). Nevertheless, the past decade has seen a change in the standard 

of care for siblings within American pediatric oncology due to the increased awareness of 

their experiences (Gerhardt et al., 2015). Due to the psychosocial risk siblings face, the 

standard of care states that parents and professionals should be aware of ways to anticipate 

and meet their needs. As much of the research has shown (Zegaczewski et al., 2016), for 

many years professionals have often overlooked this group, which has been one of the main 

barriers to obtaining access to professional and social support for siblings. Within Aotearoa, 

this information is even more lacking. 

Only one known study has been published within NZ which has investigated the 

needs and experiences of siblings (Porteous et al., 2018). With New Zealand having only two 

treatment centres, and with many families having to travel quite far to get to them, everyday 

family functioning can suffer great disruption. Authors asked siblings of their earliest 

memories of the experience, coping strategies employed, and advice to give to parents and 

professionals about what would be helpful. Six themes were formulated, including stress and 

distress, coping, feeling involved, “I wasn’t anyone’s priority”, connection and 

disconnection, feeling involved, and “it’s not all negative” (Porteous et al., 2018). Within 

these, other contributing stressors were reported. The majority reported intense feelings of 

isolation and lack of support; notably when the family had to travel far for treatment. 

Interestingly, when asked about what advice they would give to professionals, they reported 

struggling to express these feelings, with this being out of a lack of understanding from 

others. To combat this, awareness of siblings and provision of supports is crucial for their 
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well-being and ability to cope. In line with research on offspring (Davey et al., 2011; 

Maynard et al., 2013), groups of other siblings going through a similar experience or who 

have faced some hardship was reported as valuable to the siblings indicating the need for 

relatability due to genuine empathy and connection  (Porteous et al., 2018). Based on these 

findings, it was concluded that siblings require support throughout all stages of the illness. 

Being a part of a support group was shown to improve mood, behaviour, and 

schoolwork (Alderfer & Hodges, 2010). By utilising information on what is needed in 

conjunction with what works, researchers and health professionals are better equipped to 

develop and implement evidence-based supports for best practice. In addition, through 

partnerships between the family and school, siblings have access to further supports. 

Evaluation of Supports and Resources 

Current resources and support services exist like the SCNI (Patterson, Millar, et al., 

2011), Camp Kesem for children (Silver & Silver, 2013), and SuperSibs! (Long, Goldish, et 

al., 2015). Internationally, resources and support services are shown to have high success 

rates, yet the need for support and information is still going unmet (Long et al., 2018). 

Indicating that accessibility to and awareness of them needs to increase. 

Supports 

Comparative to other countries, New Zealand lacks in resources and supports. With 

high rates of childhood cancer within NZ (Ballantine & NZCCR Working Group, 2017) and 

the distance some families have to travel (Porteous et al., 2018), demand is high for more 

accessible, generalisable support. Pre-existing programmes are run through organisations 

such as the Child Cancer Foundation and Leukaemia and Blood Cancer NZ, such as Keeping 

in Touch and Kids Club. The programme Keeping in Touch aims to reduce isolation, increase 

education, and provide an escape for siblings and parents of cancer patients. Support groups 

and camps are provided to enable them to connect, communicate, and find strength from 
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shared experiences. There are 22 branches nationwide, comprising of parents, caregivers, and 

volunteers who host social activities, offer shared experiences, and provide mutual support. 

For younger children between 5 to 12 years, a programme called Kids Club is offered. 

Facilitated by a Creative Expressive Therapist who runs activities and provides a supportive 

space for them to discuss their feelings, they are supported throughout the course of their 

sibling’s illness. 

Both New Zealand and Australia offer Camp Quality to 0 to 13-year-olds, providing 

them with life skills and strengthening their and their family’s wellbeing to enhance coping. 

This is achieved through the implementation of programmes and services which are based on 

positive psychology principles. Laughter and optimism are seen as essential to help them 

cope and thrive, and they strive to achieve this. They believe that every young person has the 

opportunity to thrive. However, this is only for set period of time. Many siblings require 

support throughout the entirety of the illness (Porteous et al., 2018). 

Within much of the literature external support is crucial (Davey et al., 2011; Long et 

al., 2018), particularly if and when the parents are not able to attend to and meet the needs of 

the children (Huang et al., 2014). Across the literature, one frequently discussed service is 

SuperSibs! (Alderfer & Hodges, 2010; Kaplan et al., 2013; Long, Marsland, et al., 2015). It 

provides support, care, and comfort for 4 to 18-year-old siblings and is part of one of the 

leading funders of pediatric oncology research across America and Canada. Families and 

siblings are equipped with toolkits that consist of age-appropriate information. The 

programme runs throughout their experience, even when their brother or sister has finished 

treatment. They then become a member of the Sibling Ambassador Programme where they 

are encouraged to open up about their experiences with other siblings. 

Professional support such as counsellors is also a beneficial source for siblings to 

utilise, especially for adolescents who are shown to struggle to discuss their experiences and 
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the intense feelings they may experience (Long, Marsland, et al., 2015; McDonald et al., 

2016). CancerCare in the United States is a national organisation which provides professional 

support services free of charge to anyone affected by cancer (e.g. counselling and support 

groups). By accessing the website, cancercare.org/services, individuals are offered a variety 

of supports which they can access. However, for younger children, many of these are in-

person supports. If the parents are not aware of the sibling’s needs nor have the ability to 

access these, then the sibling is still at a disadvantage. 

Information Resources 

Siblings require adequate information regarding the illness, what to expect, and be 

provided with opportunities to open up (Long et al., 2018; Van Schoors et al., 2019). 

Resources which incorporate this by normalising their feelings and supplying them with key 

information will enable them to feel more prepared and minimise any anxiety or depression. 

Within and outside New Zealand these still lack in scope, depth, and quantity. 

Many organisations provide books, pamphlets, and booklets in digital and hard 

copies. Even with the many organisations such as CanTeen Australia, Alex’s Lemonade 

Stand Foundation, and the National Cancer Institute in America, like much of the research 

(Houtzager et al., 1999), these resources are targeted towards the patient. New Zealand has a 

few resources aimed at siblings who are much younger and only a couple for older siblings. 

For the younger children, the resources focus on two cancer types (leukaemia and blood 

cancer) (Leukaemia and Blood Cancer NZ, 2015). For older children, the information is more 

generalised and covers a variety of topics including emotions, common questions, and terms 

and definitions (Child Cancer Foundation, 2011). 

CanTeen Australia has 4 resources tailored to siblings and even their friends (Canteen 

Australia, 2014). Informed peers are shown to display more appropriate, supportive 

responses, which decrease feelings of loneliness experienced by siblings (Alderfer & Hodges, 
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2010; Porteous et al., 2018; Yu & Bang, 2015). However, as aforementioned, awareness of 

and access to these resources is crucial for them to have an impact, as well as being age-

appropriate and for all ages. Due to the varying information needs, resources which are 

designed should consider these points. In addition, multiple resources on the website supply 

information for all family members, including during bereavement (Canteen Australia, 2014). 

The resources cover understanding the illness, coping, resources, and supports. 

The biggest limitation of the lack of research available for a New Zealand population is that 

there is little know and understood about the needs of children within this context. 

Conclusion. 

The published studies which have been discussed within this chapter show that needs 

are still unmet, with the siblings and children of cancer patients showing high levels of 

distress and disruption. This is heightened without proper, age-appropriate information and 

support (Murray, 1999). Even though there are resources and supports, they are lacking in 

scope, generalisability, and accessibility, specifically within New Zealand/Aotearoa. 

Earlier research tended to be heavily focused on the patients and their parents or 

spouses, with a shift in the last two decades towards the siblings or children (Patterson et al., 

2017). The findings collectively show that these individuals are at risk of poorer outcomes, 

especially within the school if support and proper communication is not provided (Chowns, 

2013). Additionally, as the research shows, there are differences in the amount and type of 

information and support that is provided, depending on the age of the child (Ellis et al., 

2017). Gender has also been shown to reflect differences; girls, if their mother has breast 

cancer, want more information about future tests (Kennedy & Lloyd-Williams, 2008). 

Most of the research has been done in other countries such as America and Australia, 

with only one published study and a Master’s thesis conducted in New Zealand (Lamb, 2015; 

Porteous et al., 2018). This is problematic due to the high, and increasing, rates of cancer, 
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especially those who are over the age of 25 years (Ballantine & NZCCR Working Group, 

2017). Without having a firm understanding of the impact of parental or sibling cancer on the 

children or siblings of these individuals through a New Zealand lens, they will continue to be 

overlooked and be at a greater risk of poor outcomes. 

Although the two New Zealand studies by Lamb (2015) and Porteous et al., (2018) 

contribute to this area using a qualitative approach, they are limited in depth as neither 

utilised a phenomenological approach, nor did they investigate the impact of parental cancer.  

The research refers to cancer and the process as an experience (Murray, 1998), which 

emphasises the need for research to ask these young people about their own experience and 

perspectives. This is something which phenomenology aims to do, by reflecting upon each 

individual’s lived experience (Lopez & Willis, 2004; Van Manen, 2016). 

Regarding these points, this study aims to investigate the lived experience of 

children whose parent or sibling is living with cancer. This will further the understanding 

of the support and communication needs for this group. The hope is that this information 

will then aid in gathering an in-depth appreciation of the gaps within this area for what is 

lacking, ways to improve these so that the needs are met, and development of resources 

and supports to meet these needs. The aim is for this to be achieved in a culturally 

sensitive and age-appropriate way. 
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Chapter 3 – Methodology 

“Most people do not listen with the intent to understand; they listen with the intent to reply”. 

(Stephen R. Covey). 

 

 The purpose of this chapter is to discuss the selected methodology for this study by 

providing an overview of phenomenology and the school which has been utilised for the 

current study. This includes a brief outline of research in human science from a qualitative 

approach, discussion of the history and background of phenomenology, the two schools 

within phenomenology, how analysis and write-up is conducted, and the methodological 

rigour utilised. 

Research in Human Science 

In most fields of research, there are three main approaches to a study design: 

qualitative, quantitative, and mixed methods. The former is a more recent approach, the latter 

is still developing and progressing in social and human science, and the quantitative approach 

is one that is predominantly seen in this area of research (Creswell & Creswell, 2017). With 

all approaches, it is important to consider the philosophical underpinnings, general 

procedures of research which are termed strategies of inquiry, and the procedures (methods) 

of obtaining and analysing the data (Creswell & Creswell, 2017). Each of the three 

approaches answer these in different ways. 

The Qualitative Approach 

In qualitative research, researchers are usually concerned with the meaning of things; 

how an individual makes sense of their world and how they experience things (Willig, 2013). 

Qualitative researchers aim to understand what a certain experience is like and how people 

cope. This approach is more concerned with “the quality and texture of experience, rather 

than with the identification of cause-effect relationships” (Willig, 2013, p. 9). There are no 

predictions or pre-conceived variables, as this would hinder obtaining the voice of the 
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participant; qualitative research is to explain, not to predict (Willig, 2013). The 

implementation of qualitative research is usually because there is a need to study a 

group/population of individuals, identify measurable variables, or to hear voices which have 

been otherwise silenced (Creswell & Poth, 2017). 

Within this approach, there are two meanings: ‘big Q’ pertains to open-ended, 

inductive methodologies which are concerned with exploring meaning and theory generation, 

whereas the ‘little q’ pertains to the integration of non-numerical data collection procedures 

into hypothetico-deductive research designs. The former is more interested in gaining new 

insights into how something is experienced or meaning is perceived by an individual (Willig, 

2013). This approach is utilised for many other reasons, such as when we need a deeper 

understanding of a phenomena or issue, to empower individuals to share their stories, make 

their voices heard, and to minimise the power relationship which is usually found between 

the researcher and the participant (Creswell & Poth, 2017). To undertake this type of 

research, it requires time, dedication, and resources due to rapport building with participants, 

data collection, and getting a better understanding from an insider’s perspective (Creswell & 

Poth, 2017). 

Due to the limited amount of research available on information and support needs 

from the perspective of children and siblings of cancer patients, a qualitative approach was 

the most fitting and appropriate choice. This is because it allows the researcher to carry out 

interviews in a naturalistic setting and ask the participants about their experiences and 

perspectives are of having a parent or sibling living with cancer. It also allows the researcher 

to ascertain views on what needs are unmet and what could help/be improved upon in the 

future. This is most likely to be achieved through the open-ended and casual nature of one-

on-one interviews with participants being able to answer as much and as in-depth as they 

would like, or in a focus group whereby participants will be in a room with 4 to 5 others. The 
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data is collected and analysed via means of both audio recording and note-taking, which 

allows for the generation of a substantial amount of in-depth, complete information, as well 

as the ability to go back over the recordings and notes to identify any themes that may have 

been missed. 

Overview 

Phenomenology is a qualitative approach to studying the subjective human 

experience, aiming to understand people and their meanings and interactions with the world 

(Lopez & Willis, 2004). It aims to examine the subjective human experience through the 

traditional data collection approach of in-depth, qualitative interviews (Lopez & Willis, 

2004). Other ways of gathering information can be through observations, video-taping, and 

even written narratives (Murray, 1998). Through the use of in-depth interviews, this enables 

the researcher to get a better insight and understanding of the experiences of an individual. 

This is because the output is a narrative account of their knowledge and experiences 

pertaining to a particular topic (Lopez & Willis, 2004). This account then provides a 

description of the subjective, lived experiences of the individual, which the researcher then 

analyses to produce the findings. From these, they develop detailed and rich descriptions of 

the participant’s lived experiences and the meanings associated with them (Murray, 1998). 

From a phenomenological point of view, to carry out research is always to question 

the way an individual experiences the world; to want to know the world in relation to the way 

we live as humans. Knowing the world is to be in the world in a particular way. Therefore, 

the act of researching (questioning, investigating, theorising) is the intentional act of 

immersing ourselves in the world, to become more fully a part of it; aids in our understanding 

(Van Manen, 1990). By investigating the lived experience of multiple informants, the 

researcher describes what all participants share as they experience the phenomenon and this 

is then reduced to a description of the general essence (Creswell, 2007); the essential nature 
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or true being of something (Van Manen, 1990). Phenomenology aims at asking what a 

particular experience is like, the way we immediately experience something pre-reflectively, 

paying particular attention to the details, and somewhat trivial aspects, of day-to-day life 

(Miles, Chapman, & Francis, 2015). 

One of the challenges in qualitative designs is the absence of a link between the 

method employed and a clear statement of the philosophy which underlies it that guides the 

method (Lopez & Willis, 2004). In phenomenology especially, the findings generated will be 

dependent upon the philosophical approach used (Lopez & Willis, 2004). In phenomenology, 

there are two main schools/approaches, which include descriptive (eidetic) phenomenology 

and interpretative (hermeneutic) phenomenology. The difference is that the former describes 

a phenomenon separate from the context in which it is situated, whereas the latter aims to 

describe the meaning of a phenomenon and appreciate the context which shapes it (Bynum & 

Varpio, 2018). Interpretive phenomenology focuses on the lived experience (Bynum & 

Varpio, 2018). 

The lack of information and research on the experiences and perspectives of a child or 

sibling who has a close family member living with cancer led to the development of the 

research question. This also facilitated the utilisation of an interpretative phenomenology 

design, as this design was considered as the best choice to enable the voices of the 

participants to be heard and the data to be a true reflection of their story and experiences. 

Therefore this allows for a deeper understanding into the lives and experiences of these 

children and siblings. 

Background 

Although the philosophy of phenomenology originates from and is first formally 

announced in the work of Husserl and his former student, Heidegger (Miles et al., 2015), 

some of its early appearances can be found in the work of people such as Immanuel Kant, 
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Ernst Mach, and Georg Wilhelm Friedrich Hegel (Moran, 2002). Husserl believed that 

phenomenological practice required a  ‘bracketing’ (setting aside of preconceived ideas) of 

the day-to-day attitude and intentional acts which exist until the practitioner is led back, 

reduced, to the domain of pure consciousness (transcendental subjectivity), and without this, 

genuine phenomenological understanding would not be possible (Moran, 2002). In other 

words, looking at the essences and themes of a particular experience, and then coming back 

to how that person experiences and perceives it themselves so that we can obtain a better 

understanding of the nature of that particular event or experience; rather than the researcher 

allowing their experiences to describe it (Moran, 2002). This is a way for the experience to be 

perceived with ‘fresh eyes’, as if it is the first time (Creswell, 2007). 

It is important to note that it does not prescribe to one particular method, theory, or 

even philosophy; which some interpreters have done (Moran, 2002). Each philosopher is 

different in their interests, interpretations of phenomenological issues, and their 

understanding of the applications of the method. Martin Heidegger, one of Husserl’s former 

students, stated that there is not one type of phenomenology (Moran, 2002). Philosophy is 

diverse and follows the matters themselves, which Heidegger believed: phenomenology 

identified with the essence of philosophy, being diverse itself in its approach. The way in 

which he attended to the things – essences – themselves closely followed Hans-Georg 

Gadamer (Moran, 2002): through the use of an interpretative process using language, it leads 

to the knowledge and discovery of a phenomena (Miles et al., 2015). In simple terms, the 

essences of an experience can be found within language – speech. 

Due to phenomenology having deep roots in philosophy, it is important to understand 

the theoretical implications of carrying out such research (Van Manen, 1990). Similarly, the 

research findings produced will depend on which approach is used (Lopez & Willis, 2004). 

Phenomenology stresses getting to the truth of matters (describing phenomena) in the 
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broadest sense of however it appears in the consciousness of an individual (Moran, 2002); 

their lived experience. The first step is to attempt to avoid all misconstructions and previous 

notions that an individual has – especially a researcher. This is so that explanations for the 

phenomena are not imposed prior to obtaining an understanding of it from within (Moran, 

2002). Some of the philosophical assumptions rest on shared aspects: (a) it is the study of the 

lived experience of an individual, (b) lived experiences are viewed as conscious, and (c) the 

development of the description of the essences – they are not analyses or explanations 

(Creswell, 2007; Van Manen, 1990). 

There are four philosophical perspectives within phenomenology, and it is important 

that these are discussed and acknowledged when carrying out this type of research (Creswell, 

2007). These include: (1) phenomenology returns to the traditional philosophical task of 

searching for wisdom, (2) all presuppositions/judgements of the real, ”natural attitude” are 

suspended until a more definite basis has been founded (obtaining an understanding from the 

perspective of the individual), (3) consciousness is intentional in that it is always directed 

towards an object, with that object’s reality based on the individual’s consciousness 

(awareness) of it, and (4) there is a rejection of the subject-object contrast, which follows on 

from the above. An object’s reality is only perceived by the individual in relation to their 

meaning of an experience (Creswell, 2007). 

Two Schools of Phenomenology 

Within phenomenology, there are two schools of thought; the first being the eidetic, 

descriptive approach of Husserl (the founder), and the other being the interpretative approach 

of his former student, Heidegger (the transformer) (Moran, 2002). The latter is a combination 

of both description and interpretation, focusing on the meaning of being (ontology). Both 

schools within phenomenology aim at getting an understanding of the lived experience of an 

individual, however, the difference is that the descriptive approach looks at the 
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concepts/things (essences) themselves to provide the meaning. The interpretative approach is 

a combination of description and interpretation; the meaning of being. More specifically, 

Heidegger asserts that reflection is a crucial part of hermeneutics, and that in order to achieve 

interpretation, the researcher needs to purposely reflect (Miles et al., 2015); occurs in all 

encounters, which the social context influences. 

When it comes to phenomenology, not one philosophy is better than the other. The 

school used depends on the question being asked, and in turn, the type of approach used will 

impact the findings generated (Lopez & Willis, 2004). There are two schools or methods 

within phenomenology: descriptive (eidetic) and interpretive (hermeneutic) phenomenology 

(Lopez & Willis, 2004). Although both are a type of interpreting, according to Gadamer 

(1986), there are two different types. The first is that it points to something (revealing), and 

the other is pointing out the meaning of something already known (Gadamer & Hans-Georg, 

1986). In regard to phenomenology, a text is descriptive due to its naming of something, and 

this points to something which is then interpreted; the interpretive/hermeneutic 

phenomenological approach (Van Manen, 1990). 

This next sub-section outlines and briefly describes the two different schools of 

thinking, with an emphasis on the interpretive school as that is the chosen approach for this 

study. This is then followed by a rationale for the chosen approach. 

Descriptive 

Descriptive, or Husserlanian, phenomenology is a pure description of the lived 

experience of an individual (Van Manen, 1990); an immediate description of the lifeworld. A 

description of lived experience is pointing out the experience of the individual in its simplest 

form: it shows the lived experience of a person (Van Manen, 1990). The procedure of this 

approach starts with identifying a phenomenon to study, followed by bracketing, or setting 

aside the knowledge that the researcher already has of the experience or phenomenon, 
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allowing them to look at it with ‘fresh eyes’ (Creswell, 2007). The next step involves 

collecting data from multiple individuals who have experienced the selected phenomenon, 

which is then analysed by the researcher to be reduced to significant statements or quotes, 

which are then turned into themes. Following this, a textural description of the participant’s 

experiences is then developed (what they experienced), and then a structural description 

which is how they experienced it in relation to the conditions, context, or situations. Both of 

these descriptions then reveal the overall essence, or the true nature, of the 

experience/phenomenon (Creswell, 2007). 

Interpretive 

Interpretive, or Hermeneutic, phenomenology is an interpretation of experience via 

some ‘text’ or other symbol (Van Manen, 1990); usually through analysis of conversations to 

retrieve themes. The meaning of the lived experience is usually concealed or hidden, and the 

goal of the phenomenological approach is to discover that through interviews and analysis of 

these (Van Manen, 1990). In contrast to the descriptive approach, the interpretive approach 

aims at discovering the meaning of the lived experience; what it means for that individual and 

how they perceive the experience and world around them. Max van Manen (1990) asserts that 

there is not a particular structure to the process of carrying out interpretive phenomenology, 

but rather it is a dynamic interaction between six research activities. This involves the 

researcher turning to a phenomenon which interests them, and in the process of doing so, they 

reflect on the essential themes: what constitutes the essence/description of this lived 

experience (Creswell, 2007). A description is written by the researcher, whilst preserving a 

strong relation to the topic being investigated and balancing each part of the writing to the 

whole. Not only does the researcher write a description of the phenomenon, but they also are 

involved in a process of interpreting the meaning of the lived experiences of the participant; 

the researcher mediates between different meanings (Creswell, 2007; Van Manen, 1990). 
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Process of Analysis 

Due to the type of data collection employed such as writing, audio, and visual, 

analysis is done in an idiographic manner, whereby each one produced is looked at with an 

intensive and detailed engagement by the researcher (Willig, 2013). This is because the 

central component of this type of analysis is the meaning. The aim of the researcher is to 

attempt to understand the complexity and the content of those meanings (Smith & Osborn, 

2004). There are usually three stages which are involved in analysing this type of data. The 

first stage involves going over the data (reading or listening) multiple times, taking down any 

initial thoughts or observations, with the notes being quite unfocused (Willig, 2013). The next 

stage includes identifying and labelling any themes which characterise each part of the text; 

the themes tend to capture something to do with the essential nature of what is expressed in 

the text. Finally, the third stage, attempts to introduce the structure of the text; listing the 

themes and thinking about them in relation to one another (Willig, 2013). The themes may 

naturally form clusters, or over-arching themes, which consist of similar subthemes (e.g. 

going to school and the relationship with the mother come under a “childhood” cluster). Then 

a summary table follows consisting of the structured themes alongside quotations which 

illustrate each theme. This is typically done when integrating each case and finding common 

or similar themes produced by each experience and then combining into one. 

Due to being a subjective approach to research, data interpretation should be done 

with an awareness of the researcher’s own interpretative resources (Smith & Osborn, 2004). 

It is important that they are constantly checking their understanding against what was actually 

said by the participant. Thus, data interpretation within the phenomenological school is done 

cautiously and with detail. Depending on the number of cases, the researcher can either use 

the first case as a basis for all others, or start from scratch on each one (Smith & Osborn, 

2004). The latter is predominantly used when the number of cases is small. Regardless of 

which approach is used, it is important that the researcher discerns repeating patterns as well 
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as recognising new issues whilst working through each one. The aim is to respect similarities 

and differences amongst the participants’ data (Smith & Osborn, 2004). Once every transcript 

has been analysed, a final table of superordinate themes is established. This is one of the most 

challenging parts of analysis, as deciding upon which themes to use requires the researcher to 

prioritise the data and reduce them (Smith & Osborn, 2004). There are many factors to 

consider when selecting the superordinate themes: how the richness of each passage 

highlights the themes, how the theme helps to emphasise other aspects of the transcript, and 

the frequency. 

Writing Up 

When writing up the results, each theme is introduced followed by a discussion of its 

manifestations alongside quotations by participants which are used to illustrate them (Willig, 

2013). Relationships between the themes are also used and discussed within the write-up. It is 

important during this stage to make it clear that the comments from the participants and the 

researcher’s interpretations are different; therefore, reflexivity issues should be discussed 

(Willig, 2013). During the write up, similar to other methodologies, the themes of the current 

study are discussed and how they relate to the existing literature in that area.  

 During the analysis process, the transcript is read multiple times, with the left-hand 

side of the page being used for annotations of interesting or significant aspects of what has 

been said (Smith & Osborn, 2004). During the first stage of analysis, the transcript is 

typically read and reread closely so that the researcher is as familiar with the transcript as 

possible, and the benefits are that there are no rules as to what is commented on; close to a 

“free textual analysis” (Smith & Osborn, 2002, p. 67). Additionally, comments vary in terms 

of depth and detail, with some warranting more commentary, whereas others don’t require as 

much. Some comments will attempt to summarise or paraphrase, others bring associations or 

connections, and still others will be preliminary interpretations (Smith & Osborn, 2004). This 
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is done for the whole of the transcript, then the researcher/transcriber goes back to the start of 

the transcript and documents emerging theme titles. 

Rationale 

Phenomenology was chosen for this study as it allowed the researcher to obtain a 

better understanding of the experiences of young people who have a family member living 

with cancer. More specifically, interpretative phenomenology was selected as it explores in 

detail how a person makes sense of their world and the meaning that certain experiences have 

for them. This is because as the researcher I wanted to obtain a better understanding of the 

experience of having a parent or sibling living with cancer and how they perceive it. This is 

so that we can obtain better knowledge on the needs of the children and siblings within a 

New Zealand/Aotearoa context. This design provides young people with a voice to be heard.  

Methodological Rigour 

Methodological rigour consists of criteria which ensure that the methodology 

employed within a study is accountable, systematic, and high-quality (De Witt & Ploeg, 

2006). Within human science research, it is deemed rigorous when it is morally strong (Van 

Manen, 1990). Within Interpretative Phenomenological Analysis (IPA), this rigour and 

commitment is observed from start to finish throughout the whole analytical process 

(Shinebourne, 2011).  

There are four factors outlined by Sandelowski (1986) for ensuring rigour. The first 

criterion is truth value. Quantitative research typically assesses this through evaluating how 

well threats to internal validity are managed, in addition to the validity of the tests and 

instruments. This is when the researcher can show that nothing else can account for the 

results such as subject selection, history and maturation, etcetera (Sandelowski, 1986). 

However, within qualitative research, truth is a more elusive goal, because the results are 

typically more subjective. They rely on the perceived experience or phenomena as an 
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individual lives it; based on the participant’s perception, not on a test (Sandelowski, 1986). 

Therefore, the criterion within qualitative research is argued to be credibility. The criterion of 

credibility is when descriptions or interpretations are faithful to those who have experienced 

the phenomena being studied. There is a relatability component, whereby those who have 

experienced it can immediately recognise that experience as their own when they read it 

(Sandelowski, 1986). Additionally, when others (e.g. researchers, readers) can recognise the 

experience in everyday life by reading about it, and when descriptions match or closely 

follow what the participants said, then a study is deemed as credible. A threat to this criterion 

is the closeness of relationship between the researcher and the participant. This can happen 

when the researcher’s own experiences become too entangled with that of the subjects, 

therefore preventing meaningful descriptions or interpretations of the data (Sandelowski, 

1986). As stated, “A useful way to view researchers in qualitative inquiry is as subjects in 

their own studies” (Sandelowski, 1986, p.30). Through describing their own experiences in 

relation to the participants, this enhances the credibility of the research. 

The next criterion for qualitative studies is applicability. Quantitative research refers 

to this as how well threats to external validity have been managed to ensure generalisability 

and representativeness of the data (Sandelowski, 1986). This involves making sure that the 

test conditions match conditions of the real world closely. Although generalisability and 

representativeness are sought in qualitative research, there are less threats to external validity. 

This is due to emphasising the study of phenomena or experiences within their natural 

setting, with fewer controlling conditions. Therefore, the criterion which the applicability of 

qualitative research should be evaluated against is fittingness. When a study fits into a 

context outside the study situation and the audience can view the findings as meaningful and 

applicable to their own experiences, then the study meets this criterion. Additionally, the 
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findings, regardless of their presentation, fit the data from which they are derived from; they 

are well grounded in the life experiences studied and reflect all elements of them. 

Consistency is the next factor and in quantitative research is measured by the criterion 

of reliability. This refers to the dependability, consistency, and stability of the test or testing 

procedure. A study is reliable when it yields the same results each time it, or a similar form of 

it is conducted on the same or comparable subjects and has internal consistency. This rests 

upon the assumption that replication is possible with no alterations to what is being studied; 

regularity to the human experience. However, qualitative research emphasises the uniqueness 

of human situations and the importance of experiences which are “not necessarily accessible 

to validation through the senses” (p.33). Because qualitative studies seek variations rather 

than identical repetition, this is why the criteria auditability is chosen to measure consistency. 

A study and its findings are audible when the trail of decisions made by the investigator can 

be clearly followed by another researcher, arriving at the same or comparable conclusions. 

The final criterion is neutrality and it refers to freedom from bias in the process and 

product of the research. Objectivity is the criterion employed in quantitative research and is 

achieved when reliability and validity are established. The inherent goal of this criterion is 

that there should be a distance between the researcher and the participant, whilst data 

collection is maintained. The assumption is that there is something to be known and a 

knower, with the relationship characterised by separation and distance. Contact between them 

is controlled and mediated by protocol, theory, and instrumentation. Contrarily, qualitative 

research values subjectivity and the meaningfulness of the findings, achieved by decreasing 

the distance. Objectivity is argued to be a socially constructed phenomenon which produces 

the illusion of objectivity. There is nothing that can erase the fact that studying something 

changes it. A study and its findings reflect the investigator and the phenomenon studied. For 
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qualitative research, the criterion when it comes to neutrality is confirmability. It refers to the 

findings themselves, not to the stance of the researcher (i.e. objective versus subjective). 

Conclusion 

 Phenomenology is one way of researching within human science through 

investigating the lived experience of individuals of a particular phenomenon. This is achieved 

via the utilisation of semi-structured interviews asking the individual about their experience 

and their perception of the phenomenon being studied. The two schools within 

phenomenology – interpretative and descriptive – both achieve this in different ways. The 

descriptive looks more at the concepts to provide meaning, whereas the interpretative looks at 

the meaning of being. For the purposes of the current study, interpretative phenomenology is 

employed as it allows for a deeper understanding of what it means to have a parent or sibling 

living with cancer and what they feel would be beneficial to them in terms of supports. 

 The following chapter discusses the steps taken to ensure that the current study is in 

line with interpretative phenomenology. In addition to the plan for recruitment and the 

obstacles and reality faced during this process.   
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Chapter 4 – Method 

“A research method is only a way of investigating certain kinds of questions”. 

(Max van Manen, 1990). 

Introduction 

The most appropriate methodology for this research utilises a qualitative framework 

informed by Hermeneutic/Interpretative Phenomenology which focuses on the lived 

experience of people as they interact with their world and to understand this through the use 

of interviews, observations, and video-recording (Bynum & Varpio, 2018; Murray, 1998). 

This methodology was chosen to obtain a better understanding of the experiences and needs 

of siblings and children with a family member with cancer and find meaning within those 

experiences to create better information resources through detailed analysis. 

The design of this study has been informed by Van Schoors et al., (2019) and Morris 

(2009) through the utilisation of IPA and semi-structured interviews. However, what makes 

this research design different, is the incorporation of focus groups, depending on the 

preferences of the young people. This is because the majority of recent research reports a 

high need for peer support groups, as these are shown to decrease feelings of isolation and 

encourage individuals to open up (Ellis et al., 2017; Huang et al., 2014). Once consent and 

assent forms have been completed by the participants and their parents, each interview or 

focus group will be recorded using a voice recorder. The recordings will be analysed 

verbatim and the researcher will closely follow the methodological rigour outlined above. 

The researcher will look for trends which emerge across all responses, and through this 

process, these will then be placed into meaningful categories, with overarching themes being 

investigated. During this process, pseudonyms will be used for each participant to maintain 

their confidentiality. 
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Method 

Participants 

Recruitment: This will be done through contact with Canteen, the Child Cancer Organisation, 

and the Cancer Society support groups, where invitations will be sent to those engaged in 

these services. In addition to flyers being placed within pediatric oncology wards. 

Information about the research project will be provided by these three organisations so that 

there is no coercion. Those who are interested in participating will be able to contact me for 

further information. Participants will be between the ages of 7- to 18-years-old and have 

either a parent or a sibling who have been diagnosed with cancer within the last 1-3 years. 

The sample size will include approximately 8-10 offspring and siblings. This is due to 

phenomenological studies typically consisting of a small sample size due to the nature of data 

collection and analysis (Creswell, 2007). 

Prior to the commencement of the interviews, all participants will be provided with 

written and verbal information in regard to the study. In addition to consent forms if they are 

over the age of 16 years or an assent form if they are under 16 years; based on ethics 

recommendations. These forms include their permission to be audio recorded during the 

interviews to make sure that the data collected was reliable. Although written information 

was given to the families prior to the start of the study to obtain interest, they will be supplied 

with it again just before the study should they have any questions or concerns. 

Criteria: The criteria inclusion for participants will be children and young adults between the 

ages of 7- to 19-years-old due to cognitive ability and maturity. Additionally, the participants 

will have either a parent or a sibling who have been diagnosed with cancer within the last 1-3 

years and/or receiving treatment. This is because research suggests that time since diagnosis 

can impact the results (Maynard et al., 2013). If the focus-groups are conducted too close to 

the diagnosis, due to the ages of the children and siblings and the serious nature of the topic, 

this could be quite traumatic for the children. However, if they are conducted too long after 
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the diagnosis, research suggests that recalling their experiences may be less detailed 

(Maynard et al., 2013; Morris et al., 2016; Walczak et al., 2018). 

Procedure: Previous literature shows that for IPA, the most commonly employed form is the 

conducting of one-on-one interviews (Willig, 2013). This is because they are compatible with 

many methods of data analysis and allows for rapport to built between the 

researcher/interviewer and the participant (Willig, 2013). By conducting a semi-structured 

interview with participants, it allows the researcher to enter the lifeworld of the participant, 

through enabling them to share their experience of the phenomenon more openly. Interviews 

will be done in an environment which is as comfortable and supportive for the participants as 

possible which will encourage engagement and openness with the interviewer. Times and 

settings for interviews will be organised in advance alongside Canteen and the Cancer 

Society via email or phone. Primary data collection will consist of interviews with 

approximately 8-10 participants and 4 parents, with all answers being recorded and 

transcribed. There will also be the choice of the participants being able to write down their 

answers or partake in a focus group. 

As stated above, the participants will be given the choice out of three options: a one-

on-one interview (with the addition of a family or friend if they would like), to be part of a 

focus group, or to write down the answers. Although interpretative phenomenology 

predominantly uses semi-structured interviews (Willig, 2013), due to much of the research 

showing that young people report a need for support from peers going through a similar 

situation (Davey et al., 2011; Porteous et al., 2018; Wilkins & Woodgate, 2005), the option 

for a focus group is given. Additionally, due to their age and developmental stage, by being 

in a group of peers, they may feel more comfortable sharing their experiences. 

Interviews are the most commonly utilised form of data collection in qualitative 

studies, as it is compatible with multiple methods of data analysis (Willig, 2013). By doing 
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interviews, this will allow for a more intimate and warmer environment for the child or young 

person as it will enable rapport to be built, which will in turn help the participant in 

answering questions and elaborating. All participants will be given written consent and/or 

assent prior to interviews based on age and maturity, with children under the age of 16 years 

being required to obtain parental consent. All interviews will be recorded to ensure clarity 

when analysing the data. Any transcribers used in the process of data analysis will sign a 

Transcriber Confidentiality Agreement. Baking, tea, coffee, and water will be supplied and 

offered to the participants during the interviews as a thank you for their contribution, time, 

and participation. 

Ethical Considerations 

During both the planning and the execution of the current study, awareness was 

maintained of the serious nature of the illness and the distress that it can cause to young 

people and their families. Therefore, this study aimed to investigate the topic in both a 

sensitive and culturally sensitive way, taking into consideration the vulnerable nature of the 

participants. Ethics approval was obtained for this research by The University of 

Canterbury’s Human Ethics Committee (Appendix A). 

Throughout the discussion and development of the study, I was mindful of the 

potential upsetting nature of having a parent or sibling diagnosed with cancer and having 

treatment for this. When it came to the development and implementation of the questions, this 

was taken into consideration. Due to the utilisation of a phenomenological approach, 

interviews are non-invasive and the participants will be free to discuss what they feel is 

important, and are free to step out or stop answering so that levels of distress were kept to a 

minimum. 

All participant information will be kept confidential throughout the entirety of the 

research. During the focus groups and interviews, name badges will be worn so that rapport 
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can be built between the researcher and the participants; helping to provide a warm and 

welcoming environment. No personal information relating to the participants will be used 

except ethnicity. In the information sheets the participants are informed of where the data will 

be kept, how it will be kept, and for how long (Appendices B-G). The participants are also 

given the opportunity to contact the researcher after the interviews if they have anything more 

to add or if they want to change or withdraw any information. They will also be offered a 

copy of the written report once finished. 

At no point in the research will the participants be misinformed or deceived, nor will 

any information be withheld from them. Once complete, the participants will be sincerely 

thanked for their valuable contribution.  

Questions 

The structure of the focus-group will use a semi-structured interview technique, where 

there will be a few main questions and then prompting questions when required. The topics 

covered will include the experiences of each child, the support and information that they have 

found helpful and not so helpful, what they know about the illness, and what supports and 

information they would like to receive. 

Intended Focus-Group Questions (examples): 

1. Can you tell me about your experience of having a parent or sibling with cancer? 

2. What support and information has been helpful? 

3. What support and information would you like to receive? 

Prompting questions or questions for clarification will be asked when required. 

Recruitment: Plan 

The plan was to contact the two cancer organisations in New Zealand: Cancer Society 

and Canteen. Through contacting the staff at these organisations via email and phone, I was 

able to discuss the aims of the study and what it was about, as well as arrange to meet in 
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person to further discuss. The study information was to then be sent out to potential 

participants by the organisation to see if there was any interest. This is so that there would be 

no coercion by the researcher; no conflict of interest. For those who were interested, they 

were then to be given the contact details of the researcher so that they could be further 

informed of what was involved and other details such as when and where the interviews 

would be held. 

Recruitment: Reality 

At the commencement of the thesis, I was in liaison with Canteen, discussing the 

research, what would be involved, and the recruitment process through face-to-face meetings 

and email. They were supportive of this research as they were concerned about a perceived 

lack of appropriate resources and support, and awareness of these. However, due to 

unforeseen circumstances, Canteen started closing offices due to financial reasons, and I was 

no longer able to work with them at the commencement of this study.  

 I expanded the scope of organisations that I contacted and was supported by 

participants recruited via the Cancer Society New Zealand and Sweet Louise. Sweet Louise is 

a foundation founded after Louise Perkins who passed away from incurable (metastatic) 

breast cancer and it aims at improving the quality of life for individuals in New Zealand who 

live with incurable breast cancer. Due to low numbers in interested families, focus groups 

were not utilised. Therefore, data collection was achieved through one-on-one interviews in 

the location of participants choosing. For two of the youngest participants, phone interviews 

were utilised as they lived a distance away from a main city. 

The data was gathered via the means of semi-structured interviews guided by the 

main research question, “What are the experiences and information needs for youth who 

know someone with cancer?”. Through the use of semi-structured interviews, it allowed for a 

better exploration of the individual’s experiences through their own narratives due to 
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elaboration (Murray, 1998). The benefit of using this style of interview is that it allows the 

participant to elaborate further which in turn can help the interviewer understand better. 

Additionally, it allows for clarification of answers through further questioning, which can in 

turn ensure the validity of the participants answers. 

Conclusion 

 Utilising the framework informed by IPA, cancer-based organisations were 

approached for the purposes of recruiting interested participants and their families. Once 

achieved, semi-structured interviews were employed to ask questions investigating the needs 

of children of cancer patients. Done in a sensitive manner and with ethics approval, 

participants shared their experiences of having a parent living with cancer and what they want 

to see more of pertaining to support and information. 

 The following chapter expands upon these interviews and the analysis, through 

discussing the results and interviews of each participant. Discussion will include each theme 

and subtheme which emerged throughout the analysis process and the examination of each 

one alongside appropriate excerpts from each participant. 
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Chapter 5 – Results 

There is no courage without vulnerability. 

Brené Brown 

The purpose of the study was to explore the experiences of young people who had 

either a parent or a sibling living with cancer. This was in order to obtain a greater 

understanding of their information and support needs. The data gained from semi-structured 

interviews was analysed following the format outlined in chapter four.  

Analysis 

The data was analysed utilising the IPA process, through in-depth readings and re-

readings of each transcript so that the researcher was familiar with what each participant said. 

Because of the broad nature of IPA, Smith and Osborn (2004) state that the first transcript 

can be used as the basis for all others, or the researcher can start from scratch with each one 

(p 72). For the purposes of this study and due to the small number of participants, the 

researcher chose to start from scratch with each one. When identifying themes, the 

overarching themes were discussed by all yet the subthemes were sometimes only specific to 

some participants. 

During the reading and re-reading of each transcript, the researcher took note of any 

quotes which had depth and meaning to them, which were then further analysed. Any 

emotions, initial thoughts, and ideas were written for post-analysis purposes. From the initial 

analysis, the researcher went back through each transcript individually to write initial themes 

and subthemes, which were then further condensed and collated. This latter part was achieved 

by placing all four transcripts next to one another and seeing which themes and subthemes 

were most prevalent and consistent amongst the participants. Once this was done, they were 

placed within a table with the subthemes which corresponded to each one placed below them. 

There were a total of six themes which were revealed alongside seventeen subthemes post-

analysis. These were then re-checked against the original transcripts to make sure that the 
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researcher’s own interpretations did not deviate from the original data of the participants. 

Themes which emerged out of the analysis included Change, Support, Time, Communication, 

Every Child is Different, and Family Separation. Within these themes seventeen subthemes 

emerged (see Table 1) which described the experiences and the needs of the participants. In 

the following sections I will be elaborating upon these, using quotes from each participant to 

support. 

Table 1.  

Themes and Subthemes from Data Analysis. 

Themes Subthemes 

Change A New Normal 

It’s Not All Bad 

Change with the Sick Parent 

Support Having the Choice 

External 

Having a Break 

Accessibility and Availability 

Emotional 

Time With the Sick Parent 

Helping Out 

The Process 

The Future 

Communication With School 

At the Start 

Open 

Having the Conversation 

The Positive 

Every Child is Different  

Family Separation  
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Change 

Change emerged as a key theme. This involved emotional changes, changes in the physical 

appearance of the sick parent, a new normal within the family, and positive changes. 

A New Normal. 

Two of the participants expressed that life had changed substantially for them since 

their parent was diagnosed with cancer. As Rachel (aged 19) articulated, “Quite, a change to, 

normal, life, I guess, before, yeah”. For her, all areas of life had changed a lot since her Mum 

was diagnosed with cancer and she appeared to be struggling with this news. I observed 

during the interview, Rachel was struggling with the changes that had ensued. This was 

evident in her struggle to elaborate upon what areas of life had changed for her, just that life 

was not “normal” like it once was. I noticed she did not talk about her mother’s diagnosis 

nor did she use the word ‘cancer’, as if to protect herself from the reality of her situation. 

Huang et al., suggest changes could be increased responsibilities within the house, less 

socialising, and even becoming another caregiver. Research by Faulkner & Davey (2002) and 

Hagedoorn et al., (2011) also indicates that when a parent is diagnosed with cancer, the whole 

family may face many changes to daily life and they all have to adapt to a new normal. 

For Daniel (aged 12), these changes were more specific, and he was more open about what he 

saw. When asked what had changed for him, Daniel shared that the “cycle” within the house 

had changed. This included the alteration in how and when things were done in the house. 

Daniel’s examples were of times when he had been asked to do things around the house. 

“he used to ask me to do stuff, I’d like get off my chair and then 20 minutes later do it. 

But now, like I’ll get on and do this for him”. 

Listening to Daniel, I noticed that there was a sense of urgency to complete tasks that 

his Dad had asked him to do. Daniel mentioned that prior to his Dad being diagnosed with 

cancer, he would take some time to do jobs required of him, whereas now he does it instantly 

and “gets on” with it. Daniel added that he let his Dad sleep in more and made cups of tea for 
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his parents. Doing such tasks may not be as noticeable to older children due to greater 

expectations and responsibilities that they already have, but for children who live at home 

and rely on the parents to take care of them, this change can be more salient as they are now 

stepping into more of a caregiver role. This is quite a common change across the literature for 

adolescents (Chowns, 2013; Kennedy & Lloyd-Williams, 2009; Phillips, 2015; Silver & 

Silver, 2013) (Huang et al., 2014). However, the experience of the participants in my research 

suggest that irrespective of age, added responsibilities can fall upon the oldest child within 

the family. 

It’s Not All Bad. 

Although children have to adapt to changes in life when a parent receives a cancer 

diagnosis, it may not be a negative change. Finding positives can provide hope in a tough 

situation, which Daniel and Kaitlyn both touched upon. Throughout Daniel’s interview, I 

noticed that he showed a high level of maturity through seeing both sides of the situation. 

“There’s like a good side to it and a bad side to it”. (Daniel aged 12) 

Maintaining a positive mindset and noticing the positive aspects can help children to 

cope better (Phillips, 2015). When Daniel talked of the good and bad aspects of his Dad’s 

cancer, he spoke to the point, demonstrating that it was not all bad. 

“like the bad side is that he’s got cancer and that he, has these, mysteries, which have 

been uncovered. But like the good thing is that I get more time with him, coz he 

doesn’t coach tennis as much”. (Daniel). 

For both him and his younger sister Kaitlyn (aged 9), they appeared to have found 

hope in his ability to return to doing the tasks he once was able to do. As Kaitlyn shared, the 

new drug that their Dad had been placed on had given her Dad “a second chance at life”. 

Throughout both of their interviews, the drug that their Dad was on was a focal point of 

discussion, emphasising the importance of it. The drug had provided a positive change for 
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their Dad, he started walking the dog and taking tennis lessons again. During this discussion, 

I noted the delight that they had found in these changes. 

“He was actually was feeling way better, he could walk the dog, he could um he can  

 do like everything basically, and now he still he’s gotten like a few tennis lessons 

 still in”. (Kaitlyn aged 9) 

“later he was like, wants to walk the dog around, he was like wants to help 

everybody, and I was like woah”. (Daniel aged 12) 

For them, this sense of normality returning was important and demonstrated 

improvement to how their parent had been at the start of his illness. Maintaining some normal 

aspects of daily life from pre-illness times can help children in finding positive aspects, 

alleviate some of the common stressors of the illness, and help the child to cope. 

Physical Change Within the Parent. 

This subtheme was a prominent concern for Jack (aged 19), who offered insight into 

this struggle by witnessing the physical changes his Mum went through and the impact this 

had on him. 

“And I think the, one of the challenge- most challenging thing is actually, like 

being down here for of course most of the year and then for the small holidays that I 

may go back for, there may be like big changes in my Mum’s health between that 

point and then, so it can be quite, I suppose, overwhelming”. 

Jack’s tone of voice and his struggle to verbalise, alongside mentioning the physical 

change multiple times, suggested to me that it was a very noticeable change which he 

struggled with. In addition, he was living away from home, therefore the adjustment to these 

changes was more evident and appeared more sudden than perhaps they might have been if 

he was living at home, where the changes may have been more subtle. It was a shock for 

Jack. These changes can affect children who live at home, but it can have a far greater impact 
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upon those who live away. As reported in one study, a child moved back home from 

university due to the worries and fears that they had about their sick parent (Rodriguez et al., 

2018). For Jack, living back at home was something that he desired as the changes would be 

a more gradual adjustment rather than a massive shock. 

“I think for some people it definitely would help to not having that in your life all the 

time, but I think for me, it would work better if I did, in some ways.” 

“I think ultimately coz I, yeah it was pretty shocking just coming back at one point 

and seeing my Mum and she’d like, just was really struggling to walk and 

something”. (Jack aged 19) 

By mentioning that being home may work in some ways, it appeared to me that there 

was conflict between the positives of being home and not. Although the physical changes 

would not be as shocking and he would be able to help his Mum better, the reality of his 

Mum’s cancer may settle in more. These excerpts highlight the impact the physical changes 

that a parent with cancer experiences has on their child, yet through better support and 

preparation, this may be alleviated. 

Overwhelming. 

Change in emotions can be overwhelming for many children, and all four participants 

experienced different negative emotions than they had before. As Jack (aged 19) shared, 

“so it can be quite, I suppose, overwhelming to have to see that”. 

“prior to that I had a couple of, unfortunate life events and it leaves me, developing 

quite bad depression”. (Jack aged 19). 

Jack was very open when discussing his Mum’s cancer and the impact that it had on 

him, discussing the shock of it all. During the interview, I observed how deeply his Mum’s 

cancer had affected him through his struggle to verbalise how he felt and the difficulty he was 

experiencing in being able to fully process what he was feeling. In a study by Thastum et al., 
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(2009), children and adolescents were shown to be susceptible to developing psychosocial 

problems, especially when there was an accumulation of negative events. 

Daniel (aged 12) also shared experiencing depressive-like feelings at the start when his 

parents finally told him what was going on. 

“But when you’re like going through like a point where you’re like hopeless. Like a 

point where you feel angry and sad at the same time. Like depression”. 

In this excerpt Daniel displays the emotional struggle that a child may face when their 

parent is diagnosed with cancer; the anger of not being told straight away, the sadness of their 

parent being diagnosed with a very serious illness, and the hopelessness of not knowing what 

to do. Supporting these findings is the work of Thastum et al., (2008), which showed that 

latency-aged boys and adolescent girls are more likely to experience psychosocial issues such 

as depression, especially when it is their father who is diagnosed. Although Daniel does not 

have clinical depression, he likens how he feels to depression, thus emphasising the severity 

of his emotions. 

Some parents choose not to tell their child straightaway or limit how much they tell 

them so they are not overwhelmed. As shared by Rachel’s Mum: 

“We haven’t really tried to make it too big’a deal”. (Rachel’s Mum) 

She and her husband felt as though they were doing what was good for their children 

by not making a big fuss out of the illness, indicating that they were trying to protect their 

children by not overwhelming them with everything that was happening. However, 

withholding information or delaying telling their children of the diagnosis can lead to feelings 

of exclusion and anger. Jack and Daniel both reported feeling angry and annoyed towards 

their parents due to a lack of information. 

“I got the impression that my parents had tried to maybe not tell me e-everything  

that’s happening right at the moment just not overwhelm me or anything, which is fair 
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enough as well, but I think it would be nice to have the option that if I wanted to find 

out that kinda stuff I could”. (Jack, aged 19) 

“But like at the start when I didn’t get told, yeah. But I just let go”. (Daniel, aged 12) 

These excerpts highlight the importance of sharing the diagnosis and information with 

children and the effect that not doing so can have. As Jack indicated, he felt that his parents 

had tried not to tell him everything for protective reasons. However, being someone who 

liked to know as much as possible, this had negative repercussions. Due to his maturity, he 

exhibited understanding and forgiveness towards his parents, whilst saying that having an 

option to know this information would be helpful. Similarly, for Daniel, the initial reaction to 

not being told straightaway was one of anger, but after a time, he showed understanding and 

forgiveness. By saying he “just let go”, it suggested to me as the researcher that he realised 

there were more important and pressing things for him to focus his attention on. 

Support 

A dominating theme across the literature  is the need for support (Davey et al., 2011; 

Patterson, Pearce, et al., 2011; Wilkins & Woodgate, 2005). In the current study, all four 

participants mentioned aspects of support that they use or would like to have access to. 

Having the Choice. 

Evident in the older children’s accounts was the need for having the choice of 

support. Jack and Rachel shared similar experiences of seeking their own support and 

choosing when to get it which indicated that there was still the need for independence which 

many adolescents experience (Silver & Silver, 2013). Jack and Rachel, aged 19 and 17, 

demonstrated this need for more choice by sharing how they have coped and what they would 

like to see more. During the interviews with Jack and Rachel, there was a noticeable disparity 

between how they responded, with Jack being more forthcoming and certain on what he 
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wanted, but Rachel appeared more reserved and uncertain. When asked by her Mum what 

information she would like more of to help her, she responded by saying: 

“Maybe to, understand, what was going on a bit more, but I’m not sure, what 

difference it would have made or anything”. (Rachel) 

“Not really. I kind of just, deal with it myself. I don’t really talk to people”. (Rachel) 

It seemed as though Rachel still lacked an understanding of what her Mum was 

experiencing as she wanted to know more about what was going on, however she displayed 

uncertainty in the helpfulness of this information. Although data was not collected on the 

stage of the parent’s cancer, depending on how close it was to the time since diagnosis, it 

may be plausible to assume that Rachel still felt raw and was not ready for much support or 

information, as she was still dealing with it all herself. 

When Rachel was prompted by her Mum about whether or not she would go to a 

support group, she replied saying “it might take me a while, to like, want to, but if I did, then 

maybe, it’ll probably help”. For Rachel, she may be in denial about her Mum having cancer, 

and by going out to get supports may make the situation more realistic and highlight the 

severity of her Mum’s illness. By saying that it may take a while for her to want to, it 

signalled to me as the researcher that the type of support or how it is delivered was not 

important to her, but rather when she received the support. 

Similarly with Jack (aged 19), he shared having gone out to support himself. 

“Mostly I’ve gone out to support myself”. 

Living away from home and studying may have impacted this as he has had to 

become more self-reliant and take care of himself. Additionally, because he lives in a 

Western culture which values independence, it suggested to me as the researcher to play an 

important role in how he was supported. All factors together thus result in less reliance on the 

family and more on the self. Contrary to other findings which show that getting away from 
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the parent’s cancer is beneficial (Patterson, Pearce, et al., 2011; Phillips & Lewis, 2015), Jack 

would have preferred staying at home. However, due to university, there was not much 

choice in his ability to move home. 

“I think for some people it would definitely help not having that in your life all the 

time. But I think for me, it would work better if I did, in some ways”. (Jack). 

During his account, Jack mentioned a couple of times wanting to be back home as it 

would help him through his Mum’s cancer and treatments which revealed to me that there 

was a sense of feeling stuck and therefore helpless. Due to other responsibilities pertaining to 

university, he did not have the freedom to move home, therefore the support he sought and 

received appeared to be one way to counteract this. 

Jack and Rachel both showed variations in the types of support that would be 

beneficial to them personally and when they would like to see it, which has been shown 

previously in research (Patterson, Pearce, et al., 2011; Rodriguez et al., 2018). Age and 

gender are suggested to play a role in this, which can be seen in Jack’s and Rachel’s 

responses. Jack required more information-based support whereas Rachel wanted to know 

what was out there for when she was ready. 

“I definitely think just being able to read information is a lot, I dunno, I personally 

find it’s a lot easier form of support”. (Jack) 

“Maybe knowing what is like out there, if I wanted, anything like that”. (Rachel) 

External. 

Having a strong relationship with family and friends was shown to be a positive 

support system for participants Jack and Rachel, as well as displayed by siblings Daniel and 

Kaitlyn. Rachel discussed talking to her friends and a peer in a similar situation as helpful to 

her ability to cope. 
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“I’ve just talked to friends, but nothing really like, specific or set in place […] I have 

one friend who lost her Mum, to cancer, so I’ve talked to her about it a bit”. 

Rachel showed that she did not have many supports in place, yet she did mention 

having spoken to her friends and to a peer who was in a similar position. This was the only 

part throughout the whole interview where Rachel mentioned the word cancer, which 

suggested that talking to her friends had enabled her to openly discuss her situation without 

fear of upsetting her Mum or family. This highlights the role that her friends may play in her 

life, due to the different relationship that she may have with them. Although contrary to other 

research (Patterson et al., 2017; Porteous et al., 2018), talking to a peer who had experienced 

a similar situation did not seem to affect who she was more likely to talk to. 

“So even though I can talk to her about it more, I still feel the same talking to the 

others about it”. (Rachel). 

Support from external sources such as friends and peers can provide a sense of 

normality and reduce feelings of isolation due to being acknowledged by those around them 

(Davey et al., 2011; Finch & Gibson, 2009). However, children are typically more likely to 

turn to peers and friends if the support from family is inadequate or they are more 

independent due to age (Rodriguez et al., 2018). Jack’s relationship with his parents appeared 

to be strong and was an important part of how he was coping and adjusting to his Mum’s 

cancer. 

“So I think I’ve a pretty good relationship with my parents, like I can tell them what’s  

 going on”. (Jack, aged 19). 

Although living away from home, Jack reported a good relationship with his parents, 

which indicated to me that he felt comfortable when disclosing what he was feeling and 

experiencing. However, although he indicated being quite open with his parents, there 

seemed to be some hesitation in talking to them. Based on his need to know more about his 
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Mum’s cancer and treatments, I inferred that he may be more hesitant in asking questions 

about cancer and what his Mum was going through out of potentially not wanting to upset 

her. 

Whilst talking to Daniel and Kaitlyn’s Mum prior to talking to them, she disclosed 

what information they knew about their Dad’s cancer. Throughout the accounts of both 

Daniel and Kaitlyn, they had a very good knowledge base of what their Dad was 

experiencing, which indicated to me that there was a strong familial bond in place, where the 

parents were very open with them. This in turn appeared to be helpful to Daniel as he did not 

display a need for professional help. 

“Like there’s some people like me that don’t need professional help coz I know what’s 

going on and I know how people can fix it”. (Daniel aged 12). 

However, of interest to me, was the lack of need and desire expressed when asked 

about getting support from sources such as support groups. Although research highlights the 

importance of having support from peers in a similar situation, such as a support group 

(Patterson, Pearce, et al., 2011), Rachel nor Jack felt as though this was necessary for them. 

One reason for this was due to the busyness of life. 

“Everybody has a busy life, and it’s just like one more thing that ya have to try and 

make some more time for”. (Jack). 

Having a Break. 

Comparatively for the two younger participants, supports which gave them a break 

from their Dad’s cancer were valuable to them. Though there was no expression of specific 

support they needed, both provided an insight into tools that they utilised to help them cope. 

“It’s how I, try to do things, influence my body in doing stuff […] like there’s times 

when you need a break”. (Daniel aged 12). 
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“Sometimes I normally use the computer I listen to music or play games on there or I 

rather draw mostly because, it’s just it helps me relax”. (Kaitlyn aged 9). 

Daniel’s response indicated that playing sports where he could focus on himself and 

what he was doing was beneficial to him. For him to get his mind off of his Dad’s cancer, 

focusing his mind on something specific to him appeared to be a grounding method to help 

him cope. Daniel struggled to articulate his points and veered off course, but of importance 

was being able to take a break. This appeared to include taking a break from his Dad’s cancer 

and from school. For his sister Kaitlyn, having a break included activities which helped her 

relax and ones which brought her happiness. In her account, I felt as though her Dad’s 

situation had been quite stressful and upsetting for her, which was displayed through her 

choice of supports that she utilised; ones which helped her to relax. Utilising such tools which 

can distract children with drawing and playing sports can help retain a sense of normalcy 

within their lives when their parent is diagnosed with cancer and can aid in retaining a sense 

of normalcy (Davey et al., 2011). As illustrated in the current study, being able to take a 

break from what was going on at home, or in Daniel’s case away from school, was important 

for their wellbeing. 

“Like I will, like there’s times when you need a break, which I love to take off, days of 

school and stuff which helps”. (Daniel, aged 12). 

Accessibility and Awareness. 

From the interviews with Rachel and Jack, I was made aware of a need for greater 

accessibility to and awareness of what is out there in terms of support and information. 

Rachel’s Mum indicated that there had been a lack of communication from cancer 

organisations about the available resources and where to access them, and it seemed to be an 

issue even for parents who were ill. 
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“No, never, nobody’s ever talked about websites, and actually even, really the Cancer 

Society haven’t really, you know, given too much information, really, either. Although 

I haven’t necessarily gone looking for it. Either.” (Rachel’s Mum). 

“But even like, like a booklet from the Cancer Society if they know you’ve got 

children to say what, you know, you can do”. (Rachel”s Mum). 

Being made aware of and having access to supports and resources is one of the first 

steps in obtaining the help that the child needs and supporting the child to obtain these is 

crucial (Kennedy & Lloyd-Williams, 2009; Patterson, Pearce, et al., 2011). For children, the 

way the information and support is delivered is an important point to consider. As I 

discovered during Jack’s account, if information is not delivered in an age-appropriate way, 

awareness of such resources and accessing them can be hindered. Jack suggested one option, 

especially for adolescents, which was the utilisation of social media. 

“I think accessing the information, like, Facebook or the internet would be a lot 

easier than brochures I think. Even websites might not be, as accessible as something 

on Facebook, or anything like that”. (Jack). 

Elaborating upon this, Jack shared that having to go to support groups was harder than 

having support and resources easy to hand. Maintaining a balance between school, work, and 

personal life in addition to extra commitments can become too overwhelming and difficult to 

manage. 

“ya’ know, everybody has a busy life, and it’s just like one more thing that ya’ have to 

try and make some more time for. Whereas if you can just read information you can 

do that whenever”. (Jack). 

From this excerpt, it indicates that resources need to be easy to access and obtain. 

Living in a culture which prioritises having a busy schedule and having everything 

easy to access due to smartphones, creating online supports is shown to be a helpful 
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component in coping with a parent’s cancer diagnosis. Similarly, Rachel and her Mum 

disclosed not having been made aware of what is available, nor being provided with much 

information. However, Rachel had not thought much about wanting to receive anything. 

“Kind of. I didn’t really think about, No. Like I haven’t really received anything, but I 

didn’t think about, like wanting, to, really. But I guess if I would have, then it might 

have helped or something”. (Rachel aged 17). 

“You haven’t received a great deal of information, have you?” (Rachel’s Mum). 

Though they had not gone looking for resources, signposting by organisations, 

especially when working closely alongside these families, may combat this lack of awareness 

and access. It appeared to me that there had not been enough done for this family through 

public groups, but there was support offered through the private institute that Rachel’s Mum 

went through for treatment. 

“[talking to Rachel] you can go and see the people. Coz I’ve gone privately for all my 

chemotherapy and stuff, so. There’s a psychologist”. (Rachel’s Mum). 

Near the end of Rachel’s account, when I asked if there was anything else that she 

wanted me to know or any information that she would want healthcare professionals to know, 

she reiterated the point of wanting to know what is available for when she is ready. 

“Just as Mum said, maybe knowing what is like out there if I wanted, anything like 

that”. (Rachel). 

Emotional. 

Having a parent diagnosed with cancer is an emotionally tough time for all family 

members. Stress, uncertainty, and the changes involved in the diagnosis of a parent or family 

member makes for a tumultuous time. The emotional impact was highlighted strongly across 

all interviews through body language, answers, and tone. For Rachel, she displayed a sense of 
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discomfort when discussing her experience, disclosing that opening up about feelings was 

harder than asking questions. 

“Like talking about how I feel and stuff, is worse than, like harder, than just asking 

questions.” (Rachel). 

This excerpt emphasised the struggle that she was having discussing this information 

and her struggle when it came to disclosing how she felt. Due to my position as a researcher, 

my aim was to listen and not prompt her further. Just from her interview she displayed a high 

level of discomfort when it came to sharing her experiences. This indicated the impact that 

this situation had on her and how much she was struggling with the severity of her Mum’s 

illness, especially with being vulnerable in front of her Mum. 

Every child deals with adverse circumstances differently, and some do not want to 

share how they feel out of worry that it could further upset the parents, make them feel worse, 

or just not knowing how to (Kennedy & Lloyd-Williams, 2008). Feeling supported and 

comfortable in opening up is crucial in alleviating any fears and preventing the child from 

bottling up how they feel, and for Jack, his ability to discuss openly what was going on for 

him was supported through having a good relationship with his parents. 

“So I think I’ve quite a good relationship with my parents, like I can tell them what’s 

going on.” (Jack). 

This reflects the findings from the 2017 meta-analysis by Ellis et al., whereby the 

authors found three factors important to the development of future interventions. One main 

one was providing children with a comfortable environment where they can openly talk 

through what they are feeling. Emotional support does not have to just come from the home 

environment but can also come from within the school. As Daniel (aged 12) shared, his 

school offered professional support as a way to discuss anything going on at home, which in 

turn would have helped him to process any feelings he was experiencing. 
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“Like with my school like, I do counselling and stuff […] so I’m fine to talk to 

someone who wants to help me”. (Daniel aged 12). 

“So I’m fine to talk to someone that wants to help me, it’s just I’m not happy to talk to 

someone then they harass me […] if someone’s going out of their way to come and 

say help me or influence me to feel good or something like, to do a study like you are 

doing now, so I’m fine with that”. (Daniel). 

Having genuine support was shown to be valuable to him by providing him the space 

to talk. Emotions can be heightened during such a tough situation, and without the space, 

time, and support to discuss what they are feeling, children are more susceptible to displaying 

feelings such as sadness, worry, anxiety, and even depression (Silver & Silver, 2013). 

Time 

The concept underlined some of the needs that children had when it came to their 

parent’s cancer. This included a need for understanding the timeframe for the illness, what 

the future would look like, and an increased desire to spend time with family. 

Time with the Sick Parent. 

Three participants in the current study all indicated a need to have more time with 

their sick parent. This was especially so for the younger two, who, although their Dad having 

cancer was really hard on them, they saw that having more time with their Dad was a good 

aspect. 

“There’s like a good side to it and a bad side to it […] But like the good thing is that I 

get more time with him, coz he doesn’t coach tennis as much, he still does, 

surprisingly”. (Daniel aged 12). 

Daniel expresses the importance of having time with his Dad and it begs the question 

of how much time he got with his Dad prior to him becoming ill. The need for time with his 

Dad is suggestive of the close relationship between them, which could be in part due to 
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Daniel’s gender (McDonald et al., 2016; Thastum et al., 2009). It also highlights the 

importance of the role that his Dad had in his development as he is still quite young and 

dependent on his parents. Younger children who are still reliant upon their parents may have 

a greater need for time with the sick parent, as the parent still has an influence over them. The 

parents are the main source of information for many children and this is displayed in Daniel’s 

account. Time spent with his Dad had helped him to be more aware and understanding of 

what his Dad was experiencing. 

Parents with cancer tend to have less energy and spend more time at home. For 

younger children, this means that they get more time with them. Although young children 

may not fully grasp the severity of what is going on, having their parent’s attention is 

important for growth and development. Kaitlyn’s account of her experience emphasised the 

significance of getting her Dad back home with her and her family, regardless of how much 

his treatment cost. 

“So we were so relieved and the drug is quite expensive but we were up to it and we 

wanted Daddy home safely and with us”. (Kaitlyn aged 9). 

Kaitlyn’s use of “relieved” reflects the anxiety and distress that she and her family 

were experiencing when her Dad was diagnosed. With the introduction and match of the drug 

to her Dad, it signalled to her that her Dad would be able to come home. Having been 

separated from their Dad for approximately seven weeks, siblings Daniel and Kaitlyn 

expressed the need to spend more time with their Dad and the positive effect it had on them 

during this experience. This suggests that they were more appreciative of the additional time 

they got with him after being separated for so long. 

Jack (aged 19) discussed the toll that his Mum’s cancer had on him, stating that he 

wanted to be back home, as the changes in his Mum would be more gradual rather than as 

shocking as they were for him at the time. 
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“Yeah, I think so. I think ultimately coz I, yeah it was pretty shocking just coming 

back at one point and seeing my Mum and she’d like, just was really struggling to 

walk and something”. (Jack aged 19). 

“As opposed to being there all the time, it’s more of a gradual thing that you can 

slowly get used to I guess”. 

During Jack’s account, he mentions multiple times the importance of being home and 

how much that would help. The separation from his family seems to cause a lot of stress and 

concern for Jack as he is not able to see what is going on with his Mum and is thus 

problematic when it comes to him understanding what his Mum is experiencing. For these 

three participants, the stress of family separation appears to create a lot of strain on them and 

hinders their knowledge of what is going on. The more time they get with their ill parent, the 

less shocking any changes can be as they are able to see themselves what is occurring in the 

course of the cancer and treatments. 

Helping Out. 

Given the value placed upon spending time with the sick parent mentioned above, 

many children find ways of helping out so that they can be more involved in the sick parent’s 

life. Two participants in the current study discussed how they helped out with their parents, 

whether they were at home or not. Implicit in Daniel’s account is a greater sense of urgency 

when it comes to completing tasks within the house. 

“He used to ask me to do stuff I’d like get off my chair and then 20 minutes later do it. 

But now like I’ll get on and do this for him”. (Daniel aged 12). 

And later… 

“[I] sometimes make my Mum and Dad tea and that’s a plus”. (Daniel aged 12). 

This is suggestive of a greater willingness to do tasks around the house when asked of 

him, highlighting just how aware children can be when a parent has a serious illness. Not 
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only the way that tasks were done in the house had changed, but also the time in which they 

were done. Whilst listening to Daniel recount his experience to me, he exhibited a high level 

of maturity and awareness of what was going on around him and the added responsibilities. 

Through actively helping around the house, children may feel like active contributors to the 

family and more involved in the parent’s illness, in addition to a sense of normality being 

sustained (Maynard et al., 2013). Due to less expectations and responsibilities placed upon 

younger children, tasks such as making a cup of tea for parents and letting the sick parent 

sleep more may not be a big change to older children, but for children Daniel’s age and 

younger, these tasks can have a noticeable impact on their daily lives. 

Children typically assist more in jobs around the house when a parent or other family 

member is ill so that additional home-based stress can be alleviated (Phillips, 2015). Yet this 

is not the case for all children. Some may display a sense of helplessness if there is no 

apparent way for them to help due to living away from home. Jack shared how he helped his 

Mum in an innovative way, by researching other means of treating his Mum’s cancer. 

“I read through a couple of theses for my Mum to understand some different 

approaches with treating cancer […] and so I read a couple of theses for her to 

explain that” (Jack). 

Jack explained that the purpose for reading these were for him to explain to his Mum 

different treatments. Implicit in this account is the need to help out more and find a new 

avenue for treating his Mum. Even though he tries to be realistic about the situation, I felt as 

though he was trying to maintain a sense of hope by finding a potential new treatment which 

would help his Mum. 
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The Process. 

Knowing what to expect and what goes on during the course of the parent’s cancer 

and treatment is valuable knowledge for children. Jack expressed an interest in knowing more 

about what each stage of treatment was going to be like for his Mum. 

“I think it would be good, I guess to just understand, like wh-, like a time frame for 

what the process would be”. (Jack aged 19). 

“I don’t really understand maybe what the process is to what is happening with my 

Mum”. (Jack aged 19). 

This alludes to Jack’s lack of knowledge on more basic components to his Mum’s 

cancer, as he did not know what each component looked like. The apparent need for 

information was reiterated twice by Jack, suggesting that it may assist in preparing him for 

what might come next. Having an approximate time frame of what each stage looks like and 

what it might mean for him and his family in terms of what they can do and how to prepare is 

valuable to Jack. Although Jack struggled to verbalise what he would want and what would 

be beneficial for him, his repetition of requiring this knowledge asserts the value in preparing 

children for what may come. 

The Future. 

Having a parent diagnosed with cancer is a time of uncertainty, as sometimes there is 

little knowledge of what the future looks like. Jack’s apparent lack of information of what the 

process may be like and what this situation holds for him is a topic which holds his attention. 

He describes knowing more about what it means for him and his parents as reassuring for 

him. 

“It would be a bit more reassuring to know, I guess like what, what does this mean for 

me, like what does this look like that’s going to be happening to my parents, over the 

next 18 months or so”. (Jack aged 19). 
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In this excerpt, Jack mentioned a specific time frame of approximately 18 months, 

which may be due to the severity and stage of his Mum’s cancer; stage 4. He indicates an 

awareness of the severity of his Mum’s cancer by doing so, which alludes to feelings of 

depression and a lack of comfort. It is common for timeframes and prognoses to be topics 

that children have questions about (Silver & Silver, 2013), as they need to know what may 

happen to their sick parent and in turn themselves. 

“Like after so many months this is going to be happening, and then we’re gonna look 

at either doing this or this”. (Jack). 

The use of “we’re” implies a collective impact of cancer on the whole family and the 

long-lasting ripple effect that losing a family member to cancer can have. Discussing 

potential outcomes and the longer-term impact on him and his parents seemed to be 

comforting, and by offering children this information it may relieve children of worries and 

misconceptions about what the future may hold. 

Communication and Information 

The key to minimising the impact of a parent’s cancer on children is communication 

(Finch & Gibson, 2009). Throughout the literature and in the current study, communication 

and information are discussed as essential in helping them cope. Yet, it is shown to be a need 

which typically goes unmet (Ellis et al., 2017). 

With School. 

Communicating across all environments, especially with schools is crucial in 

supporting children. If schools lack information on what is going on for the child at home, 

feelings of stress, anger, confusion, and feeling unsupported are shown to increase (Chowns, 

2013). Daniel shared the conflict he faced and what school was like for him. 

“Like the stuff at school which sometimes helps and sometimes really like, annoys 

me”. (Daniel, aged 12). 
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As prior research has shown, school can be a place to escape to through providing a 

sense of normality to daily life, yet at other times it can add stress to the child due to 

homework and teachers (Chowns, 2013). The disparity in Daniel’s view of school indicates 

that his feelings about school are situation dependent. During this excerpt, it suggested to me 

that depending on what was happening at home with his Dad, school was annoying, which 

was why he would ask his Mum to take days off. Having to focus on other tasks at school 

whilst the child’s parent is ill can lead to being distracted and stressed. Daniel went on to 

further share with me the value in taking days off. 

“Like there’s times when you need a break, which I love to take off, days of school 

and stuff which helps”. (Daniel, aged 12). 

Supporting work by Chowns (2013), Daniel displayed a sense of contention between 

liking school and disliking it, finding it both a place of consistency and a place of stress. His 

response highlights how hard it can be for school-aged children who face the stress of having 

a parent diagnosed with cancer and their responsibilities at school. Notwithstanding, it is 

important to remember as the researcher though, that this may also be due to his age, as 

young children do not always like going to school, regardless of what is going on at home. 

Thus, in order to determine what is causing the child to be stressed at school, communication 

between parents and teaching personnel is vital which in turn can lead to the offering of 

support such as counselling. When asked what he would find helpful, Daniel revealed that he 

saw a counsellor at school. The combination of asking what he would find helpful and his 

disclosure of seeing a school counsellor appears to suggest that this is a useful avenue of 

support for him. 

“Like with my school, like I do counselling stuff”. (Daniel aged 12). 

This suggests that his parents have been open with the school about what has been 

going on so that Daniel and his sister are adequately supported at school. 
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At the Start. 

When inquiring about the type and amount of information that children would like to 

know more about, Daniel and Jack both desired information from the start as both were aware 

that their parents had tried to keep information from them initially. It appeared that for 

Daniel, this required a level of understanding as to why his parents did so, thus indicating the 

potential for conflict between how he felt and how he felt he should feel (i.e. more 

understanding). 

“Like it took my parents about a month to tell me what actually was going on”. 

(Daniel, aged 12). 

“I’m not happy, I’m not angry […] but like at the start when I didn’t get told, yeah. 

But I just let go”. (Daniel). 

Lack of communication at the start can elevate feelings of anger, distress, and anxiety 

(Davey et al., 2011; Ghofrani et al., 2019), especially if children find out through other means 

such as at the hospital (Huang et al., 2014). Not being told straightaway had evidently led to 

feelings of sadness, anger, and even hopelessness. Yet, he eventually he let go, which may 

have been his way of supporting his parents so as not to make them feel bad for the lack of 

information at the start. This was also for his own wellbeing, as he described already feeling 

hopeless because of his Dad’s illness. He explained how he felt as a point between being 

angry and sad at the same, which was likened to depression. This accentuates the disparity in 

feelings and this captures the range and severity of emotions that children can experience, 

especially when they feel excluded. 

“But when you’re like going through a point where you’re, hopeless. Like a point 

where you feel angry and sad at the same time. Like depression”. (Daniel, aged 12). 

Similarly, Jack sensed that his parents had chosen not to tell him everything right 

away. Though children may not fully understand why, research highlights a couple of reasons 
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why parents may do this, including worrying about breaking down in front of the child, a lack 

of awareness of the child’s distress, and fear of upsetting their child (Kennedy & Lloyd-

Williams, 2009). 

“I got the impression that my parents had tried to maybe not tell me everything that’s 

happening right at the moment just to not overwhelm me or anything, which is fair 

enough as well. But I think it would be nice to have the option to find out that kinda 

stuff”. (Jack). 

In Jack’s situation, he shows an understanding of why his parents may not have told 

him much straight away, yet it was bothersome for him. Wanting the option to know more 

about the cancer and the parent’s prognosis is an indication of readiness for knowing more. I 

got the impression that Jack had struggled initially with not being told, and through tone and 

body language, it was something that appeared to still be bothering him. Like Daniel, Jack 

displayed a sense of reasoning through saying “which is fair enough”. Although he wanted 

more information and communication from his parents, he understood that it may have been 

in his best interests to not know everything. 

Open. 

Findings on openness of communication were mixed amongst three of the 

participants. Rachel shared that open communication and ease of talking occurred only 

sometimes within her family, yet this may have been due to Rachel’s struggle with discussing 

how she felt and her ability to be open with her family, whereas for Daniel and Jack, 

communication was less of a struggle. 

“She’s always been quite a hard nut to, crack. But emotionally, like she’ll just sorta 

keep things, and it does sorta take a bit to get her out”. (Rachel’s Mum). 

Having Rachel’s Mum present during the interview had provided a deeper insight into 

Rachel’s experience and how she had coped from the perspective of a parent. The 
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comparison between Rachel and being “a hard nut to crack” implies one of two things for 

Rachel: firstly, for her to open up it was important to persist; secondly, and most probable, it 

was important to make her aware that she can ask questions and talk when she wanted to, but 

that she needed time and space to do so. This stresses the importance of making sure that 

communication is open between both sides; having the parents create a space for the child to 

talk and for the child to feel comfortable in doing so. (Silver and Silver, 2013, p. 35). Jack’s 

experience differed to Rachels, as he reported having an open relationship with his parents 

which made it easier to discuss with them what was going on. 

“I’ve been, quite open with my parents for a lot what’s going on”. (Jack, aged 19) 

“So I think I’ve quite a good relationship with my parents. Like, I can tell them what’s  

 going on”. (Jack). 

Although Jack specified information as his preference for support, these excerpts 

imply that his family was a support which he utilised. Through open discussion with them, he 

was made aware of what was going on and may even have felt comfortable in discussing 

what he was feeling. The combination of a lack of interest in a support group and the 

openness with his parents was suggestive of less of a need for additional support. This 

indicates that for some children, when communication is open between their parents and 

them, there may already be a substantial amount of support in place. Though Jack mentioned 

only being “quite” open with his parents for “a lot of what’s going on”. This suggests that 

some aspects of what was going on he may have been more hesitant to discuss, such as 

emotions, whereas for others he was not (e.g. questions, what he has been doing). Therefore, 

this illustrates the vastness of what communication comprises of. 

Parents are one of the main and most readily available sources of information for 

children and they are highly valued (Huang et al., 2014). This is unlike previous research 

which suggests that it is older children who require open communication (Morris et al., 
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2016), results in the current research indicate otherwise. One of the youngest participants, 

Daniel, displayed mixed feelings about whether he would like to know more about his Dad’s 

cancer. 

“At times like you want to know more, and at the same time like you don’t”. (Daniel). 

Young children are also susceptible to concerns and worries about their parent, 

requiring open communication about what is going on. Open communication is not just about 

keeping the child informed, but it also extends to what they would like to know more about 

and if they want to know more. Daniel shared that he had been asked a “tonne” about 

whether he would like to know more or less, which appeared to be something which he 

struggled with, as was articulated in the above excerpt. By keeping the communication lines 

open between parent and child, it can create an environment where both can approach one 

another to discuss the illness, as “communication is a two-way street” (Silver & Silver, 2013, 

p. 35). 

Having the Conversation. 

While three participants discussed the importance of having the conversation about 

the parent’s cancer, there were variations in what this meant and how it was conveyed. Jack 

acknowledged the importance in discussing what his Mum was experiencing, sharing that his 

parents updated him on appointments and the stage that his Mum was at in terms of 

treatment. 

“One thing when I’m around, they’ll explain, ya’ know what’s happening if they’re 

going to a certain appointment and stuff”. 

However, this suggests there may have been a lack of discussion when he was not at 

home. Jack said that when he was around they will explain certain appointments and other 

aspects, which is suggestive of this occurring only when he was at home. This might even 

indicate some hesitancy on the parent’s part, as “certain appointments” may refer to more 
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serious or important appointments, whereas routine check-ups they might not have disclosed, 

or vice versa. It is plausible to assume that children who live away from home or who are 

younger may be at a greater risk of being less informed than those who are older or live at 

home. As a result, it is paramount that parents have the conversation about what stage they 

are at and inform the child as much as they can and for however much the child needs. 

When a child is not aware of what is happening with their parent’s cancer, it may lead 

to them searching for information themselves. As can be seen in Jack’s account, where he 

expressed a desire to know the information about his Mum’s cancer and what she was 

experiencing. 

“It would be nice to have the option that if I wanted to find out that kinda stuff I 

could”. 

This captures the importance of discussing the illness with children and giving them 

the time and space to do so. Because Jack’s parents had not been forthcoming about his 

Mum’s cancer, even though it may have been to protect him, his need for better 

communication was high. However, not all children want to discuss their parent’s cancer and 

what is going on. Rachel on the other hand, displayed difficulties when talking and asking 

certain questions, in addition to answering questions. 

“I don’t really talk about it”. (Rachel aged 17). 

Her Mum’s cancer seemed to have impacted her greatly, with emotional aspects being 

harder to discuss. However, she was not one to talk to other people, which was evident 

through her body language throughout the interview and her Mum sharing that she was not 

one to talk much. So for her, having the conversation did not appear to be helpful. 

“But you’ve never really been one for talking to other people really”. (Rachel’s 

Mum). 



90 | P a g e  
 

“Maybe, to understand, what was going on a bit more, but, I’m not sure, like what 

difference it would have made or anything”. (Rachel aged 17). 

Rachel appeared to lack knowledge on what was happening and even hinted at 

wanting to know more. Yet based on her previous comments about not wanting to know more 

and seemingly struggling with her Mum’s cancer, she felt as though better knowledge would 

not have helped her. Rachel was very hesitant in disclosing what the experience had been like 

for her and was uncertain of what it was that she needed or wanted in regard to information 

and communication. 

The contrast between each participant’s account and preferences highlights the 

importance in gathering enough information from them. This is so that parents and 

professionals are made aware of the struggles that children may face, in addition to the 

amount of information and support that they may require. 

“At times like you want to know more and at the same time you don’t”. (Daniel, 12). 

The Positive. 

When hearing of a cancer diagnosis and having little background knowledge, worse-

case scenarios can be a common response. Many may turn to the internet which typically 

provides them with fear-inducing facts which may not be true for that person’s situation. For 

one participant, this was evident as they had gone out searching for information which aided 

them in knowing more about the detailed aspects of cancer such as the metabolism and ways 

in which to attack it. 

“I read through a couple of theses for my Mum to understand some different 

approaches with treating cancer, based on my uh, attacking the metabolism of the 

cancer […] other than that I haven’t looked into too much else”. (Jack, aged 19). 

It is apparent in this excerpt that Jack was more interested in potential and viable 

treatments for his Mum, with him predominantly looking into this area. Due to the severity of 
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his Mum’s cancer, his searching for treatments may indicate that there is a greater need for 

more positive information which can instil a sense of hope into a tough situation. Therefore 

alleviating fears pertaining to the cancer and decreasing time spent searching online, due to 

an increased understanding (Silver & Silver, 2013). 

Likewise, the youngest participant Kaitlyn (aged 9), shared that she wanted to know 

more good information than bad. 

“I would probably want to know about the good things about my Dad and his cancer, 

or the bad things I don’t really want”. (Kaitlyn aged 9). 

The impact of knowing about the severity of her Dad’s cancer at such a young age 

was difficult. Throughout the interview, she displayed a high awareness about her Dad’s 

cancer and the seriousness of it. Thus, knowing more about the positives may provide some 

reprieve from all of the negative feelings that she has experienced. Kaitlyn mentioned twice 

about the desire to know more about her Dad’s choice of treatment, suggesting that it is quite 

a new drug treatment. Specifically, the rarity of the match rate (a 1% chance success) which 

her Dad had achieved was a big positive for her and her brother. Thus, understanding the 

benefits of their parent’s treatment was proven to be valuable in being more realistic and 

reducing worries and fears. 

“Probably finding, like, probably getting like other types of ways to, add money wise, 

or […] It’s a lot of money the drug, so probably some sort of key to, finding out what 

this drug is really able to do”. (Kaitlyn aged 9). 

“Yes [I like to know a lot], I like to be like, completely realistic about the situation”. 

(Jack, aged 19). 

Jack’s approach in reading through theses for his Mum on different cancer treatments 

indicated a substantial need for better communication from his parents on what his Mum’s 

treatment was and how it worked, so that he could understand the benefits. Children who 
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witness the positive changes their parent experiences may instil some joy and a new sense of 

hope within them. For siblings Daniel and Kaitlyn, they displayed shock and excitement at 

their Dad’s increased ability to do everyday tasks such as walking the dog. 

“later he was like, wanting to walk the dog around, he was like, wanting to help 

everybody, and I was like woah”. (Daniel, aged 12). 

“he was actually was feeling way better. He could walk the dog, he’s gotten a few 

tennis lessons in still.” (Kaitlyn, aged 9). 

Awareness of Others 

Throughout all four transcripts, each child showed to have different ways of coping, 

different understandings, variations in needs, and a good sense of others. For some children, 

they appeared to have a greater sense of empathy for others. And as found previously, 

children often develop an increased level of empathy and awareness of others (Kennedy & 

Lloyd-Williams, 2009; Silver & Silver, 2013), as they know what it’s like to experience such 

an event. As shown in two interviews, participants indicated an awareness of other children 

going through a similar situation. When Daniel was asked about what he would find helpful 

in terms of support and/or information, because of how he had felt, he knew what others may 

feel when experiencing something similar. 

“I’ll say like, things for other people’s needs like, or they’ll probably want more of a 

choice like of what they wanna do. Like there’s some people like me that like, don’t 

need like professional like help, coz I know what’s going on and I know how people 

can fix it […] there’s like people out there that just feel sad because they can’t see 

their parents. Like I felt like that when my Dad was having like […] when he had 

pneumonia and that lasted for two weeks”. (Daniel aged 12). 

Rather than just answering what he would like to see, it was evident that Daniel 

placed himself in the shoes of others in a similar situation so to speak. I observed a high level 
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of awareness from Daniel throughout his interview, and that through his situation, he was 

able to utilise how he felt and what he knew to see how others in a similar situation might 

feel. Through utilising such information, there is a more genuine and deeper insight into the 

experiences and needs of children, and they understand what it is like to experience having a 

parent living with cancer. Likewise, Jack displayed a similar awareness of what others may 

need who are experiencing a similar situation. 

“I think, for some people it definitely help not having to have that in your life all the 

time, but I think for me, it would work better if I did. In some ways”. (Jack aged 19). 

Jack displays a great awareness of what other children may need and would prefer, 

suggesting that he is cognizant that everyone is different and requires different support and 

resources. As a result of his own situation, Jack indicated to me that he was able to put 

himself in the shoes of others and was able to voice what they may need. And as research 

shows, empathy and awareness of others is shown to increase amongst these children due to a 

greater understanding of what it is like to experience such adverse circumstances (Kennedy & 

Lloyd-Williams, 2009; Silver & Silver, 2013). 

Family Separation 

Being in Aotearoa/New Zealand, cancer treatment centres are located in the bigger 

cities which means that when a family member is diagnosed with cancer, they may have to 

travel some distance if they live in smaller community or rural settings. For the two youngest 

participants, this was something that they experienced for seven weeks when their Dad was 

hospitalised in a different city. 

“Then he went to Christchurch with us and then we felt like it was a little upsetting 

for us […] So then he had the tests and we felt really sad. We had to leave him in 

hospital for 7 weeks”. (Kaitlyn aged 9). 
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Families who are separated due to treatments and other hospital visits can experience 

far greater disruptions and troubles than families who do not have to travel far. Kaitlyn’s 

response to what the experience of having a parent diagnosed with cancer had been like for 

her showed the immensity of the situation and the impact that it had on her and her family. 

Still being such a young age means that she was still heavily reliant upon her family and 

displayed this in her use of “we” and “us”. As the researcher, I interpreted this as her 

viewing the family as one collective unit, which was broken up for seven weeks. Kaitlyn’s 

initial response was sadness, due to the distressing nature of being separated from her Dad. 

However, there was some hope due to her Dad being placed on a drug which allowed him to 

come home. 

“But then something happened and when, Daddy, he got, his test done, there was this 

drug that could actually help him in his life basically […] so we were so relieved and 

the drug is quite expensive but we were up to it and we wanted Daddy home safely 

and with us”. (Kaitlyn, aged 9). 

Having to be separated from the sick parent can be traumatic for children and an 

added stressor to what their parent is already experiencing. Kaitlyn displayed the stress that 

the family was under due to the cancer, which emphasised the toll that would have on the 

family when they were separated. For her, having her Dad home with her was crucial, as was 

pointed out through her saying that they were up to paying for the drug regardless of its cost. 

This emphasises the troubles and trials that families may have to face, in addition to the 

differences in what may be involved in cancer treatment, depending on where the family is 

located. As was illustrated by Daniel, there is a greater need of support which may have 

benefited him during this time. 
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“There’s like people out there that just feel sad because they can’t see their parents. 

Like I felt like that when my Dad was having like […] when he was in hospital for like 

months”. (Daniel aged 12). 

Although Daniel felt as though there was not a need for support for himself, I felt as 

though through this excerpt, he needed some form of support around the time of his Dad 

being away in a different city. The emotional impact that this situation had on him was tough 

and not having his Dad there like he normally, was strange to him. It is probable to assume 

that family separation can elevate feelings of worry and stress as they cannot see what is 

going on with the sick parent. 

“Like there’s some people like me that like don’t need professional help coz I know 

what’s going on and I know how people can fix it”. (Daniel). 

Similarly for Jack, living away from home for university and not always being around 

during his Mum’s cancer had affected him substantially. It was one of the most challenging 

aspects for him as he was not always sure of what was going on and was shocked whenever 

he saw a change in her. 

“Especially being down here in Christchurch, and they’re in Wellington, of course, 

like I don’t really see what’s going on a lot of the time”. (Jack aged 19). 

“One of the challenge-, most challenging things is actually, like being down here for 

of course most of the year and for the small holidays that I may go back for, there 

may be like big changes in my Mum’s health between that point and then. So it can be 

quite, I dunno, overwhelming to have to see that. As opposed to being there all the 

time, it’s more of a gradual thing that you can slowly get used to I guess”. 

I noticed that Jack’s lack of opportunity to see first-hand what his Mum was going 

through was an issue of concern for him, as it was something that he kept having to get used 

to each time he went back home. The shock of any change appeared to be greater than it may 
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be for others who live with their family. I felt as though for Jack, his Mum’s cancer and the 

reality of it was just as raw each time he went home as it was the first time, as he had to 

readjust to his Mum’s new state and then shortly after have to go back to university. So, not 

only do children have the initial reactions to a parent’s diagnosis, but there can also be 

continuous reactions to any changes, especially when they are separated. 

Conclusion 

The main themes were strongly pointed out by all participants, but the subthemes 

were better articulated by one or two participants, as they were specific to their situation. As 

per Smith and Osborn (2004), each transcript was looked at individually due to the small 

number of participants. Analysis was not seen in the traditional qualitative sense whereby the 

researcher looks at each transcript individually, re-reading a couple of times and finding 

converging and diverging themes across each one. 

Within the current study, results revealed a number of different themes and subthemes 

from the participants, with many needs being highlighted. There was an even spread of ages 

(ages nine, twelve, seventeen, and nineteen) and of gender (two girls, two boys) which gave a 

more representative look into the experiences of children of cancer patients. Of interest to me 

as the researcher was the difference in the amount of information shared by participants based 

on gender. Both males shared substantially more information than the girls did, with analysis 

going deeper for their two transcripts. Factors such as willingness to talk, comfort, age, and 

presence of others may have impacted this. 

However, due to my background in psychology and my role as the researcher, I was 

mindful to not push for further information. I was aware of their ages and situations and 

respectful of not pushing for further information as my role was to listen and prompt only 

when clarification was needed. All participants indicated that having a parent with cancer was 

hard on them and the changes that they experienced had affected their day to day lives. 
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Although one-on-one or group support was not mentioned as something of value to the 

participants, each shared different ways that they had gone out to support themselves in the 

less traditional sense. This included drawing, researching about their parent’s cancer, playing 

sports, and talking to friends occasionally. 

Additionally, time was a crucial factor which came across in multiple participant’s 

transcripts. Due to the uncertainty of their parent’s situation, many found comfort in spending 

more time with the ill parent, helping more around the house, and knowing more about the 

process and future. Unlike the theme of support, information and communication were 

discussed by the three oldest participants as something they would like more of, especially at 

the start when their parent was diagnosed. Having open communication with family and 

school were shown to be important factors in supporting the child and allowing them to 

approach parents to ask questions. For two participants, Jack and Daniel, their awareness of 

others was prominent in their responses to what they would like to see in regard to support 

and information. Rather than answering what they would prefer, they suggested what other 

children may find helpful, thus displaying a great sense of empathy and understanding of 

others. The last theme reflected the issues faced by children when they were separated from 

their family, whether due to hospital and treatment visits or living away from home for 

university. It emphasised the importance of being near to the family and being involved in 

what the sick parent was going through. 

Overall, the themes which emerged from the analysis phase all highlight the struggles 

that many children can face when their parent is diagnosed with cancer and the support and 

information that they require. The following chapter will summarise in detail each theme 

alongside previous literature and what the current results mean for future research and 

practice. 
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Chapter 6 – Discussion 

Walking a mile in someone else’s shoes isn’t as much about the walk or the shoes; it’s to be 

able to think like they think, feel what they feel, and understand why they are who they are 

and where they are. Every step is about empathy. 

Toni Sorenson. 

This research aimed to explore the experiences of children who had a sibling or parent 

diagnosed with cancer and what their information and support needs were. This was achieved 

through the use of semi-structured interviews with four children and one parent. Due to 

organisational issues faced during the recruitment phase, this study only looked at the 

experiences and needs of children of cancer patients, not siblings. 

Six themes and seventeen subthemes developed during the reading of transcripts; 

change, support, time, communication and information, awareness of others, and family 

separation. Using IPA as the methodology ensured that the themes which emerged from the 

transcripts were reliable and valid across participants. Although not every participant 

discussed each subtheme, the overall themes were discussed by all participants. 

Due to my role as the researcher and my experience in psychology, I was aware of the 

sensitive nature of the topic and the questions which were asked to a group of children 

varying in age. I was mindful of not pushing for further information as the role of the 

researcher is to listen. Therefore, throughout the transcripts the information was provided 

freely with little prompting from me; only when clarification was needed. 

This chapter will summarise the themes as they relate to prior research. Limitations of 

the current study, recommendations for future research, and the implications that these 

findings have for future research are discussed. 
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Summary of Findings Related to Existing Research 

Theme one: Change. 

The theme change encompasses all that children can face during a parent’s cancer. All 

four participants in the current study discussed a new normal which they had to adapt to at 

home. For one participant, Daniel, he referred to it as a change in the cycle of how tasks were 

done at home and the way his family functioned. This included helping more around the 

house and increased responsibilities. Although this may appear to be bad for some as it means 

less socialising with friends, Daniel saw it as a positive. “[I] sometimes make my Mum and 

Dad tea and that’s a plus”. For many older children, these types of responsibilities can be 

seen as a burden, yet for Daniel they were taken as a positive. Which suggests that there may 

be age-related differences in how this change is perceived, which future research would 

benefit from unpacking. Due to more effective treatments available to their parents, two 

commented on their Dad’s ability to do things again that he was able to do pre-illness. This 

gave him “a second chance at life” (Kaitlyn, aged 9), which indicated a sense of normality 

restored. Although there was negative change regarding their parent’s illness, these results 

show positives which can help them cope. 

Change was also discussed regarding the physical change the child’s parent 

experience and the impact it had on that child. Jack shared that it was one of the most 

challenging aspects of his Mum’s cancer, which was evident in how he was struggling to 

articulate this experience. As research shows, when children are separated from the ill parent, 

any change that the parent goes through can be heightened (Garrard et al., 2017; Rodriguez et 

al., 2018), and as a result, can lead to feelings of shock and sadness. In addition to 

challenging their ability to cope as was articulated by Jack. Without appropriate support and 

preparation, these children can face greater adjustment issues and poorer psychosocial 

outcomes. For two participants, Jack and Daniel, depression was mentioned as something 

they had experienced. For Jack, he shared that he developed depression due to the 
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accumulation of both prior negative events and his Mum being diagnosed with cancer. It was 

something that he still struggled with and was getting continuous support for and illustrates 

the impact that parental cancer can have on children. These findings support prior research 

which suggests that children of cancer patients are at a higher risk of psychosocial problems 

such as depression and anxiety, especially amongst adolescents (Compas et al., 1994; Morris 

et al., 2018; Sieh et al., 2013). However, an important finding in the current research suggests 

that younger children may also be susceptible to experiencing or developing depression. This 

was shown in Daniel’s (aged 12) transcript, where he likened his feelings of anger, sadness, 

and hopelessness to that of depression. Using this knowledge, healthcare professionals are 

better equipped to screen children at risk of developing poor psychosocial outcomes and 

therefore provide these children with the necessary support. 

Theme two: Support. 

Support was a prominent theme which all four participants discussed. The need for 

support is also a common theme across the literature which reveals that children all display 

different levels of need and types of support that they require such as variations in depth of 

information required and whether they require face-to-face support (Davey et al., 2011; 

Patterson, Pearce, et al., 2011; Wilkins & Woodgate, 2005). The two older participants within 

this research highlight the importance and value of having the choice in the type of support 

offered. Both Jack and Rachel shared their desire of seeking out their own supports and 

resources so that they could receive help when they needed. Due to being adolescents, who 

tend to distance themselves from family as a result of a greater need for independence 

(Morris et al., 2018; Patterson et al., 2017; Silver & Silver, 2013), Jack’s and Rachel’s 

responses highlight the value in offering supports and resources which they can access in 

their own time. Although previous research highlights the various types of support children 
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require, results have not shown a need for the choice of support (Kennedy & Lloyd-Williams, 

2009; Rodriguez et al., 2018). 

When it came to outsourcing support, external support appeared to be important for 

most participants, whether it was from family, friends, or peers. Rachel, who did not always 

find that she was comfortable asking questions and talking to her family, talked to her friends 

and one peer who was in a similar situation when she needed to. Jack though highlighted the 

benefits of having a close, strong relationship with family, as it assisted him in opening up to 

his parents and telling them what was going on. Although Rachel’s response supports prior 

research of turning more to friends and peers when children get older (Maynard et al., 2013; 

Patterson, Pearce, et al., 2011), Jack shows the opposite. The variations between the two is 

indicative of how children cope differently and the need for organisations and healthcare 

professionals to offer different ways to receive support. 

Contrary to other research which demonstrates a need for support groups (Alderfer & 

Hodges, 2010; Davey et al., 2011; Wilkins & Woodgate, 2005), children in this study did not 

display interest in or a need for them. This may be due to having a close familial bond 

whereby they have the support they need already, or even due to the ‘she’ll be right’ 

mentality within the New Zealand context. Support groups, especially closer to the time of 

diagnosis, are beneficial in normalising feelings and improving mood and behaviour across 

all areas (Davey et al., 2011). Yet for some children, such as those within this research, this 

does not appear to be valuable. When looking at this from a New Zealand perspective, New 

Zealanders are known to not go out to receive support due to stigma, lack of awareness, or 

lack of accessibility. Future research within this specific context would be beneficial. 

The two youngest participants, Daniel and Kaitlyn, discussed a different type of 

support. For them, this was having a break away from their Dad’s cancer and other stressors 

(e.g. school). When reflecting upon what tools aided their ability to cope, they shared having 
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time off school, listening to music, keeping busy doing physical activities, and playing games 

on the computer. Kaitlyn’s (aged 9) preference was drawing as it helped her relax, which is 

shown in the study by Phillips (2015) whereby children tend to utilise tools which enable 

them to take their minds off of their parent’s cancer. Furthermore, as Daniel and previous 

results show, having a break from school can be beneficial as it sometimes can be a place of 

additional stress (Alderfer & Hodges, 2010). Daniel reported that there was a good and bad 

side to school, whereby sometimes it enabled him to have a break, and other times it was a 

place to escape from. 

Older participants mentioned a need for more awareness of, and accessibility to 

resources available that they could utilise. Rachel’s and Jack’s age (17 and 19 years 

respectively), social media was mentioned as a source which would be most beneficial in 

providing them with information and support if the need arose. This is due to greater 

accessibility of this platform for this age group. Yet, when speaking with Rachel’s Mum, 

there was discussion about a lack of communication from organisations about available 

resources. It is important that when working alongside these families, they are made aware of 

resources available and from reputable sources (i.e. cancer organisations), given the array of 

online sources that are not always evidence-based or updated. Similarly, in line with previous 

research (Kennedy & Lloyd-Williams, 2008), one of the main barriers to accessing resources 

and support is that it is not presented in an age-appropriate way. If resources are not delivered 

in a developmentally appropriate way, then they are less likely to access it, as was 

highlighted during the interview with Jack (aged 19). 

The emotional impact of having a parent diagnosed with cancer was articulated by all 

participants. As the researcher, I observed the discomfort and sadness from the participants in 

their accounts of their experiences, thus, emphasising the need for greater emotional support. 

However, it also seems to be one of the least adequately met needs for children of cancer 
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patients (Ellis et al., 2017; Patterson, Pearce, et al., 2011). Supporting previous work, results 

in this study highlight having a parent with cancer can have a high emotional impact on 

children. For one participant this was illustrated in her preference for talking and asking 

questions about her Mum’s cancer and her struggle in opening up about how she feels. This 

could be out of fear of upsetting the parents by sharing how they feel or not knowing how to 

(Kennedy & Lloyd-Williams, 2009; Rodriguez et al., 2018). As the meta-analysis by Ellis et 

al., (2017) shows, providing young people with a supportive environment to open up about 

their feelings will enable them to do so. This does not always have to be found within the 

family but can also be outsourced. As discussed by Jack and Daniel, support from 

professional sources can be valuable when facing such a tough situation. Both participants 

disclosed having seen counsellors at the time of their interviews and the value that this added 

to their coping process. For some however, accessibility and awareness of such supports is 

not the only barrier to getting external support. For Rachel, who was described as not being 

one to talk much, external sources did not add much value to her coping ability. Although 

girls are shown to be more interested than boys in knowing more about their parent’s cancer 

(Kennedy & Lloyd-Williams, 2009), this was not the case for Rachel. 

By providing genuine and helpful support, children of cancer patients are better able 

to share their emotional experiences, which can in turn help them to process and alleviate 

these stressors. 

Theme three: Time. 

The concept of time was an important aspect for many children in the current study, 

as there was a need to know more about the process and timeframes pertaining to their 

parent’s cancer and more time with them. Daniel (aged 12) and Kaitlyn (aged 9) articulated 

the value in more time spent with their Dad, as it was something that brought them joy during 

a tough experience. Likewise, adolescents who lived away from home for university shared 



104 | P a g e  
 

that time with the parent was highly valued, with changes being more noticeable than if they 

lived at home. The shock for Jack due to the physical changes his Mum experienced was 

great. He shared for him, it would have been better being home rather than living away, as the 

shock may have been less impactful. This knowledge reveals the depth of the impact that 

parental cancer can have on children and a greater need to spend more time with them.   

Being at home and able to help out around the house has been shown to increase 

feelings of inclusion through the child actively contributing and maintaining a sense of 

normality (Maynard et al., 2013). Results from this research demonstrated a sense of urgency 

when it came to doing tasks around the house. There was also an increased willingness to do 

tasks such as make a cup of tea for parents and allow the sick parent more rest and sleep. 

Through increased awareness of the illness’s severity and impact, children displayed an 

increased desire to help out and alleviate any household stressors from the parents (Phillips, 

2015). Yet for others who live away from home, like Jack (aged 19), helping out could mean 

spending time researching different potential treatments for their parent. By doing jobs such 

as these for the sick parent, it can lead to both feelings of inclusion and extra time with them. 

Uncertainty of the illness and prognosis, worries and anxieties can be fuelled, 

especially with a lack of information about their parent’s cancer (Phillips & Lewis, 2015). 

More specifically from the current study, one participant stated that understanding what the 

timeframe would be and the process for what his Mum was going through helped him to be 

more realistic about the situation. Knowing an approximate timeline of what to expect can 

help children prepare for what may come and aid them in processing their parent’s illness 

better. Likewise, children want to know what will happen to them and their parents, 

especially daughters whose mothers have cancer (Kennedy & Lloyd-Williams, 2008). 

However, Rachel did not appear to have a need for this information. Thus emphasising that 

every child is different and requires different information at different stages. 
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Theme four: Communication. 

Communication is endorsed by children throughout the literature as a crucial 

component for adjustment and coping (Ellis et al., 2017). Open communication is shown to 

alleviate distress in children (Meriggi et al., 2017) and dispel any misconceptions which they 

may have about their parent’s situation (Semple & McCaughan, 2013). Yet communication 

encompasses aspects of feelings and support, not just information-giving (Kennedy & Lloyd-

Williams, 2008). Children in the current research mentioned five components of 

communication which were important to them, including communication with school, at the 

start, being open, having the conversation, and talking about the positive. Children who are 

still at school indicate a need to feel supported by teachers and peers, as school is typically 

seen as a place of reprieve from their situation at home (Chowns, 2013). In the current 

research, Daniel had mixed feelings about school, suggesting that it may be dependent on the 

situation at home (i.e. the state of the parent’s illness) and the workload at school. Through 

open communication with and awareness from the school, the child can be provided with the 

help they need. As was the case with Daniel. 

Across the literature, being told of the illness at the start, or as close to the diagnosis 

as possible is essential for many children and their ability to cope (Davey et al., 2011; Huang 

et al., 2014). This is because children want to feel included in what is happening at home. If 

children are not told, some are shown to pick up that something is wrong and may even go 

looking for answers themselves (Finch & Gibson, 2009). This in turn is shown to increase 

distress and anxiety due to inaccurate answers, inaccurate for their parent’s situation, and/or 

worse-case scenarios. Unlike the research above, the responses from Jack and Daniel 

highlight the impact that not being informed straightaway can have on children. Including 

potential feelings of anger, sadness, and annoyance. Although both of them understood and 

let go, it can lead create tension within the family. There was an understanding that it may 
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have been for their own protection so as not to overwhelm them. Children not only are aware 

of the illness and not being told, but also why they might not have been told. Indicating the 

forgiveness level of children. Although there is variation in how families communicate and 

how much, many studies show that it is important yet can be difficult to achieve sometimes 

(Kennedy & Lloyd-Williams, 2008). In Rachel’s situation, she struggles discussing how she 

feels and asking questions, especially with her family. As observed during the interview, 

discussing such a serious topic was difficult for her and still bothered her. Not only do 

parents struggle with communicating, but so do children. Communication needs to be a two-

way street between all family members (Silver & Silver, 2013). By contrast, Jack felt as 

though he had a good relationship with his parents and felt comfortable telling them how he 

was feeling. A finding by Patterson et al., (2011) showed that higher family cohesion was 

associated with greater unmet needs relating to information as parents may not appreciate the 

amount of information needed, which may prevent the child from asking questions. Yet in the 

case of Jack and Daniel, this was not the case. Every family is different, and every child 

varies in when and how they want information, in addition to the amount and the type. 

Having the option to know more or to know less was essential to Daniel (aged 12), as at times 

it appeared to be overwhelming and other times it was not enough. Keeping communication 

lines open therefore allows the family to work in a way which is beneficial to all members. 

Having the conversation was an important subtheme which appeared in three out of 

four of the interviews. This involved making room and time to discuss the illness and what it 

meant for them and their family regarding what was going to happen. With Jack living away 

from home, this was even more pertinent, as he was not aware of what was going on. Thus, 

discussing with him what was going on and what to expect was important. By having the 

conversation about what the parent is going through and what can be expected, the child is 

better prepared and has a greater understanding of cancer and all of its components (Maynard 
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et al., 2013). As found in Huang et al.’s, (2014) study, children want to be informed of the 

illness and be able to seek information if they want. For Jack, he shared that having the 

option to know what was going on would be nice, yet in order to achieve this. However, the 

parents need to have the conversation with the child and update them on the parent’s cancer 

for them to be informed. Which in turn can aid in them seeking additional information if 

needed or wanted. 

Without information on all aspects of cancer, the good and bad, it is easy to assume 

the worst. Children in the current study wanted to know both the good and bad, which 

supported previous findings that illustrate the value in discussing the good aspects (Kennedy 

& Lloyd‐Williams, 2009). Two children interviewed in the current research shared that they 

wanted to be told about the good aspects of the cancer and what their parent was going 

through. In comparison to work by Kennedy and Lloyd-Williams (2009), the current research 

expands upon this through providing examples of what children may want to know. Sharing 

improvements and discussing the impact of the treatments has been shown to provide a sense 

of hope. And as Jack (aged 19) shared, being realistic about the situation was important to 

him, which indicated that both sides of the information need to be disclosed for children to 

have a better understanding of what is going on. To achieve this, Jack revealed having 

outsourced information on potential treatments for his Mum through reading theses for her. 

These findings highlight the importance of discussing information about all aspects of the 

parent’s cancer; its severity, the negative aspects, treatments, benefits, and the positive 

components. This can in turn aid them in thinking more positively and realistically, which 

can benefit their ability to cope (Maynard et al., 2013; Phillips & Lewis, 2015). 

Theme five: Awareness of Others. 

Children appear to display a great level of awareness and empathy towards others 

both in the current study and previous findings (Kennedy & Lloyd-Williams, 2009; Silver & 
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Silver, 2013). Children vary in how they react to being told and vary in what they need 

(Huang et al., 2014; Walczak et al., 2018), yet one consistency is the empathy that they 

exhibit. However, the way this was portrayed was through ‘other-focused’ answers. When 

asked what would be beneficial in terms of support and resources, Jack and Daniel showed a 

great appreciation for what other children may require who are in a similar situation. Many 

young people typically report wanting support from peers and teachers, access to support 

services, and more information in an age-appropriate way (Patterson, Pearce, et al., 2011). 

Yet Daniel’s (aged 12) response was initially of what other children might need, saying that 

they would probably want more of a choice. He went on to say that there are some children 

like him who do not need professional help because they are aware of what is going on, but 

for others who are sad due to being separated from their parents, they might. This supports 

previous work by Phillips (2015) which showed that there was an increased appreciation for 

the needs of others; a deeper understanding of what others go through out of their own 

experience. Likewise, in the case of Jack (aged 19), when asked if it would be better to be at 

home or away in a different city, his response was other focused rather than self-focused. 

This suggested that because of his situation, he was aware that others may be different to him 

when it came to being removed from the cancer situation or not. This highlights that children 

are aware of differing needs and can provide genuine empathy out of experiencing a similar 

situation. 

Theme six: Family separation. 

A cancer diagnosis within the family creates many disruptions to the functioning of 

the family due to hospital visits and lengthy treatment stays (Faulkner & Davey, 2002; 

Phillips & Lewis, 2015; Rodriguez et al., 2018). It is suggested that families who live rurally 

face different challenges to those who live in larger cities. As a result, they may face 

increased work and financial demands, and longer periods of separation as a result of longer 
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travel times and hospital stays (Garrard et al., 2017). In line with these results, the current 

research highlighted the toll that family separation has on children and their mental and 

emotional well-being. Yet this was from a New Zealand context, where family separation 

during cancer treatment may be more prevalent due to longer travel time due to distance 

away from treatment centres. Siblings Daniel and Kaitlyn, who live just under two hours 

away from a main city, shared that they were separated from their Dad for seven weeks. This 

impacted their emotions, as they were upset and concerned being away from their Dad. Little 

research has been done on families who live rurally or live a distance away from large cities 

which house treatment centres and hospitals. These findings help fill this gap in the literature 

by providing an insight into how long families may be separated for and the impact that it has 

on children. When asked, Daniel (aged 12) indicated that those who cannot see their parents 

might want more of a choice of support just like he did when he could not see his Dad. As a 

result, there may be a greater level of support required for this group. 

In a similar manner, children who live away from home because of university may 

face poorer adjustment. As Rodriguez et al., (2018) found, one participant showed poor 

adjustment to their Mum having cancer and ended up moving back home to cope better and 

be present for her Mum. Whereas for the other two, the more family-based resources they 

had, the better they were able to balance the maternal cancer experience and university life 

and workload (Rodriguez et al., 2018). In the current study, Jack (aged 19) shared that 

because he lived in a different city to his parents, it was hard for him as he did not see what 

was going on all the time, which in turn made the adjustment to his Mum’s cancer more 

difficult and overwhelming. As Jack shared, one of the most challenging parts was being 

away from home at university for extended periods of time and then going home for the 

breaks, seeing the physical changes that his Mum was going through, and struggling to get 

used to that. The added pressure of being separated from the family can challenge a child’s 
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ability to cope, as changes can be more overwhelming and upsetting when they are less 

gradual. 

Conclusion 

 Overall, the themes and subthemes which emerged from this research highlight the 

variations in support and information needs amongst children who have a parent living with 

cancer. Although there are similarities with previous research, the findings add to an 

emerging body of knowledge from a New Zealand perspective, providing greater insight 

following the experiences of young people who have a parent living with cancer. This 

perspective and valuable to healthcare professionals and cancer organisations, in New 

Zealand. 

 Due to the rurality of three of the participants within this research, experiences are 

different to those who live within larger cities, as less travel and separation is experienced. 

Therefore the needs of each child should be addressed on an individual basis. 

Limitations 

The main limitation in this research is the sample size. This was largely as a result of 

a timing issue with organisational challenges for the main children’s cancer support agency. 

Due to the small sample size, the results cannot be generalised to all children who have a 

parent diagnosed with cancer. However, the results can assist healthcare professionals and 

organisations working with these families to better understand the needs of these children. It 

is important to keep in mind that the children interviewed have not had adequate contact with 

support organisations such as Canteen. Therefore, the responses from children who have had 

support agency contact may have offered different responses. This study did not include a 

retrospective look whereby the parent is in remission or the family is bereaved. It only 

considered those currently living through the experience of diagnosis and treatment. A 
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retrospective study may offer helpful information, but with caution as responses may vary 

due to memory and/or emotions. 

Limitations are also apparent when interviewing young people as there is often a 

heavy reliance upon the willingness of families to allow their children to participate (Noon, 

2018). This is even more prominent with a sensitive topic and the targeted age group of 

children (7-19 years). What they choose to discuss is sensitive in nature and may bring forth a 

range of emotions such as of distress, sadness, anger, and confusion. Although the 

respondents were mixed in age and gender (two girls, two boys, between 9 and 19 years), the 

results are not a true representation of children in New Zealand who have a parent diagnosed 

with cancer. These participants lived outside of where the main cancer treatment centres are 

located, therefore experiences may be different to those who live within a large city. 

Additionally, obtaining interest and participation through cancer-focused organisations may 

offer the potential for self-selection bias. This is because these may be people who are more 

likely to participate in interviews than others who are not linked with a support agency. There 

may be many families within New Zealand who do not have access to or are aware of such 

organisations. Thus, this may restrict the range of individuals who participate in studies such 

as this one. 

The chosen method of one-on-one interviews also comes with limitations. Although 

interviews within the participant’s home can be supportive and provide a more relaxed and 

familiar environment, there is the potential for the family, and even the sick parent, to be 

present. This may cause respondents to withhold some information about how they are 

coping and what they are wanting in relation to information and supports. As seen during one 

interview with the child, the Mum also took part. Even though this gave a better insight into 

how the child coped and what she, as the parent thought would be beneficial, the participant 

was quiet during the interview. This could have been due to not being a talkative person or 
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not wanting to share too much for fear of upsetting her Mum. Therefore, having separate 

interviews with the child and then the parent may offer more robust findings. 

Recommendations for Future Research 

This research provides further understanding and insight into the experiences of 

young people who have a parent diagnosed with cancer from a New Zealand perspective. In 

line with other research (Davey et al., 2011; Kennedy & Lloyd-Williams, 2009; Maynard et 

al., 2013; Phillips & Lewis, 2015; Walczak et al., 2018; Wilkins & Woodgate, 2005; Wong et 

al., 2010), children of cancer patients present an array of different needs. Of particular 

interest to the current study were the specific needs regarding communication, information, 

and support. However, because the current study was not able to investigate the needs of 

siblings alongside children due to issues faced in the recruitment phase, future research would 

benefit by investigating the needs of siblings. This is so that researchers and health 

practitioners have a better understanding of what young people need as a collective when 

they have a family member diagnosed with cancer. This in turn would aid organisations and 

health professionals to design and implement more effective resources and supports tailored 

to their needs. 

Although data was not collected on ethnicity, all participants were of New 

Zealand/European descent. This highlights the need for a more ethnically diverse range of 

participants so that results can be more generalisable to the wider New Zealand population. 

By doing so, different cultures can be represented and therefore add more insight to this 

topic. Similarly, future research would benefit from having a larger cohort of participants. 

Although phenomenology, due to its in-depth approach of data analysis, does not require a 

large number of participants (Creswell, 2007), having a larger sample size would allow more 

generalisability to children in Aotearoa, as well as provide a better insight to and 

understanding of these young people. Due to time restrictions on the current study and issues 
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faced during recruitment, less narratives were heard, which did not provide a wide picture of 

the lived experiences of children. 

Although one-on-one interviews are beneficial by having the freedom to ask more in-

depth questions and obtaining a richer insight into the lived experience of children, there are 

issues faced due to the sensitive nature of the topic. As one member of the organisation 

‘Sweet Louise’ said, due to the severity of some situations, families may be less likely to 

allow their child to participate out of fear of upsetting them. Therefore, future research would 

benefit from asking parents as well, in order to obtain a greater understanding of the child’s 

experience. However, it is important that, if possible, this is done separately as there is a risk 

of the child or the parent adjusting their behaviour and/or responses in a way that does not 

upset the other. During one interview in the current study, one participant had her Mum 

present, which may have hindered the child’s responses out of worry about upsetting her 

Mum. Thus, it is important to conduct these interviews separately, as there is value in 

responses from both the parent and the child. 

Lastly, based on responses from the current research, future studies would benefit 

from investigating the availability and awareness of information and support resources 

through working more closely alongside cancer-based organisations. Due to lack of time and 

issues faced within this research during recruitment, such an investigation was not able to be 

achieved. By obtaining information on how organisations contact and communicate with 

cancer patients who have children, organisations and healthcare professionals will have a 

better understanding of how this need can be met.  

Implications for Practice 

It is vital to ask children about their experiences and what they need in terms of 

information and support, so that they can be better assisted. Although there has been an 

increase in research in this area (Kennedy & Lloyd-Williams, 2009; Patterson et al., 2017), 
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there are only two studies within a New Zealand context (Lamb, 2015; Porteous et al., 2018). 

However, both of these studies focused on the lived experiences of siblings. Due to the 

different types of relationships between the parent-child and sibling-sibling dyads, the current 

study provides an insight into the different experiences of these children. This can further 

help health professionals in supporting these young people and meeting their needs with the 

types of information that they require. 

Though the sample size is small, these findings highlight the importance of asking 

children about their experiences and what support and information they need, as well as 

ensuring organisations are aware of children’s needs and making resources accessible. 

Although children in the current study did not feel that they needed external supports (e.g. a 

support group) as they either had access to a professional at school or they felt better by 

knowing what was going on, three mentioned the need for better information. Specifically, 

information on the positive aspects of their parent’s cancer. Prior research shows that by 

maintaining a positive mind-set, it can help in the adjustment of children (Porteous et al., 

2018), which can be sustained through knowing not just the tough aspects, but the good as 

well. One way which was suggested in the current study is through the creation of resources 

specific to different types of treatments. 

Additionally, there was a lack of awareness and availability of resources that the 

children could access. Many of the participants indicated a need for more awareness of what 

is available if they would like it. Similar to other research (Finch & Gibson, 2009; Kennedy 

& Lloyd-Williams, 2009), there seems to be a lack of communication between organisations 

and families, with the parent of one participant saying “nobody’s ever talked about 

websites”. Increasing the awareness that organisations have of the needs of children, 

especially of the families who come into contact with them, may help in communication 

between the two groups. In turn they could provide necessary support in how, firstly, parents 
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can communicate with their child, supplying them with information early on. Secondly, 

offering children supports that they can utilise, and readable resources tailored to their age 

and interest in what they want to know. The hope from research is that there would be an 

increase in awareness of children who have a parent diagnosed with cancer and a growth in 

accessible and available resources. 

Concluding Thoughts 

 This research aimed at investigating the support and information needs of children of 

cancer patients through obtaining their lived experience of having a parent living with cancer. 

Through the utilisation of semi-structured interviews, four children aged nine, twelve, 

eighteen, and nineteen shared their experiences and what they wanted more of in regard to 

supports and information.  

 Although challenges were faced during recruitment, responses from the four 

participants provide greater depth and insight into the experiences of children within a New 

Zealand context whose parents live with cancer. Utilising this information, organisations and 

healthcare professionals in New Zealand can now tailor how they interact with these children 

and their families, in addition to the resources that they supply.  

 This research highlights the value of talking with children to get their insight and the 

variations in what each child requires to cope. Especially as each situation and experience is 

different to another.   

 

 

 

 

 

 



116 | P a g e  
 

References 

Alderfer, M., & Hodges, J. (2010). Supporting siblings of children with cancer: A need for family–

school partnerships. A Multidisciplinary Research and Practice Journal, 2(2), 72-81. 

doi:10.1007/s12310-010-9027-4 

Alderfer, M. A., & Kazak, A. E. (2006). Family issues when a child is on treatment for cancer. 

Comprehensive handbook of childhood cancer and sickle cell disease: A biopsychosocial 

approach, 53-74.  

Alderfer, M. A., Labay, L. E., & Kazak, A. E. (2003). Brief report: Does posttraumatic stress apply to 

siblings of childhood cancer survivors? Journal of Pediatric Psychology, 28(4), 281-286. 

doi:10.1093/jpepsy/jsg016 

Alderfer, M. A., Long, K. A., Lown, E. A., Marsland, A. L., Ostrowski, N. L., Hock, J. M., & Ewing, L. J. 

(2010). Psychosocial adjustment of siblings of children with cancer: a systematic review. 

Psycho-Oncology, 19(8), 789-805. doi:10.1002/pon.1638 

Ballantine, K., & NZCCR Working Group. (2017). The incidence of childhood cancer in New Zealand 

2010-2014: A report from the New Zealand Children’s Cancer Registry. . Retrieved from 

Auckland: http://childcancernetwork.org.nz/wp-content/uploads/2017/08/NZCCR-Child-

Cancer-Incidence-2010-2014-Final-Report-1.pdf 

Bowen, M. (1993). Family therapy in clinical practice: Jason Aronson. 

Bronfenbrenner, U., & Morris, P. A. (2006). The bioecological model of human development. 

Handbook of child psychology.  

Bynum, W., & Varpio, L. (2018). When I say … hermeneutic phenomenology. Medical Education, 

52(3), 252-253. doi:10.1111/medu.13414 

Cancer Research UK. (2018). Cancer statistics for the UK. Retrieved from 

https://www.cancerresearchuk.org/health-professional/cancer-statistics-for-the-uk 



117 | P a g e  
 

Cancer Society NZ. (2010). Cancer in the family: Talking to your children. Retrieved from 

https://auckland-northland.cancernz.org.nz/assets/Uploads/Information-

section/CancerintheFamily-LINKS.pdf 

Canteen Australia. (2014). Dealing with your brother or sister's cancer. Retrieved from Retrieved 

from https://www.canteen.org.au/resource/dealing-with-your-siblings-cancer/ 

Child Cancer Foundation. (2011). When Your Brother or Sister Gets Cancer. Retrieved from Retrieved 

from https://www.childcancer.org.nz/assets/Uploads/1731-Sibling-OCT11.pdf 

Chowns, G. (2013). ‘Until it ends, you never know…’: Attending to the voice of adolescents who are 

facing the likely death of a parent. Bereavement Care, 32(1), 23-30.  

Claessens, A., Engel, M., & Curran, F. C. (2015). The effects of maternal depression on child 

outcomes during the first years of formal schooling. Early Childhood Research Quarterly, 32, 

80-93.  

Compas, B. E., Worsham, N. L., Epping-Jordan, J. E., Grant, K. E., Mireault, G., Howell, D. C., & 

Malcarne, V. L. (1994). When mom or dad has cancer: Markers of psychological distress in 

cancer patients, spouses, and children. Health Psychology, 13(6), 507-515. 

doi:10.1037/0278-6133.13.6.507 

Creswell, J. W. (2007). Qualitative inquiry and research method: Choosing among five approaches. 

In: Thousand Oaks, CA: Sage. 

Creswell, J. W., & Creswell, J. D. (2017). Research design: Qualitative, quantitative, and mixed 

methods approaches: Sage publications. 

Creswell, J. W., & Poth, C. N. (2017). Qualitative inquiry and research design: Choosing among five 

approaches: Sage publications. 

D'Urso, A., Mastroyannopoulou, K., & Kirby, A. (2017). Experiences of posttraumatic growth in 

siblings of children with cancer. Clinical Child Psychology and Psychiatry, 22(2), 301-317. 

doi:10.1177/1359104516660749 



118 | P a g e  
 

Davey, M., Kissil, K., Lynch, L., Harmon, L.-R., & Hodgson, N. (2012). Lessons learned in developing a 

culturally adapted intervention for African-American families coping with parental cancer. 

Journal of Cancer Education, 27(4), 744-751. doi:10.1007/s13187-012-0398-0 

Davey, M. P., Tubbs, C. Y., Kissil, K., & Niño, A. (2011). ‘We are survivors too’: African‐American 

youths' experiences of coping with parental breast cancer. Psycho‐Oncology, 20(1), 77-87.  

De Witt, L., & Ploeg, J. (2006). Critical appraisal of rigour in interpretive phenomenological nursing 

research. Journal of Advanced Nursing, 55(2), 215-229.  

Ellis, S. J., Wakefield, C. E., Antill, G., Burns, M., & Patterson, P. (2017). Supporting children facing a 

parent's cancer diagnosis: a systematic review of children's psychosocial needs and existing 

interventions. European journal of cancer care, 26(1), e12432. doi:10.1111/ecc.12432 

Faulkner, R. A., & Davey, M. (2002). Children and Adolescents of Cancer Patients: The Impact of 

Cancer on the Family. The American Journal of Family Therapy, 30(1), 63-72. 

doi:10.1080/019261802753455651 

Finch, A., & Gibson, F. (2009). How do young people find out about their parent's cancer diagnosis: 

A phenomenological study. European Journal of Oncology Nursing, 13(3), 213-222. 

doi:https://doi.org/10.1016/j.ejon.2009.03.010 

Gadamer, H.-G., & Hans-Georg, G. (1986). The relevance of the beautiful and other essays: 

Cambridge University Press. 

Garrard, E. D., Fennell, K. M., & Wilson, C. (2017). 'We're completely back to normal, but I'd say it's a 

new normal': a qualitative exploration of adaptive functioning in rural families following a 

parental cancer diagnosis.(Original Article). Supportive Care in Cancer, 25(11), 3561. 

doi:10.1007/s00520-017-3785-6 

Gerhardt, C. A., Lehmann, V., Long, K. A., & Alderfer, M. A. (2015). Supporting Siblings as a Standard 

of Care in Pediatric Oncology. Pediatric Blood & Cancer, 62(S5), S678-S732. 

doi:10.1002/pbc.25821 



119 | P a g e  
 

Ghofrani, M., Nikfarid, L., Nourian, M., Nasiri, M., & Saiadynia, M. (2019). Levels of unmet needs 

among adolescents and young adults (AYAs) impacted by parental cancer. Supportive Care in 

Cancer, 27(1), 175-182. doi:10.1007/s00520-018-4310-2 

Golsäter, M., Henricson, M., Enskär, K., & Knutsson, S. (2016). Are children as relatives our 

responsibility?–How nurses perceive their role in caring for children as relatives of seriously 

ill patients. European Journal of Oncology Nursing, 25, 33-39.  

Hagedoorn, M., Kreicbergs, U., & Appel, C. (2011). Coping with cancer: The perspective of patients’ 

relatives. Acta Oncologica, 50(2), 205-211. doi:10.3109/0284186X.2010.536165 

Hamama, L. (2010). Therapy for a healthy sibling of a child diagnosed with cancer: A case study. 

Journal of Psychosocial Oncology, 28(3), 302-319. doi:10.1080/07347331003678345 

Hamama, L., Ronen, T., & Rahav, G. (2008). Self-control, self-efficacy, role overload, and stress 

responses among siblings of children with cancer. Health and Social Work, 33(2), 121-132. 

doi:10.1093/hsw/33.2.121 

Houtzager, B., Grootenhuis, M., & Last, B. (1999). Adjustment of siblings to childhood cancer: a 

literature review. Supportive Care in Cancer, 7(5), 302-320.  

Huang, X., O'Connor, M., & Lee, S. (2014). School‐aged and adolescent children's experience when a 

parent has non‐terminal cancer: A systematic review and meta‐synthesis of qualitative 

studies. Psycho-Oncology, 23(5), 493-506. doi:10.1002/pon.3457 

Huizinga, G. A., Visser, A., Zelders-Steyn, Y. E., Teule, J. A., Reijneveld, S. A., & Roodbol, P. F. (2011). 

Psychological impact of having a parent with cancer. European Journal of Cancer, 47, S239-

S246. doi:10.1016/S0959-8049(11)70170-8 

Kamibeppu, K., Sato, I., Honda, M., Ozono, S., Sakamoto, N., Iwai, T., . . . Inada, H. (2010). Mental 

health among young adult survivors of childhood cancer and their siblings including 

posttraumatic growth. Journal of Cancer Survivorship, 4(4), 303-312.  

Kaplan, L. M., Kaal, K. J., Bradley, L., & Alderfer, M. A. (2013). Cancer-related traumatic stress 

reactions in siblings of children with cancer. Families, Systems, 



120 | P a g e  
 

Health, 31(2), 205.  

Karidar, H., & Glasdam, S. (2018). Inter-professional caring for children who are relatives of cancer 

patients in palliative care: Perspectives of doctors and social workers. The British Journal of 

Social Work, 49(3), 595-614.  

Kennedy, V. L., & Lloyd-Williams, M. (2008). Information and communication when a parent has 

advanced cancer. Journal of Affective Disorders, 114(1), 149-155. 

doi:10.1016/j.jad.2008.06.022 

Kennedy, V. L., & Lloyd-Williams, M. (2009). Information and communication when a parent has 

advanced cancer. Journal of Affective Disorders, 114(1-3), 149-155. 

doi:10.1016/j.jad.2008.06.022 

Kennedy, V. L., & Lloyd‐Williams, M. (2009). How children cope when a parent has advanced cancer. 

Psycho‐Oncology: Journal of the Psychological, Social and Behavioral Dimensions of Cancer, 

18(8), 886-892.  

Kesem. (2018). Camp Kesem. Retrieved from Retrieved from https://campkesem.org/ 

Kiernan, K. E., & Huerta, M. C. (2008). Economic deprivation, maternal depression, parenting and 

children's cognitive and emotional development in early childhood 1. The British journal of 

sociology, 59(4), 783-806.  

Kobayashi, K., Hayakawa, A., & Hohashi, N. (2015). Interrelations Between Siblings and Parents in 

Families Living With Children With Cancer. Journal of Family Nursing, 21(1), 119-148. 

doi:10.1177/1074840714564061 

Kobayashi, M., Heiney, S., Osawa, K., Ozawa, M., & Matsushima, E. (2017). Effect of a group 

intervention for children and their parents who have cancer. Palliative & Supportive Care, 

15(5), 575-586. doi:10.1017/S1478951516001115 

Lamb, E. (2015). School Support for Siblings of Patients with Cancer. (Master of Educational 

Psychology). Massey University, Albany, New Zealand.  



121 | P a g e  
 

Leukaemia and Blood Cancer NZ. (2015). Information booklets. Retrieved from 

https://www.leukaemia.org.nz/information/information-booklets/ 

Lewis, F., & Hammond, M. A. (1996). The father's, mother's, and adolescent's functioning with breast 

cancer. In Fam. Relat. (Vol. 45, pp. 456-465). 

Long, Goldish, M., Lown, E. A., Ostrowski, N. L., Alderfer, M. A., Marsland, A. L., . . . Ewing, L. J. 

(2015). Major lessons learned from a nationally-based community-academic partnership: 

addressing sibling adjustment to childhood cancer. Families, systems & health : the journal 

of collaborative family healthcare, 33(1), 61-67. doi:10.1037/fsh0000084 

Long, K. A., Lehmann, V., Gerhardt, C. A., Carpenter, A. L., Marsland, A. L., & Alderfer, M. A. (2018). 

Psychosocial functioning and risk factors among siblings of children with cancer: An updated 

systematic review. Psycho‐Oncology, 27(6), 1467-1479. doi:10.1002/pon.4669 

Long, K. A., Marsland, A. L., & Alderfer, M. A. (2013). Cumulative family risk predicts sibling 

adjustment to childhood cancer. Cancer, 119(13), 2503-2510. doi:10.1002/cncr.28077 

Long, K. A., Marsland, A. L., Wright, A., & Hinds, P. (2015). Creating a tenuous balance: Siblings’ 

experience of a brother’s or sister’s childhood cancer diagnosis. Journal of Pediatric 

Oncology Nursing, 32(1), 21-31.  

Lopez, K. A., & Willis, D. G. (2004). Descriptive Versus Interpretive Phenomenology: Their 

Contributions to Nursing Knowledge. Qualitative Health Research, 14(5), 726-735. 

doi:10.1177/1049732304263638 

Maynard, A., Patterson, P., McDonald, F. E., & Stevens, G. (2013). What is helpful to adolescents who 

have a parent diagnosed with cancer? Journal of Psychosocial Oncology, 31(6), 675-697.  

McDonald, F. E. J., Patterson, P., White, K. J., Butow, P., & Bell, M. L. (2015). Predictors of unmet 

needs and psychological distress in adolescent and young adult siblings of people diagnosed 

with cancer. Psycho‐Oncology, 24(3), 333-340. doi:10.1002/pon.3653 

McDonald, F. E. J., Patterson, P., White, K. J., Butow, P. N., Costa, D. S. J., & Kerridge, I. (2016). 

Correlates of unmet needs and psychological distress in adolescent and young adults who 



122 | P a g e  
 

have a parent diagnosed with cancer. Psycho‐Oncology, 25(4), 447-454. 

doi:10.1002/pon.3942 

Meriggi, F., Andreis, F., Liborio, N., Codignola, C., Rizzi, A., Prochilo, T., . . . Zaniboni, A. (2017). 

Parents with cancer: Searching for the right balance between telling the truth and protecting 

children. Palliative & supportive care, 15(1), 88-97. doi:10.1017/S1478951516000444 

Miles, M., Chapman, Y., & Francis, K. (2015). Peeling the onion: understanding others' lived 

experience. Contemporary Nurse, 50(2-3), 286-295. doi:10.1080/10376178.2015.1067571 

Moran, D. (2002). Introduction to phenomenology: Routledge. 

Morris, J., Turnbull, D., Preen, D., Zajac, I., & Martini, A. (2018). The psychological, social, and 

behavioural impact of a parent's cancer on adolescent and young adult offspring aged 10–

24 at time of diagnosis: A systematic review. Journal of Adolescence, 65, 61-71. 

doi:10.1016/j.adolescence.2018.03.001 

Morris, J. N., Martini, A., & Preen, D. (2016). The well-being of children impacted by a parent with 

cancer: an integrative review. Supportive Care in Cancer, 24(7), 3235-3251. 

doi:10.1007/s00520-016-3214-2 

Morton, J. (2018, 5th June). Global cancer rates: How does NZ compare? New Zealand Herald. 

Retrieved from 

https://www.nzherald.co.nz/nz/news/article.cfm?c_id=1&objectid=12064758 

Murray. (1998). The lived experience of childhood cancer: One sibling's perspective. Issues in 

Comprehensive Pediatric Nursing, 21(4), 217-227. doi:10.1080/014608698265429 

Murray, J. S. (1995). Social support for siblings of children with cancer. Journal of Pediatric Oncology 

Nursing, 12(2), 62-70.  

Murray, J. S. (1999). Siblings of Children With Cancer: A Review of the Literature. 16(1), 25-34. 

doi:10.1177/104345429901600104 

Mystakidou, K., Parpa, E., Tsilika, E., Katsouda, E., & Vlahos, L. (2004). Cancer information disclosure 

in different cultural contexts. Supportive Care in Cancer, 12(3), 147-154.  



123 | P a g e  
 

National Institute for Health and Clinical Excellence. (2005). Improving outcomes in children and 

young people with cancer: Manual update. London, England Retrieved from 

https://www.nice.org.uk/guidance/csg7/resources/improving-outcomes-in-children-and-

young-people-with-cancer-update-773378893 

Nelson, K. (2016). Bridging the Gap: A Family Program for Parents with Cancer and Their Children. 

Oncology Issues, 31(4), 36-42. doi:10.1080/10463356.2016.11884110 

Niemelä, M., Paananen, R., Hakko, H., Merikukka, M., Gissler, M., & Räsänen, S. (2012). The 

prevalence of children affected by parental cancer and their use of specialized psychiatric 

services: the 1987 Finnish Birth Cohort study. International Journal of Cancer, 131(9), 2117-

2125.  

Nolbris, M., Abrahamsson, J., Hellström, A.-L., Olofsson, L., & Enskär, K. (2010). The Experience of 

Therapeutic Support Groups by Siblings of Children with Cancer. Pediatric Nursing, 36(6), 

298-304.  

Nolbris, M., Enskär, K., & Hellström, A.-L. (2007). Experience of siblings of children treated for 

cancer. European Journal of Oncology Nursing, 11(2), 106-112.  

Noon, E. J. (2018). Interpretive Phenomenological Analysis: An Appropriate Methodology for 

Educational Research? Journal of Perspectives in Applied Academic Practice| Vol, 6(1).  

Patterson, P., McDonald, F. E. J., Butow, P., White, K. J., Costa, D. S. J., Millar, B., . . . Cohn, R. J. 

(2014). Psychometric evaluation of the Sibling Cancer Needs Instrument (SCNI): an 

instrument to assess the psychosocial unmet needs of young people who are siblings of 

cancer patients. Supportive Care in Cancer, 22(3), 653-665. doi:10.1007/s00520-013-2020-3 

Patterson, P., McDonald, F. E. J., Butow, P., White, K. J., Costa, D. S. J., Pearce, A., & Bell, M. L. (2013). 

Psychometric evaluation of the Offspring Cancer Needs Instrument (OCNI): an instrument to 

assess the psychosocial unmet needs of young people who have a parent with cancer. 

Supportive Care in Cancer, 21(7), 1927-1938. doi:10.1007/s00520-013-1749-z 



124 | P a g e  
 

Patterson, P., McDonald, F. E. J., White, K. J., Walczak, A., & Butow, P. N. (2017). Levels of unmet 

needs and distress amongst adolescents and young adults (AYAs) impacted by familial 

cancer. Psycho‐Oncology, 26(9), 1285-1292. doi:10.1002/pon.4421 

Patterson, P., Millar, B., & Visser, A. (2011). The development of an instrument to assess the unmet 

needs of young people who have a sibling with cancer: Piloting the Sibling Cancer Needs 

Instrument (SCNI). Journal of Pediatric Oncology Nursing, 28(1), 16-26. 

doi:10.1177/1043454210377174 

Patterson, P., Pearce, A., & Slawitschka, E. (2011). The initial development of an instrument to assess 

the psychosocial needs and unmet needs of young people who have a parent with cancer: 

piloting the offspring cancer needs instrument (OCNI). Supportive Care in Cancer, 19(8), 

1165-1174. doi:10.1007/s00520-010-0933-7 

Phillips, F. (2015). The experience of adolescents who have a parent with advanced cancer: A 

phenomenological inquiry. Palliative & Supportive Care, 13(4), 1057-1069. 

doi:10.1017/S1478951514001023 

Phillips, F., & Lewis, F. M. (2015). The adolescent’s experience when a parent has advanced cancer: A 

qualitative inquiry. Palliative Medicine, 29(9), 851-858. doi:10.1177/0269216315578989 

Porteous, E., Peterson, E. R., & Cartwright, C. (2018). Siblings of Young People With Cancer in NZ: 

Experiences That Positively and Negatively Support Well-Being. Journal of Pediatric Oncology 

Nursing, 104345421881945. doi:10.1177/1043454218819455 

Rodriguez, L., Groarke, A. M., Dolan, P., & Macneela, P. (2018). Adolescent adjustment to maternal 

cancer: an interpretative phenomenological analysis (IPA). Qualitative Research Journal, 

18(4), 345-358. doi:10.1108/QRJ-D-17-00034 

Sandelowski, M. (1986). The problem of rigor in qualitative research. Advances in nursing science.  

Semple, C., & McCaughan, E. (2013). Family life when a parent is diagnosed with cancer: impact of a 

psychosocial intervention for young children. European journal of cancer care, 22(2), 219-

231.  



125 | P a g e  
 

Shinebourne, P. (2011). The Theoretical Underpinnings of Interpretative Phenomenological Analysis 

(IPA). Existential Analysis: Journal of the Society for Existential Analysis, 22(1).  

Sieh, D. S., Visser-Meily, J. M. A., & Meijer, A. M. (2013). Differential Outcomes of Adolescents with 

Chronically Ill and Healthy Parents. Journal of Child and Family Studies, 22(2), 209-218. 

doi:10.1007/s10826-012-9570-8 

Silver, M., & Silver, M. (2013). My parent has cancer and it really sucks. Naperville, Illinois: 

Sourcebooks Fire. 

Smith, J. A., & Osborn, M. (2004). Interpretative phenomenological analysis. Qualitative Research in 

Psychology, 229-254.  

Syse, A., Aas, G. B., & Loge, J. H. (2012). Children and young adults with parents with cancer: a 

population-based study. Clinical Epidemiology, 4(default), 41-52. doi:10.2147/CLEP.S28984 

Thastum, M., Watson, M., Kienbacher, C., Piha, J., Steck, B., Zachariae, R., . . . Romer, G. (2009). 

Prevalence and predictors of emotional and behavioural functioning of children where a 

parent has cancer: a multinational study. Cancer: Interdisciplinary International Journal of 

the American Cancer Society, 115(17), 4030-4039.  

Turner, J., Clavarino, A., Yates, P., Hargraves, M., Connors, V., & Hausmann, S. (2007). Oncology 

nurses' perceptions of their supportive care for parents with advanced cancer: challenges 

and educational needs. Psycho‐Oncology: Journal of the Psychological, Social 

Behavioral Dimensions of Cancer, 16(2), 149-157.  

Van Manen, M. (1990). Researching lived experience: human science for an action sensitive 

pedagogy. London, Ont: Althouse Press. 

Van Manen, M. (2016). Phenomenology of practice: Meaning-giving methods in phenomenological 

research and writing: Routledge. 

Van Schoors, M., De Mol, J., Laeremans, N., Verhofstadt, L. L., Goubert, L., & Van Parys, H. (2019). 

Siblings’ Experiences of Everyday Life in a Family Where One Child Is Diagnosed With Blood 

Cancer: A Qualitative Study. 36(2), 131-142. doi:10.1177/1043454218818067 



126 | P a g e  
 

Walczak, A., McDonald, F., Patterson, P., Dobinson, K., & Allison, K. (2018). How does parental 

cancer affect adolescent and young adult offspring? A systematic review. International 

Journal of Nursing Studies, 77, 54-80.  

Wilkins, K. L., & Woodgate, R. L. (2005). A review of qualitative research on the childhood cancer 

experience from the perspective of siblings: a need to give them a voice. Journal of Pediatric 

Oncology Nursing, 22(6), 305-319.  

Willig, C. (2013). Introducing qualitative research in psychology: McGraw-Hill Education (UK). 

Wong, M., Ratner, J., Gladstone, K. A., Davtyan, A., & Koopman, C. (2010). Children’s perceived social 

support after a parent is diagnosed with cancer. Journal of Clinical Psychology in Medical 

Settings, 17(2), 77-86.  

World Health Organisation. (2018). Cancer. Retrieved from https://www.who.int/news-room/fact-

sheets/detail/cancer 

Yang, H.-C., Mu, P.-F., Sheng, C.-C., Chen, Y.-W., & Hung, G.-Y. (2016). A Systematic Review of the 

Experiences of Siblings of Children With Cancer. Cancer Nursing, 39(3), E12-E21. 

doi:10.1097/NCC.0000000000000258 

Yu, J., & Bang, K.-S. (2015). Perceived Alienation of, and Social Support for, Siblings of Children With 

Cancer. Journal of Pediatric Oncology Nursing, 32(6), 410-416. 

doi:10.1177/1043454214563753 

Zegaczewski, T., Chang, K., Coddington, J., & Berg, A. (2016). Factors related to healthy siblings’ 

psychosocial adjustment to children with cancer: An integrative review. Journal of Pediatric 

Oncology Nursing, 33(3), 218-227.  

 

 

 

 

 



127 | P a g e  
 

Appendices 

          Appendix A – Ethics  



128 | P a g e  
 

   Appendix B – Parental Information Sheet  



129 | P a g e  
 

 



130 | P a g e  
 

   Appendix C – Parental Permission Form  



131 | P a g e  
 

 



132 | P a g e  
 

 



133 | P a g e  
 

   Appendix D – Information Sheet for 14 to 18-year-olds 



134 | P a g e  
 

 



135 | P a g e  
 

   Appendix E – Assent Form for 13 to 18-year-olds 



136 | P a g e  
 

 



137 | P a g e  
 

   Appendix F – Children’s Information Sheet 



138 | P a g e  
 

   Appendix G – Children’s Assent Form 


