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Abstract
Background

Childhood cancers are life-threatening diseases that affect the child’s entire family.
Understanding the experiences of primary caregivers of children with cancer is vital. In the
UK there is limited research exploring the parental perspective of children with cancer and
therefore an inadequate understanding of the experiences of these caregivers.

Aim

The purpose of this phenomenological study was to explore the lived experiences of primary
caregivers of children with cancer.

Methods

A family systems theoretical framework and phenomenological research method were used.
Data was collected using purposive sampling and semi-structured in-depth interviews, and
analysed via interpretative phenomenological analysis (IPA). Participants were recruited
from charities across England. Five mothers participated in the study.

Results

Six superordinate themes were identified: “I learned what | needed to learn”, “Complexity
challenging the cancer journey”, “Intersectional complexity in care”, “A range of emotions”,
“Cancer-related changes”, and “Impact of cancer”. The findings demonstrate the challenging
nature and complexity of what it means to parent a child with cancer-autism and Down’s
syndrome and how parents make sense of this. Gaps identified include a lack of research on

primary caregivers of children with cancer with learning disabilities.
Conclusions

This study highlights how having a child with cancer, and additionally a learning disability or
neurodiversity, is experienced as a caregiver and is one of the first studies to include this
narrative. The research uniquely addresses the multifaceted challenges faced by these
families, including the intersection of cancer, neurodiversity, and learning disabilities. Carers
in paediatric cancer and disability contexts face complex challenges that appear under-
reported. Understanding primary caregivers’ experiences of paediatric oncological care is
important to inform present and future healthcare responses. The study emphasises the
importance of support for these caregivers and offers insights on how healthcare services
can be improved to meet their specific needs. The research and clinical implications of the
findings are discussed, the limitations of the current study are identified and
recommendations for future studies in this field are also offered.
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Chapter 1

Introduction to the study

1.1 Chapter overview

A childhood cancer diagnosis is a life-changing event that has a profound impact on both
children and their primary carers. This thesis’ main goal is to provide an in-depth study of the
phenomena of the experience of caring for a child with cancer. This research provides a
unique contribution to knowledge that should allow healthcare professionals to gain a
deeper understanding of the experiences of primary caregivers with a child with cancer as
they go through the healthcare system in the UK. Phenomenological methodology was used
in the study to better understand the experiences of primary carers. It is crucial to include
background information in the introduction in order to help readers understand why
research into the experiences of primary carers of children with cancer is important. This
chapter covers the study’s background and importance, as well as the research questions
and aims, and concludes with a description of the structure of the thesis.

1.2 Structure of the thesis

This thesis presents findings from a qualitative investigation of the experiences of primary
carers. The seven chapters that make up the thesis structure are listed below.

Chapter 1: This first chapter gives a summary of the rationale for the study, including its aims
and objectives. The research topic, primary carers’ subjective experiences of caring for a
child with cancer, will be further examined in the chapters that follow, after first giving a
brief introduction. Certain cancer-related phrases will be used frequently throughout the
thesis, thus a preliminary familiarity with them is required. Therefore, | will present a brief
general information of childhood cancer. As a research nurse, | will present general
information about paediatric nursing and the importance of conducting qualitative research
in the context of the nursing profession. Finally, | have presented the Family system theory
framework.

13



Chapter 2: Offers an exploration of the available literature in order to understand the
experiences of primary caregivers with a child with cancer. | will review all common themes
from current studies on this topic in the literature. This will provide context for the issues
primary carers encounter in helping a child with cancer, as well as a frame of reference for
understanding their experiences with it.

Chapter 3: This chapter will discuss the study’s methodological selection and research
technique in detail, before offering an analysis and a discussion of the data outcomes. An
examination of my own epistemological and ontological positions clarifies the methodology
adopted. This chapter is founded on ethical considerations, which include the proper use
and storage of data. The chapter provides clarification on the participant recruitment
sampling method and the justification for the use of semi-structured interviews. | have also
presented my reflexivity.

Chapter 4: This chapter presents the study’s results and describes how primary carers
interpret their experiences of caring for a child who has cancer. It covers the important
themes taken from individual and cross-referenced testimony, with excerpts from each
interview, used to facilitate interpretation in the discussion chapter. In total, five
participants’ responses were analysed. The findings were split into six main themes: “I
learned what | needed to learn”, “Complexity challenging the cancer journey”,
“Intersectional complexity in care”, “A range of emotions”, “Cancer-related changes”, and

“Impact of cancer”.

Chapter 5: This chapter presents a discussion of the findings reported in Chapter 4 in
relation to the literature from Chapter 2, using the wider literature to support our
understanding of the issues.

Chapter 6: This chapter presents the conclusion to the research | have undertaken in this
thesis. | discuss answers to the research questions posed in Chapter 1, and finalise the thesis
with recommendations for future research. It reflects on the findings presented and
summarised through earlier chapters on the importance of nurses as healthcare
professionals to consider what kinds of experience they and their primary caregivers will
have when caring for paediatric patients with cancer.

1.3 Significance of the study

As a Paediatric Nurse, my motivation for this research came from my desire to provide the
best holistic care to both children with cancer and their primary caregivers. The objective of
this research was to obtain an in-depth understanding of the meaning carers attach to their
experiences of providing care for children with cancer in order to help health professionals
support primary carers of children with cancer.

14



There has been substantial development in the treatment of children with cancer since the
1940s and 1950s when the first clinical trials of chemotherapy for leukaemia were
performed. According to current estimates, more than 80% of children who are diagnosed
with cancer will survive (Adamson, 2015; Siegel et al., 2020). These improvements in
outcome have led to a more optimistic future for those who develop childhood cancer. This
reduction in cancer-related mortality has allowed healthcare professionals to begin
exploring the impact of childhood cancer from a psychosocial perspective. The physical and
psychological effects of cancer on children have received a great deal of study attention
since the 1980s. However, childhood cancer affects the whole family, and more specifically,
the parents, who are usually the primary caregivers. Primary caregivers of children who have
cancer hold a special position in the care of the child, both emotionally and medically, as
they often have to make vital decisions and also help them to adjust to and cope with the
demands of cancer.

1.4 Background

This chapter begins with the presentation of general information about paediatric oncology
nurses and their roles when caring for children with cancer. The importance of nurses taking
an active role in research and conducting qualitative studies will then be discussed. Finally,
the present literature on family carers and children's cancer is discussed from the
perspective of the wider cancer literature. The chapter ends with a review of the literature
to highlight current issues.

1.4.1. Nurses’ roles when caring for children with cancer

To create favourable physical and psychological treatment outcomes for paediatric cancer
patients, including those linked to their health-related quality of life, paediatric oncology
nursing practice must combine both the science and the art of the discipline (Hockenberry et
al., 2015; Sinclair et al., 2020). Children with cancer are treated and cared for mostly by
paediatric oncology nurses (Pergert et al., 2020). Nurses provide physical, psychosocial,
pharmacological and other supportive care aimed at promoting the quality of life and
survival of children with cancer (Challinor et al., 2014).

Beginning in the 1960s, there was a considerable improvement in these children’s survival
thanks to the creation of more effective treatment plans, as well as developments in
chemotherapy, infection control, and paediatric intensive care. This environment
encouraged the growth of advanced paediatric nursing practice, which in turn had a
significant impact on nursing in paediatric oncology (Day et al., 2014). Paediatric oncology
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underwent the same introspection in the 1990s as a result of a movement in nursing schools
that sought to include oncology topics in undergraduate courses (Gutiérrez et al., 2009).
Therefore, even in the absence of formal training, nurses who were motivated to address
the needs of this group for care looked for the support of technical and scientific knowledge
in specialised courses in paediatric and/or oncologic nursing.

The requirement for parents or guardians to participate in care processes and decision-
making, as well as due consideration for the child’s right to have their thoughts and wishes
honoured according to their degree of development and independence, makes paediatric
care unique (Bartholdson et al.,, 2016). To care for a complicated, at-risk patient group,
nurses who specialise in paediatric oncology need a diverse range of abilities. Oncology
nurses engage in a variety of occupations and take part in specific therapies like
radiotherapy, chemotherapy, and oncological surgery. In addition to providing technical and
scientific knowledge, paediatric oncology nurses must also provide compassionate care to
enhance the patient’s health, quality of life, comfort, and general well-being (Al Balushi,
2019; Suryani et al., 2018).

Nurses play an important role in assisting patients and their families through their cancer
experiences. Family-centred care, which is a core principle of children’s nursing, recognises
that families function as a unit (Shields, 2015). Compared to other health professionals,
nurses are often the first to meet with children and families and spend more time with them
(Kyle et al., 2013). Despite the fact that the child has an incurable condition, nursing care
must continue in order to ensure both the child's comfort and quality of life in order for
them to develop as well as possible. Positive treatment outcomes and long-term survival
rates for paediatric oncology patients have had a significant impact on the goals and
objectives of cancer nursing care for children (Ward et al., 2019). The current focus of
paediatric oncology nursing practise is on putting these cooperative treatment protocols into
practice, providing the best possible supportive care, informing children and their families
about the short and long-term side effects of therapy, and offering psychosocial support
throughout treatment to improve overall quality of life during therapy and into survivorship
(Landier et al., 2016; Ringnér et al., 2011; Rodgers et al., 2018).

Oncology nurses have a significant influence on the family’s ability to survive, cope and
evolve throughout the course of the cancer care experience (Hudson et al., 2018). However,
without adequate staff management, support, and education, the joint caregiver and patient
approach to oncology nursing is unlikely to succeed (Gross et al., 2006; Marcus, 2014). The
consequences of not providing caregiver and patient-centred care in oncology and
community settings are too costly for the individual and for healthcare services. Caregivers
will most likely need clinical care themselves if inadequate support is provided by healthcare
professionals during stressful stages along the cancer care journey (Mollica et al., 2017;
Sklenarova et al., 2015).
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There are ethical requirements for all forms of care from a holistic perspective. Beneficence,
justice, non-maleficence, and autonomy are the primary principles (Beauchamp & Childress,
2019). The establishment of a culture of moral respect, which is essential to the success of
the treatment, is a responsibility that nurses have by virtue of their obligation to uphold
these principles (Foster et al., 2010). It is a nurse's responsibility to be able to comprehend,
meet, and appreciate the requirements of children with cancer, a condition that can result in
a limited life expectancy, and their families (Stayer, 2012). Understanding cultural and
religious practices is necessary for providing care. Throughout the entire time of care, nurses
must recognise, understand, respect, and honour cultural ideas, distinctions, and priorities
for each child and family (Foster et.al., 2010). Communication with the child and the family
can be used to accomplish this.

It is acknowledged that working as a paediatric oncology nurse is difficult because the job
entails caring for children who are terminally ill and their families while also having to see
children and their families suffer (Adwan, 2014). In addition, stress in paediatric nursing has
been linked to managing a significant workload, providing complex treatment regimens, and
caring for patients with high levels of acuity (Teng et al., 2010; Vinckx et al., 2018). Meeting
suffering family members on a regular basis is seen as being particularly difficult at both the
professional and personal levels.

Paediatric oncology nurses are required to perform a variety of roles, including those of care
provider, educator, facilitator, translator, supporter, and advocate, adding to their already
lengthy list of duties (Pergert et al., 2020; Challinor et al., 2014). The qualified nurse is the
first contact of the family, which is as feared and unknown as the hospital setting; therefore,
the importance of the relationship between the patient, the nursing team, and the family in
the care process includes knowing the family structure, dynamics, and existing and
established interactions in the contexts it passes through in order to meet their real needs
(Duarte et al., 2012). When family members have progressed from their initial state of shock
about the diagnosis, they may need to learn more about the disease. They may be interested
in the pathophysiology, treatment, and expected outcome or the prognosis. Caregivers
should be asked what questions they have, and verbal explanations and written materials
should be provided to clarify their understanding in these areas. Parents may be helpful to
caregivers to be contacted with friends, purchase books, or search the Internet for
information. Caregivers should be contacted to determine where they gain information and
additional resources should be provided where appropriate; in addition, misunderstandings
and misinformation need to be addressed (Grochowska et al., 2018; Qingying et al., 2018).

To encourage and instil hope amongst patients and caregivers, a paediatric nurse who
exhibits honesty and transparent communication is important (Offen, 2015). Supportive,
individualised, solace-filled, and healing care should be provided (Brimble et al., 2019; Mojen
et al., 2018; Wheeler, 2016). Important components of healing include spending time with
children and families, hearing their stories, and having open conversations. Children and
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families may have the chance to express their thoughts and feelings and form connections
through such engagement.

Building therapeutic relationships and delivering holistic care are the cornerstones of the
multidimensional, difficult area of practise of cancer care, which calls for nursing skills
(Hammer et al., 2019). Professional communication, care management, altruism, and
expertise have been listed as characteristics of paediatric nursing care (Alavi et al., 2015).
The literature highlights the importance of developing positive interactions with nurses for
young children’s health and well-being (Bjork et al., 2006; Enskar et al., 2015). Thanks to a
positive nursing connection, parents of children with cancer occasionally feel optimistic
about their child’s prognosis and chances of survival (Angstrém-Brannstrém et al., 2010).
Good interactions between nurses and the children and their parents in a paediatric ward
help children and their parents feel more comfortable (Angstrom-Brannstrom et al., 2017).
Additional training in interpersonal communication for nurses might help them feel more
confident about their jobs, which will boost their ability to provide nursing care (Pergert et
al., 2016). Given the chance for ongoing learning and introspection, nurses may feel satisfied
with their ability to meet the needs of children and families and provide high-quality care
(Enskar, 2012).

As the primary hands-on providers of oncologic care for children, nurses need to adapt to
several supporting abilities. While their child is battling a life-threatening iliness, parents may
look to nurses for solace. They want to work together to “fight together” for the child’s
survival in a relationship that is centred on optimism (Conway et al., 2017; Mooney-Doyle et
al., 2014). Nurses must give the sick child developmentally appropriate advice, elicit the
patient’s and family’s concerns and needs, engage in discussions about the goals of care, and
mediate any conflicts that may develop between the family and the multidisciplinary cancer
team in order to provide therapeutic communication. Nurses can improve the ability of
children and families to cope with life with cancer and the challenges posed by invasive and
distressing treatments by providing family-centred and child-centred care (Boden, 2023).

1.4.2 Why do | think it is important to take an active role in research?

Research is defined as “A systematic investigation with the goal of generating new
knowledge or validating and improving already existing knowledge.” (Burns et al., 2009, p.2).
The nursing profession is dedicated to producing new knowledge that guides their work and
confirms best practices in healthcare delivery. Since they provide direct and ongoing care to
people, families, and communities, nurses are in a strong position to come up with research
guestions. For example, | have worked as a nurse in many different clinics and interacted
with many different patient populations. | have had the chance to observe each person |
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care for. Our observations can lead to the creation of new knowledge. It was determined via
further examination that this is a global phenomenon (Smithells et al., 2009).

Health promotion, risk reduction, acute and chronic care settings, school health, and
palliative care for terminally ill patients receiving care at home or in a hospice are just a few
of the many contexts in which nursing care is provided. Community members, such as those
living in rural or isolated locations or those who are poor, can also be our clients. Like other
professionals, nurses must stay up to date on fresh information regarding research-based
developing trends and advances in healthcare delivery. Since we care for all kinds of
patients, | think that, as nurses, our information should be up- to- date so that we can
provide the best care to the patient. The professions have become more aware of the
necessity for clinical practice to be supported by research, which has led to an expansion of
knowledge about nursing practise. Evidence-based practice is essential for nurses as well as
the nursing profession as it offers a wide variety of benefits: it helps nurses to build their
own body of knowledge, minimises the gap between nursing education, research, and
practice, standardises nursing practices (Stevens, 2013), and improves clinical patient
outcomes, improve the quality of healthcare (Emparanza et al., 2015). As a nurse, | think it is
very important to take an active role in research indeed, one of the reasons | wrote this
thesis is that | want the results of my research to contribute to the current literature.

1.4.3 Qualitative research and nursing

Since qualitative research aims to better understand human behaviour (Moser & Korstjens,
2017), it must take into account all the contexts in which these factors affect the lives of
individuals and families. Qualitative research allows participants to explain how, why, or
what they were thinking, feeling, and experiencing at a particular time or during an event of
interest. It helps researchers to learn about the experiences of others and grasp the world
from their perspective (Austin et al., 2014).

| selected the Interpretative Phenomenological Analysis (IPA) methodology because it
acknowledges that gathering and analysing data is an interpretive process for both the
participant and the researcher. Studies exploring the experience of illness from the
perspectives of both patients and carers have been undertaken using this method since it
has been employed in the setting of health research (Smith et al., 2011). IPA has been widely
used to explore experiences in the context of cancer (Antoine et al., 2013; Maguire, 2011). It
has a lot of potential to be employed in nursing phenomenological research because of its
individual focus, which is pertinent to the concept of holism in nursing (Pringle et al., 2011).

Nurses can learn about patients’ preferences through qualitative research, which also
produces evidence. Qualitative research can help expand and deepen our understanding of
data or the results obtained from quantitative analysis (Tenny et al., 2022). Qualitative
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research provides rich data to explore a particular research question further, including
participants’ perceptions, intentions, requirements, and desires (Brayman et al.,, 2012;
Cleland et al., 2017). Quantitative research can gather considerable amount of information
about how many people have particular beliefs about their health and medical care, but
qualitative research helps us understand why people have these beliefs and how they might
affect how they respond to medical care and how it is delivered (in this way, qualitative and
guantitative data are frequently complementary) (Austin et al., 2014). Although qualitative
research cannot be generalised in the conventional sense, it aids nurses in becoming more
receptive to the perspectives of others. Nurses, for instance, can safeguard patient
autonomy by comprehending them and preventing them from being reduced to
standardised procedures or plans. “Each person we encounter helps [us] discover what is
best for [him or her]. The other person, not us, is truly the expert knower of [him- or
herself].” says Munhall (2012:42). In addition to providing insights as we support other
people’s voices and quests for meaning, qualitative nursing research enables us to
comprehend the complexity and myriad aspects of a given situation. Therefore, qualitative
research is preferred by nurse researchers who wish to focus on the human experience and
the processes through which people come to comprehend and interpret their daily
environments. An understanding of the human condition in all its manners of expression,
can be gained via qualitative study. The end result of a nursing qualitative study should
ultimately be to offer us information that we could not have learned from earlier research or
a cursory clinical understanding. A good qualitative nursing study, if it has done its job,
informs us about a population or experience in a way that is both intriguing and provides
opportunities for further practise or research (Thorne, 2020).

Nursing, whose ontological basis is the care of the human person, must learn from
approaches that also enable us to perceive it as a philosophy to gain access to the human
person, where both “people who receive care” and “people who provide care” are involved.
These individuals, who are significantly more than the conceptualised roles they play, are
real beings who have been involved in experiences that have had lasting effects (Waldow et
al., 2014). In order to provide patients with the finest treatment, nurses want to learn how
they have experienced health and healthcare (Berkowitz, 2016). According to Pratt (2012),
the phenomenological perspective has considerable significance for nursing research since it
enables researchers to comprehend other people’s experiences with health.

Phenomenology enables means of conducting research that are congruent with nursing
principles and theoretical conceptualisations, according to nurse researchers. A
phenomenological framework enables nurses to account for the subjective aspects of
human experiences, such as pain, suffering, stress and coping in health and illness, thereby
allowing them to consider patients’ specific circumstances, cultural backgrounds and
personal beliefs (Benner, 2022, 2013; Benner & Worubel, 1989). The philosophical
underpinnings of phenomenology recognise the human experience as a significant source of
knowledge, and its methodological approaches enable and even promote the expression of
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the complexity and depth of human experience (Patton, 2019). Providing high-quality care
and having a humane understanding are priorities in nursing. Nurses engage in
understanding and validating the full person and their unique experiences in order to
understand the depth of their patients. Since phenomenological research considers the
values of the individual’s experience and their entire being, many nurses are interested in its
use a methodological approach (Carel, 2012). As a result, when nurses consider undertaking
phenomenological research, they must select the best strategy to ensure the quality of their
work (Balls, 2009).

In-depth exploration of parents’ experiences, ideas, and worries about raising children with
cancer is best pursued through qualitative investigations. Qualitative methodology is
particularly helpful to the generation of knowledge about complex processes and to explore
phenomena in-depth (Thompson et al., 2020). Recent research (Forinder et al., 2010;
Gibbins et al., 2012) has qualitatively studied parenting experiences in relation to life
changes in child cancer survivability during and after treatment. To enhance treatment and
outcomes for children with cancer, nursing research is crucial (Maru et al.,, 2013).
Participating in nursing research improves nursing practice and produces data on the best
ways to provide care for children with cancer. In clinical settings, where novice researchers’
primary responsibility is patient care, nursing research might be challenging to adopt.
Additionally, when resources are limited in terms of supporting multisite clinical trials,
establishing such trials might be difficult. Successful nursing studies can result from
paediatric oncology nursing research initiatives that concentrate on cooperative techniques
for research implementation (Haugen et al.,, 2020). While nursing executives look for
chances to work together on research projects across various contexts that are focused on
improving outcomes for children with cancer, paediatric oncology nurses who are active in
research should urge their co-workers to take part.

1.4.4 Paediatric cancer and challenges faced by children with cancer

1.4.4.1 General information about childhood cancer

Cancers that develop between birth and the age of 14 are collectively known as childhood
cancers (Bahadur & Hindmarsh, 2000). Children and their families are affected by childhood
cancers worldwide, which make up a significant portion of the world’s illness burden.
Children are now more likely to develop cancer than they were in previous decades
(Toledano-Toledano et al., 2021). The World Health Organisation estimates that 100 children
are diagnosed with cancer every year for every million children worldwide (Hassanipour et
al., 2019). According to estimates from higher-income nations, the overall survival rate is
more than 80%, but drops significantly to 20% in low- and middle-income nations (WHO,
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2018). Several studies have reported that childhood cancer survivors experience late
treatment side effects such as infertility or cognitive impairments (Cherven et al., 2016;
Dionisi-Vici et al., 2023), and treatment for childhood cancer can be lengthy and rigorous
and can involve chemotherapy, radiation, surgery, and transplants (Gibbins et al., 2012).

1.4.4.2 Challenges faced by children with cancer

Children with cancer experience various comorbid symptoms related to diagnosis and
treatment that can profoundly affect their lives (Lewandowska et al., 2021). For their
treatment and associated procedures, child patients must make repeated visits, frequently
to a local paediatric speciality facility, over the course of anything from several months to
several years. Additionally, Tsimicalis et al. (2018) discovered that children with cancer can
miss between a few days and several months of school during treatment, typically due to
side effects from the treatment, the increased risk of developing infection, and managing
conflicting school and treatment schedules. The costs of these absences for the children
include poor academic performance and disrupted or distant relationships with peers and
classmates, and may last long after the treatment is over. As a result of their illness and its
treatment, children can also experience a variety of physical and psychosocial symptoms
(Linder et al., 2017; Miller et al., 2011).

Paediatric cancer patients frequently spend weeks or months in the hospital. Since they
must miss their regular childhood activities due to such hospitalisation, which usually
coincides with significant events, they are more likely to feel alone. Nurses can provide social
connections for children that are essential to normal development and better coping skills by
customising these events and incorporating them into the hospital setting (Christiansen et
al., 2015).

Children with cancer frequently experience long-lasting difficulties with social adaptation
due to the physical and emotional side effects of their treatment, as well as the social
isolation they experience during it (Gurney et al., 2009; Kirchhoff et al., 2011; Pivetta et al.,
2011; Wakimizu et al., 2011). Apart from somatic and mental conditions, the immediate
effects of a childhood cancer diagnosis and treatment may include maladaptive coping,
missed educational opportunities, isolation or decreased peer interaction and social
engagements (Brinkman et al.,, 2018; Brand et al., 2017). Additionally, having a childhood
cancer, enduring physical or mental late effects, or having other unhealthy health conditions
may have an impact on social and family life as well as reduce socioeconomic success in later
life (Frederiksen et al., 2018; Brinkman et al., 2018).

According to recent research, one in six school-aged children experience bullying (WHO,
2024). Some groups are more likely to experience bullying than others, such as children who
identify as gender- or sexually- diverse, young people who live in social isolation, and
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children who have chronic illnesses or disabilities, such as obesity, food allergies, epilepsy, or
craniofacial conditions (Fong et al., 2017; Garnett et al., 2014; Pinquart, 2017). Patients with
childhood cancer, and indeed those who have survived it, may also be at risk. Research
shows that friends may regard someone with cancer as “different” due to their symptoms
and treatment plans (Pinquart, 2017). Moreover, children who suffer hair loss, or
disfigurement as a result of surgery, for instance, might not adhere to the group’s aesthetic
criteria (Collins et al., 2019).

Children with cancer who have impaired immune systems and who have been socially
excluded for a long time because of the risk of infection (such as after a bone marrow
transplant) may be particularly at risk. Even in the absence of a COVID-19 pandemic, immune
system impairment in children and adolescents undergoing treatment require families to
regularly manage infection risks. The pandemic made it even more important to
comprehend how families make decisions about continuing treatment, “shielding” (isolation
within the home), and going to the hospital (Darlington et al., 2021). When a child has a
childhood cancer with a poor prognosis, parents must make difficult treatment choices
(Pearson et al., 2022). The reporting on multisystem inflammatory disease in children (PICS,
2020; Whittaker et al., 2020), for example, makes this decision-making even more
challenging.

1.4.5 My own role as a paediatric nurse

| had always wanted my career to involve caring for children because | have always admired
how nurses interacted with the patients and their families. My friend used to work as a
nurse at a paediatric clinic and she told me she felt that their job was extremely rewarding,
and that they made a difference to so many vulnerable children and their families, whilst in
practice | could see the burden of carers and felt that they were in a unique position in terms
of providing support for their children in the course of the difficult process of cancer. This led
me to reflect on the challenges faced by carers and parents, and | wanted to explore their
experiences further. This has affected how | see the role of the nurse. Instead of assuming
that | have to take control in a clinical encounter because | am a qualified nurse, | think it is
necessary to listen more to the child and their primary caregivers and to share their
experiences. Another clinical observation | made was that the patients and their relatives
were most comfortable communicating with nurses. | noticed that when they want to meet
with doctors or other health professionals, they usually communicate through nurses. As a
nurse, | can say that knowing what the problems of patients and their relatives are, and
wanting to build a bridge to enable them to reach the doctors and other health personnel
they need, is amongst the factors considered in this study.
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1.4.6 Primary caregivers of children with cancer

1.4.6.1 Definition

Carer is defined as “A person of any age, adult or child, who provides unpaid support to a
partner, child, relative, or friend who couldn't manage to live independently or whose health
or wellbeing would deteriorate without this help” by the Royal College of General
Practitioners (RCGP). It can be difficult for a carer to provide end-of-life care for a loved one
while also coming to grips with the person's impending passing (Candy et al., 2011). “Family
carer” is defined as someone of any age, who, without payment, provides help or support to
a family member or friend who would not otherwise be able to manage without their help
(Department of Health, 2008). Children with chronic illnesses require more sophisticated
care from primary carers in order to maintain their health (Kuo et al., 2011). A child
diagnosed with cancer is likely to be cared for by a family member, such as a grandmother,
sibling, or parent (Justin et al., 2021; Klassen et al.,, 2012; Mohammadi et al., 2020;
Rosenberg-Yunger et al., 2013).

1.4.6.2. The need for and importance of primary caregivers

Over the years, research on family carers has grown with regard to the setting of cancer, as
evidenced by the publication of several systematic reviews on the subject (Kotronoulas et
al., 2012; Northfield et al., 2010). According to Ferlay et al. (2020), cancer was the primary
cause of roughly 10 million deaths worldwide in 2020. The demand for healthcare and
palliative care services has increased as a result of the rising prevalence and mortality of
cancer worldwide (Bray et al., 2018). The burden of non-communicable diseases, such as
cancer, is rising in low- and middle-income countries (LMICs) (WHO, 2018). According to
Tefferi et al. (2015), LMICs will diagnose nearly two-thirds of all new cancer cases by 2035.
According to the International Atomic Energy Agency (2019), this will put a tremendous
amount of pressure and strain on LMIC health care systems because the majority of these
nations are ill-equipped and too poorly organised to handle this growing burden whilst
struggling with inadequate budget allocation and scarce resources (Prager et al., 2018).

Cancer remains the leading cause of death in children less than 15 years old in Western
Europe (Royal College of Paediatrics and Children and Child Health, 2014). Long-term
personal and socioeconomic impacts of treatment still remain substantial, with 20%-40% of
childhood cancer survivors suffering major long-term disabilities due to the disease itself
and/or its treatment (Grabow et al., 2018). It may share certain characteristics with chronic
illness in that it is life-threatening and requires ongoing care through treatment,
hospitalisation, and dealing with the side effects of therapy. The caregiving process has a
significant negative impact on family carers’ psychological health, which can result in a low
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level of self-efficacy. As a result, the caregiving role restricts their social, personal, and
professional aspirations. Additionally, they lack adequate training in caregiving, which just
adds further to their burden (Lewandowska et al., 2020; Toledano-Toledano et al., 2020).
Family carers offer patients considerable assistance during the course of their cancer
treatment while also juggling a variety of other responsibilities (Kotronoulas et al., 2012;
Romito et al., 2013).

Taking on a variety of new roles is necessary when caring for a child with cancer. For
example, parents need to engage in nursing tasks, such as making treatment decisions that
ensure the best outcomes, providing medicines to children, helping the child cope with the
iliness, and practical and emotional support whilst maintaining their role as a parents, not
only for the child with cancer but any other children as well. Parents who discover their child
has cancer must quickly become familiar with a wealth of cancer-specific knowledge and
become oriented in the therapeutic environment (Sultan et al., 2016). The family system,
including the parents, the child, and the sibling, must endure protracted treatment for
months to years (Al Omari et al., 2020).

1.4.7 Experiences of primary caregivers of children with cancer

The caregiving experience is dependent on various factors unique to the individual’s gender,
cultural background, relationships, and family roles and, therefore, cannot be predicted.
Childhood cancer presents significant challenges not only to the diagnosed child but also to
their family members (van Schoors et al., 2019). A cancer diagnosis serves as a substantial
source of life stress for both the child and the family, impacting the child’s physical,
psychological, and overall quality of life, as well as the family’s psychological and emotional
well-being (Thambiraj et al., 2022). Primary caregivers of children diagnosed with cancer are
deeply impacted by the diagnosis and the demands of subsequent treatment (Deribe et al.,
2023).

1.4.7.1 Burden

A child with cancer is frequently treated as the primary duty of the family, placing a heavy
strain on the parents in particular (Dabrowska & Malicka, 2022; Long et al; 2011). Being
responsible for a child with cancer comes with a lot of additional responsibilities, which
makes it in itself a very difficult responsibility (Hjelmstedt et al., 2021). Parents must take on
new responsibilities. According to Kaplan et al. (2013) and Prchal et al. (2012), the sickness is
frequently responsible for altering the family’s composition and the dynamics between its
members. It is thus vital to rearrange current life and alter routines and family
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responsibilities. When a child is sick, new requirements arise that might affect all aspects of
life (Lewandowska et al., 2020). It is important to note that parents of sick children typically
do not get enough help, being effectively left to handle their difficulties on their own.
Because of the numerous jobs and responsibilities they must fulfil, they are referred to as
concealed patients in the literature (Stenka et al., 2018; Santos et al., 2016).

According to data from other studies, parents may face a variety of challenges as those who
are directly responsible for a child’s care and the course of their treatment (Sharp et al.,
2020; Compas et al., 2015). They must meet their everyday obligations, which imposes a
substantial burden of duty and responsibility on them. They must work in two distinct
locations, and in each of them, they must complete particular duties, which can cause
overload and exhaustion on both the physical and emotional levels (Stenka et al., 2018).
These studies illustrate the burden associated with having a child with cancer.

1.4.7.2 Family problem

Cancer should be regarded as a family disease because it is a major stressor that has an
impact on every aspect of family life and places a financial, emotional, and social burden on
each family member (Flury et al., 2011; Gibbins et al., 2012; Kent et al., 2016; Long et al.,
2014; Willard et al., 2016). When a child is diagnosed with cancer, parents in particular face
significant practical and emotional difficulties (Deatrick et al., 2009; MasaDeh et al., 2012;
Wiener et al., 2017). Many parents experience feelings of being overwhelmed as a result of
the additional obligations and role expectations that come with this life-threatening illness
(Bjork et al., 2011; Leow et al., 2014). As the child's primary carer, the mother frequently
faces challenging situations on a daily basis (Moreira et al., 2008; McLoone et al., 2013).
Additional daily worries, such as giving affection and emotional support and determining
how to discipline and raise their sick child in the most appropriate way, compound these
new roles (Norberg et al., 2009). In order to balance their parental obligations with
treatment requirements and to deal with their child’s retaliatory reactions to new parenting
strategies, parents must negotiate their conflicting roles and duties (Kohlsdorf et al., 2012;
Williams et al., 2012). These studies clearly demonstrate the impact a child’s cancer has on
the entire family.

1.4.7.3 Psychological effect

Children with cancer and their families face a variety of difficulties and experiences. Cancer
is unquestionably a painful experience for children. Cancer treatment practices continue to
have an effect on patients’ physiological and psychological states even after they had
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survived the disease itself. When compared to adults, children are less able to adapt to the
new, strange environment in which they find themselves. The child is also subjected to
treatment that could be painful, and to separation from family members. The presence of
family members is very reassuring to children, but also helps both parties to cope better
(Mant et al.,, 2019). When talking about nursing, it is important to remember that the
patient’s family and carers play a crucial role in the nursing process. The majority of the
children’s family members, including their parents, carers, and siblings, eventually adjust and
are able to cope with the cancer scenario (Behzadi, et al., 2018).

The devastating effects of childhood cancer have been further demonstrated by qualitative
research that examined carers’ lived experiences throughout the course of treatment.
According to some research (Al-Gamal et al., 2019; Clarke et al., 2009; Wilford et al., 2019),
the fact that women often take on additional caregiving duties may account for mothers’
higher rates of psychological distress. Children with cancer have a profound effect on
mothers’ lives, as Wakefield et al. (2014) observed that mothers’ employment is significantly
disrupted both during and after their child receives treatment.

The entire family is impacted by a diagnosis of paediatric cancer, and there are significant
psychosocial consequences for family members (Syse et al., 2011; Heath et al., 2006). All
family members’ psychosocial functioning may be impacted by a child’s cancer, which is a
painful experience (van Schoors et al., 2017). The shock of the diagnosis, ongoing reminders
that the child’s life is in danger, and parents’ moral obligation to their offspring can all affect
cognition and intensify emotions, which can encourage behaviours that may temporarily
ease distress but ultimately result in worse outcomes (Doumit et al., 2017; Ross et al., 2018).
Children diagnosed with cancer can cause long-term disruption to a family’s daily routine
and necessitate modifications to parental roles and family structures in order to meet the
needs of the sick child (Long et al., 2011).

The parents are abruptly confronted with the possibility that their child could die, as well as
the potential for severe adverse and late effects from treatment. Parents may be more
vulnerable to emotional stress reactions after learning of their child’s diagnosis if they are
experiencing feelings of fear and uncertainty as well as high caring demands (Salem et al.,
2019). Conflicts within the family may arise as a result of increased caregiving and practical
obligations, as well as the psychological strain of having a child with cancer (van Schoors et
al., 2017). Furthermore, parents are frequently forced to split up while their child is receiving
treatment, with one parent spending time in the hospital and the other staying at home with
the child's siblings or attending to work-related commitments (Roser et al., 2019; Kaul et al.,
2016).

In families with children with cancer, it has been demonstrated that higher economic strains
are linked to worse marital adjustment (Lavi et al., 2018). According to various studies (Bona
et al., 2014; Eiser et al., 2007), financial stress is a substantial source of anxiety for parents of
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children with cancer. Parental anxiety is a result of the family’s financial difficulties, which
are brought on by rising expenses and declining household income (Santacroce et al., 2020).

According to several studies (Compas et al., 2015; Sharp et al., 2020), carers of children with
cancer are more likely to experience a variety of problems, including higher levels of
sadness, anxiety, and posttraumatic stress symptoms. The disruption in family functioning
that occurs when carers of cancer patients attempt to change their lifestyles in order to
meet the requirements of the child has been linked to increased levels of depression. They
are faced with a potentially fatal illness that typically requires prolonged treatment, which
carries the danger of unpleasant side effects as well as the possibility of long-term
recurrence (Long et al., 2018). The entire family system is impacted, leading to anxiety and
changing relationships and communication styles (Thomas et al., 2017). The negative impact
of carer load on the carers’ depression symptoms may be mitigated if they feel self-sufficient
(zavagli et al., 2022).

Primary caregivers are frequently terrified and distraught by their child's diagnosis, but they
also have the added responsibility of attempting to support them as they go through this
trying time (Koch, 2018). Unfortunately, parents are frequently ignored and have nowhere
to turn for support when they have their own worries. Cancer patients now have more
complex demands than symptom management and therapy monitoring alone; they also
require aid with personal care, emotional and psychological support, and financial support
(Bajwah et al., 2020). All of these studies demonstrate that having a child with cancer has a
significant psychological impact.

1.4.7.4 Financial effect

A diagnosis of paediatric cancer in a child cannot be anticipated by any parent,
psychologically or financially (Wakefield et al., 2014; Liu et al., 2020). The seriousness of the
diagnosis causes parents to suffer (Bona et al., 2014; Smith et al.,, 2013), which is
exacerbated by the associated financial distress (distress caused by a decline in one’s income
(Bestvina et al.,, 2014) brought on by treatment-related costs (Russell et al., 2016).
According to Santacroce et al. (2018), financial distress for 64%—-92% of the parents who are
impacted starts within six months of the diagnosis and lasts the duration of the illness.
Systematic reviews (Santacroce et al., 2018, Tsimicalis as al., 2011, Pelletier et al., 2015) have
extensively demonstrated the financial hardship caused by paediatric cancer and the
negative consequences it has on parents.

Mothers, especially those who are breadwinners, may also experience financial trauma as a
result of conflicts between caring for others and breadwinning (Morton et al., 2013). This
could be the result of expensive medical care, healthcare support, or treatment
expenditures that are greater than a family’s level of income. It is not unusual for one parent
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to leave their job to care for a sick child. In most cases, it is the woman who leaves her job or
reduces the number of hours she works in order to meet the demands imposed by the
child’s illness, which results in a loss of revenue for the family (Institute of Medicine (US)
Committee, 2008). Shamsaei et al. (2010) emphasised financial requirements for care and
treatment in their research. Numerous studies have shown the existence of financial
demands and highly desired support in this area (Roser et al., 2019; Sneha et al., 2017;
Warner et al., 2015).

Children’s cancer therapy is costly and resource intensive worldwide (Russell et al., 2013).
Family members and carers frequently offer unpaid care, which can lead to job loss, financial
difficulty, and poor physical and mental health (Romito et al., 2013). Children of cancer
patients typically have poorer health outcomes (Mailhot et al., 2019). According to several
research efforts (Hoven et al., 2013; Kelada et al., 2020), treatment-related employment
disruptions, such as time off, leaving, or reduced workload, are common among parents of
children with cancer. A significant amount of income can be lost as a result of these work
interruptions. For families of children with cancer, these losses combined with non-medical
out-of-pocket expenses for travel or lodging during the child’s treatment, may lead to severe
financial difficulties (Eiser et al., 2007; Tsimicalis et al., 2018; Chan et al., 2019). According to
research conducted in the United States with families of children with advanced cancer,
these financial hardships caused 15% of such families living below the poverty line (Bona et
al., 2014). It is crucial to identify families at risk of poverty since this puts children at risk of
suffering from poor health outcomes (Fenn et al., 2014). These studies demonstrate that
facing financial challenges is a result of a child's cancer.

1.5 Theoretical framework for the study

The theoretical framework for this study was family systems theory. Generally, family
systems theory is concerned with the structure of complex systems, with a particular
emphasis on how parts relate to each other and to the whole system. To further build on
existing research, the theory was selected as the basis for this dissertation. With this family
systems theory approach in mind, this study explored the lived experiences of parents of
children with cancer. The following section discusses theoretical frameworks that underpin
this thesis: Family systems theory (Bowen, 1950).

1.5.1 Family systems theory

Family systems theory, as developed by Bowen in the 1950s, is a significant theoretical
framework that assists in the understanding of positive and negative family adaptations in
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the survivorship of childhood cancer (Yi, 2009). Bowen’s family systems theory provides a
foundation for this study in that the caregiver is an integral part of the family unit who
should strive for homeostasis in which they experience a level of optimal quality of life, while
still feeling like their family’s quality of life is maintained. Studying the individual caregiver
also links back to Bowen’s family systems theory in that the individual must be able to bring
a balance and understanding to their own emotions and feelings, while also processing how
these variables impact their interactions with family relationships and emotions. Family
systems theory is a theoretical framework for viewing the family as an organised system
with various connected subsystems, whereby changes in one part of the system result in
changes to the others (Cox & Paley, 1997; Guerin & Chabot, 1997; Powers, 1991). Each
individual family member interacts with the others within the family unit and with systems
outside of the family (Cox & Paley, 1997). Family systems theory aims to understand the
human experience within the broader context of the family dynamic (Priest, 2021). The
underlying premise of this theory posits that the whole is greater than the sum of its parts,
and thus that one family member suffering from an illness will have reverberations
throughout the entire family system (Haefner, 2014). According to the family systems
approach, cancer can be considered to be an experience that involves the whole family; each
family member is interdependent on the others to cope with the disease (Gritti, 2012).
Marcus (2012) states that it is imperative to integrate a family systems approach when
dealing with families and children affected by childhood cancer. Similarly, participants in my
study were affected by their children's diagnoses. The use of a general family-systems
perspective is appropriate since children with cancer rely heavily on their families for
support during their illness, and childhood cancer tends to have major impacts on all family
members.

Family systems are understood to be structured and organised hierarchically (Smith-Acuna,
2011), with subsystems embedded within the overarching family system ‘that are really
systems of their own’ (Cox & Paley, 1997: 245). Subsystems may include the couple/parental
subsystem, the parent/child subsystem, and the sibling subsystem — along with subsystems
involving extended family members and grandparents (Dallos & Draper, 2015). Only by
understanding the subsystems can the wider family system be understood, and vice versa, as
“any individual family member is inextricably embedded in the larger family system and can
never be fully understood independent of the context of that system” (Cox & Paley, 1997:
246). Therefore, a focus on parents/caregivers and the parent/child subsystem has value
from a family systems perspective.

The family systems theory is an approach that allows nurses to understand and assess
families as an organised whole and/or as individuals within family units who form an
interactive and interdependent system (Shajani & Snell, 2019). According to this theory,
families are seen as interactive, interdependent, and reactive, where all members construct
the characteristics of all parts but simultaneously impact everyone as a separate entity. In
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Seligman et al.’s words, “when a deaf child is born into a family, to some extent, everybody
is deaf” (2017, p.18).

Family systems approaches can include both the microscopic and macroscopic (Cridland et
al., 2014). Macroscopic approaches focus on the ways families interact with other systems
such as the community, social groups, and schools, while microscopic approaches
relationships within the family such as mother-child, partner, and sibling relationships. This
thesis utilises a microscopic approach, considering interactions within the family between
the child with cancer and their primary caregiver. The primary purpose of this study is to
expand the knowledge regarding caregivers of children with cancer using a family systems
perspective.

The main topic of this thesis is to explore the experiences that primary caregivers of children
with cancer have. It is unique to look at how primary caregivers deal with the problem of
their child being diagnosed with cancer, from the interpretation of both the nurse and the
IPA. The issues mentioned in the introduction act as a starting point in framing the reason
for undertaking this study.

1.6 Research question

The research question is:

What are primary caregivers’ experiences of caring for a child with cancer?

1.7 Research aims

The purpose of this study is:
1. To explore the experiences of primary caregivers who have a child with cancer
2. To assess the psychosocial challanges faced by primary caregivers of children with cancer

This research could potentially make a unique contribution to healthcare professionals’
understanding of caregivers and adds to the current understanding of primary caregivers’
experiences of having a child with cancer, as it synthesises all the available literature to offer
a new and deeper understanding. This study aims to fill the gap in the literature through
exploratory qualitative research by delving deeply into the lived realities of the primary
carers of cancer patients. To date, no qualitative research has been conducted by a nurse
that could provide such an immersion in perceived experiences in the childhood cancer
process in the UK. The study will present an exploratory review of events during cancer
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diagnosis, treatment, and beyond, with a focus on the journey’s lived experience. This study
is expected to deepen our understanding of primary carers’ experiences, the inferences they
draw about them and their requirements, and how this might influence how supportive
healthcare professionals are.

1.8 Summary of chapter

The first chapter introduces the thesis by outlining key topics connected to the study’s
context. This chapter provided the titles that highlight the current status of the topics that
affect my choice of subject for my doctoral thesis in the literature. The following chapters
present the search strategy, methodology, analysis, and findings. This thesis concludes with
chapters on discussion and recommendations.

The following chapter is the literature review.
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Chapter 2

Literature review

2.1 Introduction

The phenomenon being studied is the experiences of primary caregivers of children with
cancer. A scoping review of published research was undertaken to highlight what is known
about the subject area and what is missing from the knowledge. This chapter expands on the
discussion by offering a review of the current research literature on the phenomenon of
main carer experiences with children with cancer. The findings of the scoping review were
then used to create the research question. This method was utilised to provide a thorough
context for this research on primary carers caring for children with cancer. The purpose of
this review was to provide a response to the following literature review question: “What are
the experiences of primary caregivers of children with cancer?”

2.2 Procedure

My literature search centred mainly on qualitative studies since they are more relevant to
the background and context of the issue being researched. With qualitative research,
participants in the different studies would have the opportunity to authentically represent
how they view and interpret the phenomena under investigation, rather than being
restricted to responding to pre-set questions, which should lead to a greater knowledge of
the phenomenon. As a result, | expect that qualitative research would provide information
that captures the multifaceted context of the study issue. A qualitative scoping review was
conducted.

2.3 Rationale for this scoping review

Undertaking this scoping review allowed for the consideration of a broad scope of the
literature on what is currently known about the experiences of primary caregivers of
children with cancer, the methods used to interpret them, and the similarities and
differences between primary caregivers’ experiences. The most recent systematic review on
the experiences of primary caregivers of children with cancer was conducted in 2012
(Gibbins et al., 2012). Therefore, the aim of this scoping review was to examine the current
state of evidence on the experiences of primary caregivers of children with cancer, and
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identify areas for further research. To include current studies in this scoping review, studies
conducted between 2010 and 2021 on the experiences of primary caregivers of children with
cancer were included. Since this study will analyse the experiences of primary caregivers of
children with cancer living in the United Kingdom using a qualitative method, qualitative
studies on this subject were included within the scope of the literature review. In this way,
similarities and differences between the experiences of primary caregivers in studies in the
literature and the experiences of primary caregivers in this study can be determined. The
findings of this review may highlight how qualitative methods have been used in
implementation research to date, including those methods which are commonly used in
studies of primary caregivers’ experiences. The purpose of this scoping review protocol is to
systematically map and explore the literature and experience of primary caregivers of
children with cancer.

The goal of qualitative research is to gain comprehensive knowledge of human behaviour,
emotion, attitudes, and experiences. According to Austin et al. (2014), the integration of
data from a number of qualitative research efforts can reveal the breadth and depth of
participant meanings, experiences, and viewpoints in various healthcare situations.
Syntheses of qualitative research can bring together data from various contexts, produce
fresh theoretical or conceptual frameworks, identify research gaps, guide the development
of primary studies, and offer support for the development, implementation, and evaluation
of health interventions (Tong et al., 2012; Flemming, 2010). According to Brown et al. (2013),
gualitative study synthesis is acknowledged as a valuable contribution to the creation of
evidence and policy. Understanding individuals’ experiences can be improved by knowledge
gleaned through qualitative data (Aromataris et al., 2017). When there is limited prior
information, qualitative evidence is required because it allows the complexity of phenomena
to be examined holistically (Pearson et al., 2011).

The World Health Organisation (WHO) estimates that 400,000 children worldwide between
the ages of 0 and 19 years suffer from various forms of cancer each year (WHO, 2021).
According to van Schoors et al. (2019), around 300,000 children worldwide receive a cancer
diagnosis. Leukaemia and malignant neoplasms of the brain were the most frequent
malignancies in children in 2016, accounting for 50.8% of all paediatric cancers (Office for
National Statistics UK, 2015). Cancer continues to be the greatest cause of disease-related
mortality amongst children (Siegel et al., 2018) despite advancements in therapy. Over the
last 20 years, advances in cancer treatment have raised children’s cancer survival rates, and
the average five-year survival rate is currently nearing 80% (Trama et al., 2016). Each year,
an estimated 1,600 children (aged 0-14 years) are diagnosed with cancer in the United
Kingdom (Cancer Research UK, 2018).

Caring for a child is a natural characteristic of a parent. When a child is diagnosed with a life-
threatening condition, the nature of the parental care role shifts (Pishkuhi et al., 2018).
Cancer treatment regimens, associated visits, and waiting periods can all contribute to the
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disruptive impact on a child’s and family’s daily lives (Davies & O’Connor, 2023; Long et al.,
2011). When a child is given a cancer diagnosis, a process known as psychological stress may
begin. This process can cause long-term disruption to the family’s lives (Hovén et al., 2017).

A child’s life, as well as the lives of their primary carers, are significantly impacted by a
cancer diagnosis. Family members must endure many challenges such as immediate distress,
uncertainty, worry, sadness, post-traumatic stress symptoms, fatigue, and below-average
quality of life, both when faced with their child’s diagnosis and at other critical moments
throughout the subsequent treatment (Long et al., 2018; Remedios et al., 2015; van der
Geest et al., 2014; Wakefield et al., 2013). The pressures of the circumstance might be
difficult for some primary carers to manage (Bigalke, 2015). In addition to frequently finding
it difficult to concentrate on their child’s suffering, the primary carers may feel exhausted,
trapped, and isolated (Boufkhed et al., 2023; Enskar et al., 2011; Gibbins et al., 2012).

A child's cancer diagnosis is a major cause of stress that has an impact on numerous aspects
of their main caregiver’s life, including physiology, self-concept, role function, and
dependency (Roy, 2011). Some family members have mentioned the loss of career
possibilities, lower income, and the loss of savings (Alves et al., 2013; Cohen, 2014; Fletcher
et al., 2010). The primary carers of the children have frequently stated in several studies
(Doumit et al. 2017; Syse et al., 2011) that the prolonged hospitalisation of their children
leads to a lot of psychological issues, both for the patient and their carer. In conclusion, prior
research has revealed that these parents frequently experience negative changes to their
health, and it is thus crucial to further study and research the experiences of primary
caregivers who have children with cancer.

Ghufran et al. (2014) found that mothers’ rates of depression were high; 78% of mothers
were given a diagnosis of depression while their children were receiving cancer treatments.
They had intense negative feelings, such as shock, anger, and fear about the diseases and
prognoses, and they were distressed when they had to watch their children endure
treatment and the associated adverse effects (Ljungman et al., 2016).

The socioeconomic burden of cancer and the increasing and more expensive methods of
treatment have been documented in several research efforts. According to a number of
parents (Syse et al., 2011; Rodriguez et al., 2012; Compas et al., 2015), they have lost their
savings, seen reduced incomes, and have had fewer work options. Additionally, parents
frequently report that the effects of prolonged child hospitalisation might result in mental
health problems for both the patient and the family (Atout et al., 2021; Doumit et al., 2017,
Syse et al., 2011). It should also be noted, though, that researchers have discovered that,
despite the fact that caring for children with cancer typically has negative effects, there are
also good effects (Hensler et al., 2013; Phipps et al., 2015).

This scoping review aims to guide future research and improve the support for primary
caregivers by raising awareness of their experiences and clarifying the support they value
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and need. Therefore, a scoping review was chosen to develop and disseminate a broad
understanding of the current state of the literature regarding the experiences of primary
caregivers with children diagnosed with cancer.

2.4 Method

An iterative procedure for conducting a literature review called a scoping review enables
evidence to be synthesised with the goal of presenting a comprehensive overview of the
state of the art in research on a particular issue. To shed light on the literature on this topic,
we conducted a scoping review using the Arskey and O'Malley (2005) methodology. A
scoping review “helps to map rapidly the key concepts underpinning a research area, as well
as the main sources and types of evidence available, and can be undertaken as standalone
projects in their own right, especially where an area is complex or has not been reviewed
comprehensively before” (Mays et al., 2001:194). Instead of synthesising and aggregating
findings as in a systematic review, scoping reviews can assist in the generation of hypotheses
and chart available data according to significant themes (Arskey et al., 2005; Tricco et al.,
2016). In contrast to a quantitative approach, a qualitative study methodology would be
more appropriate since it would actively engage with the data to uncover fresh information
on the ways in which each parent creates meaning in their own unique setting. According to
Seers (2012), findings from primary qualitative research can contribute to a better
understanding of a subject field through a qualitative synthesis. Because of this, my study
will only incorporate qualitative articles. The scoping review technique was chosen because
it attempts to map the essential ideas underlying a study subject and to clarify the working
definitions of a given topic (Peters et al., 2015).

The scoping review design enables the discovery of extensive and varied results across a
wide range of disciplines (Daudt et al.,, 2013). The PRISMA (Preferred Reporting Items for
Systematic Reviews and Meta-Analyses) (Page et al., 2021) reporting criteria were used for
this scoping study, which adhered to Arksey and O’Malley’s (2005) framework for scoping
research.

The methodology developed by Arksey and O’Malley (2005) allowed for a thorough scoping
review process to encourage transparency and enabled replication of the search technique,
which improved the reliability of the results (Phillips et al., 2014). Six methodological stages
are described by the approach: (1) identification of the research question, (2) identification
of relevant studies, (3) selection of studies, (4) extracting and charting the results, (5)
collating, summarising and reporting the results and (6) consultation with stakeholders
(optional).

2.4.1 Step 1: identifying the research question and purpose
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In this scoping review, the following question has been addressed: What is known from the
available qualitative literature about the exploring parental experiences of having a child
with cancer? The aim of this review is to understand primary caregivers’ experiences of
services used by their child with cancer.

2.4.2 Step 2: identifying relevant studies

In collaboration with a medical librarian, | developed a search method to find a complete list
of the literature pertinent to parents’ experiences of having a child with cancer. When
performing the electronic search of the literature, the following databases were
systematically searched with the goal of retrieving papers published in peer-reviewed
scientific journals: Cumulative Index to Nursing and Allied Health Literature (CINAHL) Plus via
EBSCO, PubMed, Embase via OvidSP, Scopus, and PsycINFO via OvidSP.

| retrieved all journal papers published in English starting from 2010 (1 January 2010 to 1
December 2021). In each electronic database, | utilised the following search keywords
relating to the experiences of main carers of children with cancer, in various combinations,
while employing controlled language using the Boolean operators AND and OR.

The basic search terms used:

1. ((“Caregivers” OR “family” OR “fathers” OR “mothers” OR “legal guardian“ OR
“guardian“ OR “carer” )) AND ((“paediatric“ OR “child“ OR “childhood”)) AND ((“neoplasm*“
OR “cancer”)) AND ((“qualitative”))

Additionally, | checked all identified studies’ and reviews’ reference lists for any relevant
publications.

2.4.3 Step 3: study selection

The search results and research selection procedure are shown in the PRISMA flow diagram
(Page et al.,, 2021) (see Fig. 2.1). Inclusion and exclusion criteria were established to
determine potentially eligible studies fit for the purpose of this scoping review. The inclusion
criteria are studies that focus on: (1) evaluation of the experiences of primary caregivers
living with childhood cancer; (2) study populations of adults (18 years of age and older) who
were primary caregivers (fathers, mothers, legal guardians); (3) studies using including
gualitative studies; (4) studies conducted after 2010; and (5) studies that were published in
English. Research protocols, quantitative studies,letters, comments, conference abstracts,
editorials, commentaries and grey literature were excluded.
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Duplicates were removed after entering the chosen studies in the EndNote programme.
Then, my primary supervisor and | examined the titles and abstracts of the papers separately
to determine their relevance to the research questions. When the relevance of the research
could not be determined based on its abstract, the whole text of the study was studied. The
following stage involved obtaining and reviewing the whole texts of the studies that met the

inclusion and exclusion criteria in order to make a judgement.

Identification

Screening

Included

ldentification of new studies via databases and registers

Records identified from:
Databases (n =5):
PubMed {(n = 218)

Ovid (n= 197)
AMED (n = 104)
Registers (n = 2):
CINAHL (n = 102)

Cochrane Library (n= 108}

Records removed before screening:
Duplicate records (n = 729)
Records marked as ineligible by automation
tools (n=720)

Records removed for other reasons (n =9}

Records screened
(n=230)

Records excluded
(n=0)

l

Reports soughtfor retrieval
{n=230)

Reporis notrefrieved
(n=0)

l

Reporis assessed for eligibility
(n=130)

Reports excluded:
Abstracts only (n= 8)
Unable to retrieve full text (n = 12)

New studies included in review
(n=10)
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Figure 1.1 PRISMA: flow diagram of study selection process

2.4.4 Step 4: charting the data

At this stage, all the articles that meet the criteria for inclusion were summarised. According
to the literature, the main goal of data extraction is to document the features of the
included studies and important details pertinent to the review questions (Peters et al.,
2015). | created a data chart based on the data extraction framework. The data chart was
created using the general information and the qualitative conclusions of the included
studies.

General information that will be included in this table includes: a description of study
characteristics (eg, authors, year of publication, country of origin, methodology, sample
size/setting, and primary research objective). The characteristics of studies included in the
scoping review are reported in Table 1.
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Authors/Year Country Study Methods Objective

participants

Moridietal., Iran 20 mothers Qualitative To explain parents’

(2018) and 4 fathers  methodology experiences of
analysed through childhood cancer.

(n=24) .
Benner’s thematic
analysis

Demirtepe- Tarkiye Twenty Qualitative To examine the

Saygih et al., parents (15 methodology of the  affective experiences

(2018) mothers, 5 current study is of the parents of

fathers) (n = based on children with cancer
20) Interpretative qualitatively.
Phenomenological
Analysis (IPA).
Pishkuhi et Iran 13 parents Qualitative research  To clear the feelings of
al., with parents who
(n=13) . .

(2018) phenomenological experience the .
approach analysed phenomenon of caring
via the Colizzi a child with cancer.
method

Tanetal, Singapore 10 mothers Descriptive To explore caregiving

(2019) (n=10) qualitative study m.otljmers' expe.riences

within the active
treatment phase of
their
children/adolescents
diagnosed with cancer.

Beddard et United Eleven parents Qualitative study To explore the lived

al., (2019) Kingdom (10 mothers, 1 experience of parents

fathers) with childrenmwho
have had
(n=11) .
retinoblastoma.
40
Khouryetal., Lebanon 12 parents (10 Heideggerian To explore the



(2013)

Schweitzer et
al., (2012)

Taleghani et Iran
al., (2012)

Ataout et al,,
(2021)

Benedetti et Brazil

al., (2014)

Table 1. Characteristics of studies included in the scoping review

Australia

Palestine

mothers and 2
father)

(n=12)

11 parents (9
mothers and 2
fathers)

(n=11)

15 parents (11
mothers and

4 fathers)
(n=15)

14 family
carers (9
mothers, 5
grandmothers
and fathers)

(n=14)

13 parents (5
fathers and 8
mothers)

(n=13)

interpretive

phenomenological
approach

Interpretive
Phenomenological

Analysis

Hermeneutic
phenomenological
study

Interpretative
Phenomenological
Analysis (IPA)

Heideggerian
interpretive

phenomenological
approach

2.4.5 Step 5: collating, summarising, and reporting the results

experiences of
Lebanese families living
with a child with
cancer.

To explore the
experiences of parents
who have a child with
cancer.

To describe the lived
experiences of parents
of children diagnosed
with cancer in Iran.

To explore the lived
experiences of family
carers in the care of
children with cancer.

To understand the
experiences of parents
of children and
adolescents with
cancer undergoing
treatment.

To offer a summary of the gathered data, the extracted data will be summarised. The results

are summarised and published in a descriptive manner, as is typical of many scoping
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reviews, because the study techniques used varied widely (Pham et al.,, 2014). A quality
appraisal was not performed for the included articles because this is not typical for scoping
reviews (Arksey and O’Malley, 2005).

2.4.6 Step 6: consultation

Arksey and O’Malley’s scoping review process consists of five stages. However, Arksey and
O'Malley suggest that including the perspectives of stakeholders such as practitioners and
consumers might help to improve the results’ application (Arksey et al.,, 2005). The
consultation exercise was an optional sixth stage that could potentially “inform and validate
findings from the main scoping review” (Arksey et al., 2005: 23).

Levac et al., (2010) highly recommend the inclusion of stakeholders in the review process
and having them review the findings. This ensures that relevant literature is not overlooked,
and the findings are meaningful to the relevant stakeholders. Stakeholder engagement may
improve the relevance of research questions, increase the transparency of research
activities, and accelerate the adoption of evidence into practice (Roehr, 2010). Further,
patient and public involvement could increase understanding of issues that surround and
modify effectiveness, such as acceptability, equity and efficiency (Anderson et al., 2013).

It is important to note that Arksey and O’Malley (2005) described the design of a scoping
‘study’, not simply the design of a scoping ‘review’. Their study design was in effect a mixed-
methods design involving a literature study (the scoping review) and an interview study (the
consultation exercise), and for which argued that the consultation exercise could create
‘added value’ to both the literature study and the findings of the overall scoping study (p.
29). However, it remains unclear as to when and how to consult with stakeholders and how
to integrate information from the consultation exercise with the review findings in the
overall study (Buus et al., 2022).

Buus et al. (2022) showed that there is no widely accepted consensus on how to approach
and report a consultation exercise in the sample of scoping reviews. Furthermore, this
research shows that there was significant variation in the design of consultation exercises
and the stakeholders selected for them. This study also notes that there was no general
agreement about who was qualified to act as a stakeholder consultant. Although involving
stakeholders in the review process is recommended and increases understanding of issues
surrounding and changing effectiveness, such as acceptability, equity, and efficiency.

2.5 Results
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My search resulted in a total of 729 studies. Abstract and title screening removed 690 non-
relevant articles, and full-text review removed an additional 20, nine of which were
duplicate studies, resulting in 10 retained studies. For the remaining 10 articles meeting the
inclusion criteria, the full-text versions were then obtained. The studies included in our
review were published between 2010 and 2021.

Overview of included studies

The most common study design was interpretative phenomenological analysis (n = 3)
followed by thematic analysis (n = 2), Heideggerian interpretive phenomenological approach
(n=2), qualitative research with phenomenological approach analysed using the Colizzi
method (n=1) and descriptive qualitative study (n = 2). Studies originated from eight
different countries in Iran (n=3) and the UK, Palestine, Singapore, Lebanon, Australia, Brazil
and Tirkiye (all n = 1). A total of 101 parents took part in these studies. Table 1 presents an
overview of the study characteristics. The findings from the studies were explored, and
superordinate themes were identified using Interpretative Phenomenological Analysis. The
themes emerging from these studies were: An Emotional Rollercoaster; Financial Burden;
Pivotal Moment; The Effect on Relationships and Valuable Experience. These are reported in
Table 2.

Superordinate themes

Theme 1. An Emotional Rollercoaster

Theme 2. Financial burden

Theme 3. Pivotal Moment

Theme 4. The Effect on Relationships

Theme 5. Valuable Experience

Table 2. Superordinate themes

2.5.1 Theme 1: An emotional rollercoaster

The theme of “An Emotional Rollercoaster” perfectly expresses the constant emotional
anguish that parents go through. Nine articles identified themes that explicitly linked

43



emotions, psychological distress, and the uncertainty of what is to come (Atout et al., 2021;
Beddard et al.,, 2019; Benedetti et al., 2014; Demirtepe-Saygili et al., 2018; Khoury et al.,
2013; Pishkuhi et al., 2018; Schweitzer et al., 2012; Taleghani et al., 2012; Tan et al., 2019).
Primary caregivers reported that they experienced various emotional reactions during their
child’s iliness and treatment, such as being so shocked by the news it felt as though it had
winded them (Beddard et al., 2019).

The feeling of not being able to do anything to help their child leaves them feeling scared.
Usually it is the primary caregiver that protects the child, however, in this situation they feel
helpless. Mother’s in particular reported that when they learned about the cancer diagnosis
they experienced so many emotions it was difficult to describe exactly how it felt. The
primary caregiver’s reaction after learning of the cancer diagnosis was “shocked” and they
frequently did not even know how to react (Tan et al., 2019). Other primary caregivers also
reported that seeing their children as unhealthy and observing painful procedures often
caused them distress (Demirtepe-Saygili et al., 2018). These interviews with primary
caregivers captured an initial sense of grief, shock, and fear (Taleghani et al., 2012; Tan et al.,
2019; Moridi et al., 2017; Demirtepe-Saygil et al., 2018; Beddard et al., 2019; Tan et al.,
2019; Khoury et al., 2013; Schweitzer et al., 2011).

Beddard et al. (2019) and Tan et al. (2019) noted that most of the participants in their
studies emphasised that the symptoms such as shock in the first stage had passed by later in
the process, and stated that they reached the point of acceptance. After the initial shock,
most parents found acceptance, with some even viewing the situation as fate (Taleghani et
al., 2012; Tan et al., 2019). Caregivers feel that their children’s cancer diagnosis is a test for
them, and they should accept it because they think that it is destined to be (Tan et al., 2019).
According to Talenghani et al. (2012), this coping method is prevalent in certain cultures; for
instance, in Iranian culture, a person's capacity to deal with a condition like cancer depends
heavily on their religious beliefs and cultural background. One caregiver emphasised that
she/he was afraid of the future and was going through a big test by God (Talenghani et al.,
2012).

Primary carers highlighted their anxiety about the future and how this uncertainty affected
their well-being (Khoury et al., 2013; Tan et al.,, 2019). The uncertainty surrounding the
diagnosis and therapy left parents feeling powerless (Khoury et al., 2013; Tan et al., 2019).
Moreover, primary caregivers described this process as “indefinite” because the drugs their
children take as part of their for cancer treatment may have other significant side effects,
and further that their children may be diagnosed with cancer again. Several primary carers in
families reported having difficulties caring for their children, who were described as nervous,
irritated, and difficult to approach. After taking their medicine, the children, in the opinion of
the carers, would speak violently and aggressively to the treatment team and their parents
(Atout et al., 2021).
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This theme encompasses the feelings of grief, stress, shock, hope, fear, anxiety, and
uncertainty. As seen by the thorough and insightful descriptions of primary caregivers in this
study, having a child with a life-threatening disease like cancer can have a huge effect on the
parent’s lives. The emotional rollercoaster has an effect on the mental health and wellbeing
on the parents, which they feel they must conceal for the child’s sake.

2.5.2 Theme 2: Financial burden

The theme “financial burden” was reported in five of the identified studies (Khoury et al.,
2013; Pishkuhi et al., 2018; Schweitzer et al., 2012; Taleghani et al., 2012; Tan et al., 2019).
Burdens were mainly described as financial burdens and added responsibilities. In addition,
parents and family have to bear indirect expenses like shorter working hours, which result in
lower incomes, loss of livelihood, and loss of employment chances. Many parents reduced
working hours to care for their child (Pishkuhi et al., 2018). Finances were a strain on
primary caregivers because of expensive treatment fees, the imbalance between income and
expenses, and reduced time spent at work (Khoury et al., 2013; Pishkuhi et al., 2018; Tan et
al., 2019). Quotes from Khoury et al.’s study (2013) show how quickly their lives can change
and the impact this financial burden can have on the entire family. Along with this, primary
carers also explained how the decrease in their income unfavourably corresponded with the
increasing costs associated with the child's condition (Khoury et al., 2013).

The mis-match between a falling income and growing expenses was a cause of continuing
stress for families. Even if the primary caregivers had insurance to cover medical or other
related costs, their general disposable income levels still decreased. This was also dependant
on country-specific rules around cost implications for medical treatment, as some had higher
costs associated with them than others. However, it was clear that the decrease in work
impacted the majority of the primary caregivers in the studies (Tan et al., 2019).

Financial burdens were associated with distress, financial burden, and persistent thoughts
about finances. The reasons for the financial difficulties were high costs of treatment,
medical supplies, or when one of the parents had to leave their job to care for their child
with cancer, according to the study participants. Although the financial and work situations
were not the same for all the families, the diagnosis of cancer affected every family to some
extent.

2.5.3 Theme 3: Pivotal moment

45



Five studies commented on the “pivotal moment” (Beddard et al., 2019; Benedetti et al.,
2014; Khoury et al., 2013; Moridi et al., 2018; Schweitzer et al., 2012). Primary caregivers’
experiences in response to the pivotal moment of diagnosis in the studies were both
profound and personal. Primary carers reacted differently, varying from shock and deep
sadness to denial. Not only is the sick child is affected by the diagnosis, the entire family is,
especially the mother and father. According to Beddard et al. (2019) and Moridi et al. (2018),
a typical reaction was a lack of understanding as to why a child had been diagnosed with
what was frequently thought to be a fatal ailment.

Primary carers2 stories frequently began by describing a pattern of recognising symptoms,
seeking assistance, and then discovering that primary care providers were unable to offer a
diagnosis. Parents reported being initially shocked (Beddard et al., 2019; Benedetti et al.,
2014; Khoury et al., 2013; Schweitzer et al., 2012). Some primary caregivers experienced an
overwhelming sense of helplessness (Khoury et al., 2013). Primary carers expressed great
anxiety at this time, which they attributed in part to their feelings of being unprepared for
the diagnosis (Schweitzer et al., 2012). Some of the primary caregivers pointed out their
sense of helplessness and uselessness when they became aware of their child’s cancer
(Moridi et al., 2018; Schweitzer et al., 2012).

Primary caregivers talked about the how they felt when they thought of the potentially fatal
consequences of cancer. The life-threatening nature of the disease, especially the feeling of
imminent death and their child’s near-death after their diagnoses with cancer, were among
the top concerns and expressed by primary caregivers. Primary caregivers, generally,
experienced the possibility of their child’s death as a profound and life-changing experience.

2.5.4 Theme 4: Effect on relationships

Seven articles identified themes explicitly linked to the effect on relationships, namely the
importance of support and spiritual practices (Atout et al., 2021; Beddard et al.,, 2019;
Khoury et al., 2013; Moridi et al., 2018; Pishkuhi et al., 2018; Schweitzer et al., 2012; Tan et
al.,, 2019). Cancer may put a lot of demands on parents and lead to stress, which can
drastically change the dynamics of the family. Parental relationships change in the face of a
child’s illness. According to several studies (Khoury et al., 2013; Pishkuhi et al., 2018), the
condition has been proven to worsen couple conflict in some families and even be the cause
of conflict between them in some cases. Despite the numerous negatives, several parents
felt their bond was enhanced as a result of the experience (Khoury et al., 2013, Pishkuhi et
al., 2018).

Parental relationships often change in the face of a child’s illness. In some studies, primary
caregivers stated that the child’s illness made them feel closer to each other and the
relationships with their spouses also strengthened. They stated that their relationship was
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better than before the cancer diagnosis (Atout et al., 2021; Moridi et al., 2018). However,
most of the changes were perceived as negative by the parents. Parents felt more nervous
(Khoury et al., 2013; Pishkuhi et al., 2018). Participants stated that having these feelings
caused the relationship between the couples to deteriorate and that problems arose
between them.

Caregivers in these studies also emphasised that a cancer diagnosis had a negative impact on
their relationships. Most parents in Atout et al.’s (2021) and Moridi’s (2018) studies
acknowledged that having a child with cancer led to them experiencing a lot of difficulties in
several areas of their lives. They stated that they had difficulties due to issues such as
families staying away from their homes and taking care of the child who needed to stay at
home.

Most of the parents who participated in Schweitzer et al.’s study (2012) agreed that their
child’s cancer led to them facing various problems in different areas of life, such as
housework, family life, and the inability to care for other children. Being away from home
and living with their children for extended times had an impact on their numerous
responsibilities. Parents who participated in the research considered the support they
received to be a significant aspect of their experience. Some parents spoke positively about
the emotional and practical support they received from friends and family (Beddard et al.,
2019; Schweitzer et al., 2012; Tan et al., 2019). The emotional support that parents received
from friends and relatives was reported to be helpful; the majority stated it was a satisfying
experience to have other people’s support.

Parents stated that their friends’ support helped them both emotionally and practically,
helping them through difficult times. While some parents gained support from their family
and friends, others said that their child’s sickness distanced them to the point that
connections were negatively affected in the long term (Beddard et al., 2019; Taleghani et al.,
2012; Tan et al., 2019). Some felt that support was insensitive. Parents said it was difficult to
talk about their experiences with their friends and relatives (Beddard et al.,, 2019).
Participants in another study stated that their friends wanted to help, but they caused more
fatigue than help because they could not fully grasp the situation they were in (Tan et al.,
2019). Spiritual practices gave parents the sense that they were doing something to assist
their child’s recovery. Some participants reported using spiritual practices as a kind of
support and coping method (Pishkuhi et al., 2018; Schweitzer et al., 2012; Taleghani et al.,
2012; Tan et al., 2019). They stated that their religious views helped them get through the
treatment process. According to the families that did have strong belief in God, this was a
highly benefical experience (Schweitzer et al., 2012).

Participants in the studies emphasised the importance of the presence of support. They
mentioned the support that they received as an important component of their experience.
They also stated that religious activities also helped them cope. Spiritual assistance has an

47



influence on the feelings of primary carers. They stated that their religious beliefs helped
them get through the treatment process.

2.5.5 Theme 5: Valuable experience

Three articles identified themes explicitly linked to this concept (Demirtepe-Saygili et al.,
2018; Moridi et al., 2018; Schweitzer et al., 2012). Many of the participants in the study by
Moridi et al. (2018) noted that this helped them and their children cope with a difficult
disease such as cancer, in the face of future challenges. In the study by Demirtepe-Saygili
(2018), four of the participants noted a positive connotation to the changes that occurred
following the diagnosis, such as realising the value of family unity, organising one’s priorities
in life, and growing self-confidence. When a child is diagnosed with a condition that could
potentially fatal, like cancer, parents must unavoidably reassess their goals and the way they
want to spend their lives, both as a family and individually. In order to continue living as a
well-functioning family, parents reevaluated what was crucial or significant to them
(Schweitzer et al., 2012). Some participants from Moridi et al.’s (2018) study, which focused
on their performance in coping with cancer, noted the fact that being able to get through
such a difficult process made them feel stronger. The statements of another primary
caregiver emphasised that the diagnosis of cancer was sudden and completely changed their
lives (Schweitzer et al., 2012).

Participants in the studies reported that experiencing a cancer process made them mature,
and from which they gained different perspectives. They stated that all kinds of situations
could happen to them throughout their lives, and that everything changed after a difficult
disease process, such as with cancer.

2.6 Discussion

This review's objectives are to comprehend and synthesise the results of qualitative research
on the experiences of primary carers of children with cancer. Ten qualitative studies were
found to fit the aims of this review, and the findings were collated into five main themes.
These themes explored how the caregivers experience is understood in peer-reviewed
academic literature between January 2012 and December 2021.

The cancer diagnosis is the start of a journey where a multitude of emotions are felt (Long et
al.,, 2018; Remedios et al.,, 2015; Schweitzer et al., 2012; van der Geest et al., 2014;
Wakefield et al., 2013). According to Schweitzer et al. (2012), parents, when learning of their
child’s diagnosis, experienced a degree of shock and concern beyond anything they had ever
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previously known. Similar to this, Long et al. (2018) found that parents of children with
cancer expressed anxiety about their children’s health and social development, including
concerns that their children would be seen differently from their normally developing peers.
According to earlier research, parents of cancer patients reported significant psychological
discomfort throughout their child's treatment, including symptoms of depression, anxiety,
and posttraumatic stress disorder. According to several studies (Ljungman et al., 2016;
Michel et al.,, 2020; Wikman et al., 2017), a significant proportion of parents express
continuous distress, even though the degree to which they experience this lessens with time
after receiving the diagnosis. A cancer diagnosis can, however, lead to positive outcomes
that improve quality of life, such as prosperity, self-renewal, resilience, and achievement of
personal and emotional growth, according to one of the studies found in the literature
review (Demirtepe-Saygili et al., 2018; Duran et al., 2013; Rosenberg et al., 2013).

Caregiving for children with life-threatening diseases is difficult and time-consuming, putting
enormous stress on many parts of life, including health, relationships, family functioning,
socialisation, and financial stability, according to research (Wiener et al., 2016). The findings
of this study are consistent with those of a qualitative study conducted by Jadidi et al.
(2014), who described parents’ complete helplessness and absolute frustration at having to
continue living after learning that their child had cancer and that they equated this disease
with death. Moreover, they shared the uncertainty brought about by cancer, how scared
and helpless they felt for their children, and how stressful and painful the side effects of
cancer treatment were. Uncertainty can lead to emotions of worry and concern about the
future, including the possibility of a recurrence of an illness, the death of a beloved child,
additional challenges, and the possibility that their hopes for a brighter future would be
destroyed (Salem et al., 2019; Khoury et al., 2013). Information not only assists parents in
terms of reducing their uncertainty and managing their children’s and family’s risk factors for
the condition, but also provides them with a sense of control in an otherwise chaotic
situation (Haase et al., 2016; Kerr et al., 2019). One of the key duties of paediatric oncology
nursing, ensuring that parents are properly informed about their child’s diagnosis and
treatment, can make a significant contribution in this regard (Landier et al., 2016).

Trying to care for a child with cancer has far-reaching financial implications. The findings
showed working hours were often reduced due to the intensity of the cancer treatment
process (Pishkuhi et al., 2013; Russell et al., 2016). Accordingly, they may have lost their jobs,
which alongside a potentially costly treatment process, increased their financial difficulties
(Bona et al., 2014; Santacroce et al., 2018). Roser et al., (2019) and Santacroce et al. (2018)
found that there were significant socioeconomic implications for parents as a result of their
child's cancer, including income loss, employment disruption, and increased out-of-pocket
spending. Similarly, previous research (Alves et al., 2013; Cohen 2014; Syse et al., 2011) has
also found the theme of financial and work issues, especially working hours and the
associated, costs of treatment causing financial hardship. Reduced working hours may result
in lower family income (Roser et al., 2019). Financial strain occurs within six months of the
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diagnosis for 64% - 92% of afflicted parents (Bona et al., 2014; Bona et al., 2016) and remains
throughout the illness trajectory (Santacroce et al., 2018). In Alves et al.’s (2013) study, half
of the carers sought financial assistance from other family members. As a result, it is clear
that parents required support and advice from healthcare staff and family members during
their child’s cancer treatment.

There is no doubt, as Khoury et al. (2013) and Moridi et al. (2018) note, that there is also the
fear of that their child might die. According to Jadidi et al. (2014), all participants in their
study expressed extreme despair about surviving their children, and because of their
negative perspective, as they thought cancer to be synonymous with death, they were
reluctant to carry on living themselves. In order for patients and their parents to be able to
recover from illness and return to normal life, it is advised that clinics for parental mental
therapy be established. Similarities to Altay et al. (2014) and Muskat et al. (2017) were
identified, particularly with regard to the requirement for ongoing psychological, emotional,
and educational support throughout the duration of the treatment in general and in
particular when patients go through different stages of treatment or experience relapse.

Conflicts and issues that caused fractures in relationships were brought on after the child
was diagnosed with cancer. However, some parents also felt that their relationship became
better and stronger at this point than it had been previously. This review's findings support
those of Da Silva et al. (2010), which found both positive and negative changes in the marital
relationships of parents whose child had cancer. Although the relationship may suffer as a
result of the child’s illness, the couple’s mutual commitment may be strengthened if trust
and offers of support are maintained (Steffen et al., 2006). Cancer’s impact on these
relationships may lead to more joint activities and a greater appreciation for family support
and time spent together. Furthermore, Clarke et al. (2008) reported that parents had
ongoing support requirements, suggesting that parents may need help in addressing future
consequences for their child following acute treatments. On the same subject, Schweitzer et
al. (2012), which | included in the literature review, was also discussed in the study.
According to their findings, all parents described the time of diagnosis as the most difficult
part of their experience, emphasising the importance of helping parents in responding to
their children’s needs, facilitating their adaptation, making them feel empowered, and
providing emotional and informational support. Support from family, friends, and other
parents on the ward was found to be an important factor in a parent's ability to cope (van
Schoors et al., 2017). Similarly, Bayat et al. (2008) discovered that when social support for
parents of children with cancer increased, their depression, hopelessness, and anxiety
decreased.

The synthesised theme, ‘Pivotal Moment’ addresses that cancer diagnosis was the turning
point in the lives of the participants. This theme involves participants talking about their
reactions when they learned of their cancer diagnosis; these are helplessness, shock, and
denial. As mentioned earlier the potential fatality of cancer causes them to be constantly

50



anxious. This finding is consistent with a previous study by Fletcher (2011), which found that
mothers of children with cancer experience this is a traumatic event in their families and
suffer from shock and disbelief when the disease is discovered. They are also forced to carry
this is an additional burden as a result of the diagnosis.

The 'Valuable Experience’ theme includes the fact that primary caregivers stated that after
the diagnosis of cancer, their lives were never the same again and changed completely.
According to Moridi et al. (2018), the participants described the changes resulting from
cancer therapy and its consequences as a never-ending war against the disease. Regarding
this matter, it has been noted in the literature that some parents who are coping with cancer
feel that this to be an ongoing struggle and question why the disease has invaded their
children’s and their own lives (Angelo et al., 2010). Every parent interviewed by Khoury et al.
(2013), in one of the studies covered in this review, noted their journey as a never-ending
struggle against cancer and the effects of illness on their family life. Apart from the negative
perspective brought about by the cancer diagnosis, there are also studies with participants
who attribute a positive meaning to the changes that occur after the diagnosis. This result is
in line with a qualitative study of fathers of childhood cancer survivors (Hensler et al., 2013),
which suggested that fathers identified benefits in three areas: increased confidence in their
ability to meet challenges in the future, a renewal or strengthening of their spiritual
connection, and closer relationships with family (wives, children) and close friends.
According to Phipps et al. (2015), the majority of parents report experiencing positive
changes as a result of their child's cancer diagnosis in terms of their own behaviour, their
relationships, and their plans for the future. In a similar way, participants in the studies by
Kelada et al. (2020), Peikert et al. (2020), and Tan et al. (2019) highlighted how having a
seriously ill child improved their parenting skills and underlined the importance of spending
time with their children.

2.7 Conclusion

This scoping review gives a fuller picture of how a diagnosis of cancer impacts an individual
as a primary caregivers caring for children and allows us to gain some perspective on primary
caregivers’ experiences throughout the trajectory of the disease. This review provides a
update on the recent literature on the primary carer experiences of children with cancer.

It can be seen that studies on primary caregivers are generally conducted by psychologists
and nurses, and when we look at the studies included in the this scoping review, it is
apparent that only one study was completed in the context of the UK, and by psychologists.
It is also important to highlight the fact that very few papers on this topic have been
completed within the context of the UK, and this gap in the literature base has to be filled.
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Therefore, the present study fills this gap through a qualitative analysis of the experiences of
a sample of primary caregivers of children with cancer.

As identified through a scoping review, the impact on primary caregivers of living with a child
with cancer is considerable (Khoury et al., 2013; Tan et al., 2019; Moridi et al., 2018). The
lack of use of theoretical frameworks in studies included in the scoping review was identified
as an issue in providing context for continued research in this area to expand our knowledge
about primary caregivers’ experiences and how best to support them. Only one study
mentioned a theory (Khoury et al., 2013), which was the family systems theory.

As mentioned in Chapter 1, the theoretical framework for this study was family systems
theory. The implementation of family-centred care in the treatment of children was
reported to have a wide range of benefits for both parents and children. There is growing
evidence that this is associated with a lower caregiving burden (Crespo et al., 2016),
increased child, family, and health providers’ satisfaction (Crespo et al., 2016; Phiri et al.,
2020), improved parents and child psychosocial health (Coyne et al., 2018; Dix et al., 2013),
improved quality of care, improved parent perceived self-efficacy (Salvador et al., 2019) and
increased trust (Coyne et al., 2018). In the review (Deribe et al., 2023), parents who have
received family-centred care had better mental health and coping mechanisms, positive
feelings, improved sleep quality, reduced caregiver burden and fatigue, and improved
quality of life.

All primary caregivers are affected in some way by a child's cancer diagnosis. Nurses are the
professionals who spend the most time with the patient and family members during the
treatment period (Butler et al., 2018). As a nurse, this scoping review was conducted in order
to understand the experiences of primary caregivers during the difficult process of cancer
and to suggest ways in which healthcare professionals can help families like them in the
future. Nurses can reduce uncertainty and promote healthy adaptation by making sure
primary carers are informed about their children's treatment plan and the care that goes
along with it. These studies clearly demonstrated the difficulty of caring for a child with
cancer. The following chapter provides the methodology used to arrive at the findings, as
well as the fundamental structure of the phenomena of caring for a child with cancer.
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Chapter 3

Methodology

3.1 Introduction

This chapter will provide an exploration of my rationale, the progression from the theoretical
underpinnings to my methodological approach, and my choice of paradigm for this research
entitled “The Experiences of Primary Caregivers of Children with Cancer”. | will also clarify
how these choices were interlinked, affecting my selection of research method, choice of
participants, the effect on ethical considerations and congruence of the analysis framework
utilised in considering the research questions. In order to address my research aims to
explore the primary caregivers’ lived experiences of their child being diagnosed with cancer |
have taken a qualitative approach. The aim of the study is to create insight into what it is like
to be a primary caregiver for a child with cancer and make sense of their experiences. This
study used interpretative phenomenological analysis, which is informed by phenomenology,
hermeneutics, and idiography (Smith, 2011).

The first part of the chapter will begin with the ontology and then continue with the
epistemological perspective by explaining the rationale for adopting a qualitative research
design. The use of interpretative phenomenological analysis will be justified and discussed.
Thereafter, | will discuss the three main theories that guided the research technique for this
study: phenomenology, hermeneutics, and the idiographic model of inquiry. It will be argued
that IPA is a more appropriate methodology than other methods to address the research
guestions. The issue of reflection on personal experience will also be covered. | will then
describe the study design in some depth, including the sampling method, participant
recruitment, and data collection procedure. | will then present ethical considerations
relating to this research. The following section of this chapter will also detail the processes |
engaged in to generate the themes and codes from the transcribed data, in order to analyse
the findings of my research. The chapter will end by discussing with the validity and quality
of qualitative research and its contribution to theory.

53



3.2 Ontology

Ontology is a philosophical concept that refers to how humans interpret their reality in light
of the assumptions they have about how they exist in the world (Breakwell et al., 2012). |
started by reading the ontological theories that have been identified in the literature to start
the inquiry process as suggested by Creswell et al. (2007). When considering ontology as a
continuum, a person’s position may vary from that of the relativist, who holds the idea that
there are several views, perspectives, and realities, to that of the realist, who believes the
ideology that there is one objective truth (Willig, 2008).

This research has been positioned within a relativist ontology, according to which there is
only one reality, commonly referred to as the “truth”. (Levers, 2013). Relativist ontologies,
on the other hand, call into question the notion that reality exists in a law-bound and
consistent external reality. Relativist ontologies emphasise the variety of interpretations that
can be made of what happens in the outer world, which is intertwined with the meaning
that individuals construct from their life experiences (Willig, 2013). Taking this ontological
perspective into consideration, my research methodology is based on a phenomenological
framework. The interpretation of experience is the focus of phenomenology. It is assumed
that what is known is gained from personal experience. The goal of the study from a
relativist ontological standpoint is to attempt to comprehend how different people perceive
reality and the existence of multiple truths (Levers, 2013).

It is critical for researchers to be conscious of their own epistemological viewpoints, since
this can help in the identification and clarification of our underlying assumptions about
knowing. With regard to my own ideals, epistemological position and aim to provide
meaningful data, adopting a qualitative method felt more natural and personally connected
to me.

3.3 Epistemological position

Epistemology deals with how knowledge is obtained and whether it is constructed
subjectively or obtained objectively through science (Guba et al., 1994; Robson et al., 2016).
In general, there are three epistemological positions: positivism, realism, and interpretivism.

According to a positivist position, there is a clear connection between the world (objects,
events, and phenomena) and how we see and comprehend it (Willig, 2013, p.4). The goal of
theory, according to a positivist perspective, is to produce testable hypotheses
(deductivism), which is accomplished by employing an inductive approach to examine social
reality using the methods of the natural sciences (Bryman, 2012). In a positivist approach, it
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is believed that research can produce objective knowledge that is unbiased and impartial,
and unaffected by the researcher (Willig, 2013, p.4).

Positivism and realism share similarities in that the realist researcher believes in the
existence of an external social reality. But in critical realism, the researcher's
conceptualisation is considered a means of comprehending that reality, acknowledging that
there is a separation between the things under investigation and the concepts employed to
describe, analyse, and account for them (Bryman, 2012).

The last position, interpretivism, holds that objective analysis of the world is impossible; the
world is socially created, and hence social phenomena do not exist independently of our
understanding of them (Furlong et al., 2010). Accepting that there is no objective reality, this
position acknowledges the researcher’s role and the double hermeneutic, that is, the
researcher incorporates not only the meaning and sense the participant has made of their
lived experience, but also the researcher’s attempts to interpret and understand how the
participant made sense of their experience (Smith et al., 2009). Within this method,
gualitative methodologies are adopted to explore how individuals understand the world
around them. The methodologies, beliefs, and concepts of interpretivism are similar to many
of those of modern nursing (Levers, 2013), including a dedication to patient-centred, holistic,
and personalised care (NHS England, 2015b). In the type of information that is valued and
sought after, the questions | have attempted to address through my research suggest the
need for an interpretivist epistemology.

3.4 Interpretative phenomenological analysis (IPA)

Smith (1997) proposed interpretative phenomenological analysis (IPA) as the most recent
iteration of operationalised phenomenology. The exact steps are described by Smith and
Osborn (2008). Smith (1999) proposed IPA as a new method for performing qualitative
research in health psychology, but it has since been embraced by other disciplines such as
counselling, nursing, and education (Hefferon, 2011; Smith, 2011). Its rising popularity is
mostly due to the analytic method’s nearly prescriptive style, which attracts researchers of
all experience levels, especially novices (Larkin, 2006).

IPA is particularly interested in examining how individuals interpret significant life events. Its
objective, as suggested by Smith and Larkin (Smith, 2009; Larkin, 2006), is to draw on
people’s introspective descriptions of what these significant life experiences mean to them.
This unique emphasis on meaning was a key factor in choosing IPA over other strategies.

According to Smith et al. (2009), IPA is a methodology for qualitative, experiential, and
psychological research that is based on the philosophical ideas of idiography, hermeneutics,
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and phenomenology. This section summarises what IPA learns from each of these three
categories.

3.4.1 Phenomenology

Smith et al. (2009) describe phenomenology as a philosophical approach to the study of
experience. The phenomenological philosophy was developed by Husserl (1927), Heidegger
(1927), Merleau-Ponty (2013), and Sartre et al. (1956).

Husserl’s emphasis on the analysis of lived experience is shared by IPA. Smith (2009:32), on
the other hand, recognises the difficulties to gaining knowledge of the essence of a
phenomenon; IPA seeks only to capture the distinct experiences that are experienced by
certain persons. In order to obtain to the essence of a phenomenon, Husserlian
phenomenology demands that we step away from our daily experience (Smith et al., 2012).
Heidegger’s thinking has also had an impact; the IPA holds that humans always build their
understanding of the world through their social interactions. Merleau-Ponty likewise
advocated a view of the individual as immersed in the environment, but he placed a focus on
how our embodiment shapes the way we perceive and interact with the environment
(Langdridge, 2013). Finally, from Sartre’s perspective, the concept that the contextual
interpretation of events is highly dependent on the existence or absence of people’s
interpersonal and social interactions is accepted (Shinebourne, 2011). As a result, this
involvement with making sense of human experience includes a “lived process, an unfurling
of views and meanings, which are unique to a person's embodied and situated relationship
to the world” (Smith, 2009:21). These ideas demonstrate the complexity of “experience” as a
lived process, which leads to the development of viewpoints and significance particular to a
person's “embodied and situated relationship to the world.” (Smith et al, 2009, p.21).

3.4.2 Hermeneutics

Hermeneutics is described as “an attempt to show the pre-philosophical understanding of
humans in the world that is basic to various disciplines so that this understanding can
become the basis of philosophical reflection” (Stewart et al., 1990:145). Hermeneutics is the
theory of interpretation developed by Schleiermacher (1998), Heidegger (1927), and
Gadamer (1992), according to Smith et al. (2009). Hermeneutic (interpretative)
phenomenology is a research approach based on Husserl’s descriptive phenomenology
(Heidegger, 1982). The phenomenological-hermeneutic method is fundamentally a
philosophy of comprehending a specific phenomenon and the scientific interpretation of
phenomena occurring in text or the written word (Creswell et al., 2017). Heidegger
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broadened this to encompass comprehending the phenomena of the world, how we go
about knowing the reality offered to people and understanding the being itself (Cohen et al.,
2000). The impact of Heidegger on IPA stems from his belief that phenomenology is an
inherently hermeneutic activity. Gadamer (1998) viewed hermeneutics as a collaborative
process in which meaning is created through a series of readings, writings of reflection, and
interpretations. As we go through the phenomenology process, the phenomena can have an
impact on our interpretation, which can have an impact on our fore structure, which can
then have an impact on our interpretation, and so on (cited in Smith et al, 2009).
Schleirmacher viewed interpretation as both grammatical and psychological, and he claimed
that while a writer's intentions for a work are distinctive, the meaning of the text is open to
interpretation by the reader within a larger context (Smith et al., 2009).

The hermeneutic circle is a basic principle of hermeneutics: a circular approach to viewing
information. There is a dynamic link between the part and the whole: to comprehend the
part, one must first perceive the entire, and to grasp the whole, one must investigate its
unique pieces. The hermeneutic circle alludes to the repetitive aspect of IPA: during the
analysis, the researcher swings back and forth in order to conceptualise the data, rather than
adopting a linear approach where one phase follows another (Smith, 2009).

3.4.3 Idiography

Idiography is centred on the particular in the sense of how specific occurrences have been
interpreted from the perspective of individual people in a specific setting, and it ensures that
a study is detailed and in-depth (Eatough et al., 2008). In-depth examination of specific
experiences of specific persons in specific circumstances is one of the IPA’s goals. However,
from a methodological perspective, the analysis is extensive and in- depth in order to offer
the experiences of a small number of participants (Larkin, 2006). Ultimately, it is always
possible to go back to the level of the individual for claims made on behalf of the entire
group. According to Larkin (2006), when performing IPA research, description and
interpretation must always be balanced.

In conclusion, IPA is an inductive methodology based on phenomenology (experience),
hermeneutics (interpretation), and idiography (the particular). It has been observed that
while addressing research issues, health researchers, particularly nurses, are frequently
drawn to interpretative phenomenology (Petrovskaya, 2014b). IPA was chosen because it
enables a thorough examination of the ways in which primary carers of children with cancer
interpret their specific experiences.
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3.5 Qualitative methodology

Qualitative approaches allow researchers to peer deeply into the world of human experience
(Guest et al., 2013) and enable in-depth exploration of the meanings people attribute to
their experiences (Brookes, 2007; Merriam et al., 2015; Tuffour, 2017). One of the benefits
of qualitative approaches is the use of open, exploratory questions that allow for the
emergence of unlimited and emergent descriptions, which is especially useful when little is
known about a research area or when the topic is highly complex (Anderson, 2010; Elliott et
al., 2005); the current study meets both of those requirements. As discussed in Chapters 1
and 2, the research questions and the subjective nature of the data placed this study within
the realm of qualitative research.

According to Smith, Flowers, and Larkin (2008:45), quantitative research attempts to assess
“what happens at one remove, by inferring mental events from observations of behaviour”.
A quantitative approach may have gathered information from a bigger pool of individuals,
but the richness of experiences would have been lost. Qualitative research, on the other
hand, “tends to focus on meaning, sense-making, and communicative action” (Smith et al.,
2009:45).

Having established my ontology and epistemology, this in turn influenced my choice of
methodology. As with all research endeavours, choosing the qualitative methodology that
was best suited to the line of inquiry was vital to obtain the desired results. All qualitative
methodologies vary in their application, dependent on the researcher, the research
guestion, and whether a philosophical theory has been adopted to provide a form of focus.
Three methodologies were examined to determine the most appropriate in this instance:
Grounded Theory, Thematic Analysis and IPA.

3.5.1 Grounded Theory (GT)

The Grounded Theory (GT) approach uses a systematic and comparative method of analysis
to understand the patterns of social processes (actions, behaviours, and interactions) over
time to generate a theory (Charmaz, 2014; Glaser & Strauss, 1967; Strauss & Corbin, 2015).
GT is regularly regarded as the primary alternative to IPA (Smith et al., 2009) and has been
widely employed in health-related/nursing research since Glaser and Strauss (1967).
Purposive sampling is used in IPA to recruit participants with rich and diverse experiences of
the phenomenon under study (Creswell & Poth, 2018). Likewise, GT also uses purposive
sampling in recruiting participants who have varying experiences of a phenomenon in order
to explore multiple dimensions of social processes with the aim of theory construction
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(Morse & Field, 2013). However, theoretical sampling is additionally employed in GT to seek
participants for specific information, which develops the properties of the theoretical
categories until no new data emerges (Charmaz, 2014). Neither GT nor IPA prescribes an
exact number of participants, as sampling depends on the particular study’s goals. While
there are similarities between this approach and IPA, GT differs in that explanations are
typically based on a larger sample size and is more conceptual and explanatory (Smith et al.,
2009).

3.5.2 Thematic Analysis (TA)

Thematic analysis (TA) is the process of identifying patterns or themes within qualitative
data (Braun & Clarke, 2006). It is commonly used because of the wide variety of research
guestions and topics that can be addressed via this method of data analysis (Braun & Clarke,
2012). A further advantage is that it is a method rather than a methodology (Braun & Clarke
2006; Clarke & Braun, 2013). Unlike IPA and Grounded Theory, TA is not tied to a particular
epistemological or theoretical perspective, and this makes it a very flexible method (Maguire
& Delahunt, 2017). However, criticisms of the approach include limited depth when
exploring the subject areas under analysis, a leaning towards unsubstantiated subjective bias
relating to in-depth interpretations, and rich description being omitted or unrealised (Vaezi
et al., 2015; Braun and Clarke, 2016). Thematic analysis is an appropriate and powerful
method to use when seeking to understand a set of experiences, thoughts, or behaviours
across a data set (Braun and Clarke, 2012). Since it is designed to search for common or
shared meanings, it is less suited to the examination of unique meanings or experiences
from a single person or data item (Kiger & Varpio, 2020). Braun and Clarke (2016) recognise
that the scope of thematic analysis emphasises description and exploration, with less
investment in the interpretative elements that IPA offers. This study aims to use a small
sample to explore the rich and detailed experiences of primary caregivers of children with
cancer; therefore, it is most appropriately matched to IPA methods and their individual focus
(Smith et al., 2009).

3.5.3 Interpretative Phenomenological Analysis (IPA)

| perceived the methodology most congruent with my ontology and epistemology for this
research to be IPA. According to Smith et al. (2009), Interpretative Phenomenological
Analysis (IPA) has its origins in phenomenology, which focuses on how individuals interpret
their experiences. The suggestion is that far from being a passive recipient, people ‘interpret
and understand their world by formulating their own biographical stories’ (Brocki et al.,
2006:88) and this helps them to make sense of what is happening to them. The participant's
personal account of their experiences is at the heart of IPA, and acceptance of the interplay
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between the participant’s narrative and the interpretation the researcher provides the
process is key to the analytical process within IPA. Smith (2012) underlines the necessity for
the researcher to strive to understand their own biases, which influence how they engage
with data, as well as the relevance of reflexivity. | acknowledge how my own beliefs and
values may have an impact on this research study and have sought to be as honest as
possible in order to overcome potential personal biases (Roberts, 2013).

3.6 Why choose IPA?

My experience working with children and interacting with parents as a nurse in an oncology
clinic led me to want to explore the unique journeys of primary caregivers by allowing me to
see that their individual experiences differ from each other; therefore, | decided that IPA
was the most appropriate method to both better understand and interpret their individual
experiences. This approach allows the subjective nature of experience to be interpreted and
understood in depth (Larkin et al., 2011). The appreciation of individual experiences within
IPA in identifying both similarities and differences between respondents made this approach
preferable to more narrative analytic methods. IPA research explicitly considers the
‘interpretation’ of an experience (Smith et al., 2009; Spiers & Riley, 2019). Interpretation can
be thought about in many ways, one part of this being ‘the hermeneutic circle’. The
hermeneutic circle can be thought of as an iterative process involving moving between the
smaller and larger units of meaning, or between the parts and the whole of the investigated
phenomena or lived experience (Smith et al., 2009). This concept allows researchers to
engage with their data in a dynamic, non-linear manner, in which the data is thought of as
individual parts on their own as well as part of a wider context (Frechette et al., 2020).

The research questions are open and exploratory, focusing on meaning and individuals’
understanding of their experiences, aligned with IPA’s epistemological position (Smith et al.,
2009). In IPA, concepts set the scene rather than provide a prescriptive framework. IPA is
inductive and uses flexible techniques to allow unanticipated themes to emerge during
analysis (Finlay, 2011). In this research, detailed analysis of primary caregivers’ experiences
was conducted utilising inductive principles. IPA is also interrogative as one of its central
aims is to contribute to the existing body of literature (Larkin & Thompson, 2012). Even
though IPA involves in-depth analysis of small sample sizes, the results can be discussed in
relation to the broader extant literature (Smith et al., 2009).

In contrast, the GT process incorporates continuous analysis and the development of new
data, allowing the researcher’s examination of developing topics of interest to be influenced
by both the researcher’s interview and analysis experiences. When using GT as a research
methodology, Smith et al. (2009) discussed the following:
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“Grounded Theory is likely to be attractive to you if you have the time and space to deal with
a lot of data, if your focus is not necessarily (or primarily) psychological, if you are keen to
have a relatively structured protocol to follow... (p.44).”

GT involves concurrent data collection and analysis, which is an energy intensive process
(Wuest, 2012). Another significant challenge in GT is the quality of the theory produced at
the end of a study, depending on the researcher’s theoretical sensitivity (Charmaz, 2014). As
a novice researcher in the use of qualitative methods, | thought it would not be appropriate
to use GT as a method in this study in case my theoretical sensitivity was insufficient.
Grounded theory’s central aim is theory-building (Thornberg & Dunne, 2019). The intention
of this study is not to generate theory; rather it is to allow for new understandings of the
ways primary caregivers experience caregiving for their children. GT is a more macro level of
analysis, concerned with the development of codes and categories from data, to construct
theories about social processes that are grounded in real-life experiences (Charmaz,
2006), and recruitment continues until data saturation is reached and no new themes
emerge. In contrast, IPA employs micro-analysis of individual experiences, and is concerned
with the generation of super-ordinate themes that reflect the texture and nuance arising
from the detailed exploration, and presentation of ‘actual slices of human life focused on the
convergence and divergence of participants’. (Smith et al., 2009:292). The aim of this study is
to provide a deep understanding of the meaning of family caregivers’ lived experiences of
children with cancer so as to identify the similarities and differences between the
experiences of the participants, and to obtain results on how to improve the quality of
nursing care in order to better support them in this difficult journey. IPA is the best choice of
method to achieve this goal.

Another method, TA, offers a flexible methodological framework that may be supported by
phenomenology and, in fact, a variety of different theoretical perspectives. As a result, it can
assume a strong phenomenological focus thanks to this flexibility. However, because of its
adaptability, it lacks a pre-existing theoretical framework, and as a result its method falls
short of illuminating the underlying significance and depth of the research issues themselves
(Maguire &Delahunt, 2017). This study’s primary goal is to gather first-person reports of
subjective and personal lived experiences. Therefore, it aims to highlight a strong idiographic
focus with a limited and focused sample size. The IPA procedure is rather different from that
of TA: IPA involves a detailed focus on the analysis of each case with an idiographic focus
(Smith et al., 2009; Larkin et al., 2019), before developing themes across cases (Braun &
Clarke, 2013). Idiography is also just one of a set of lenses IPA brings to the table which
invites that deeper exploration. These lenses also include the embodied, existential, and
relational elements of phenomenology (Smith et al., 2009). It is the introduction of these
lenses that guides the researcher toward a deeper interpretation. The hermeneutic IPA lens
sets out to use multiple layers of interpretation (Smith et al.,, 2009) to access the latent
meanings within the data, offering deeper exposition. This is quite different from theme
development in reflexive TA, where themes are developed across cases from codes following

61



the coding of the entire data-set. IPA goes analytically much deeper or further with each
data item, before taking an overall thematic orientation to develop themes across the data-
set (Braun & Clarke, 2021). TA can be used when the sample is relatively large (i.e. larger
than N = 10) and/or heterogeneous, such as when the aim is to capture diversity (Fassinger,
2005). As a result, TA was not selected because since it lacked the required precision and
philosophical foundation; an idiographic focus was essential to this study, and a
homogeneous sample was required.

IPA was selected as the best approach for this study because it places considerable emphasis
on comprehending and interpreting primary carers' experiences in order to show how it is
for them. Combining IPA with an idiographic focus allows for the possibility of highlighting
the voices of the primary carers in this study, and helps readers comprehend their
experience exactly as it is, which is in line with the research’s main thesis. IPA was selected
because it would allow for a thorough examination of carers’ experiences by developing an
“insider's perspective” (Reid et al., 2005) and by adhering to idioms, which would result in an
interpretative account of their social and personal lives. The choice of IPA is further
reinforced by the fact that several research efforts (Schweitzer et al., 2012; Tutelman et al.,
2019) examining the experiences of parents of children living with chronic diseases like
cancer have used it. IPA is considered a good methodology for research that focusses on
phenomena that are not fully understood, are complex, or where there is a lack of previous
exploration (Maltby et al.,, 2010). IPA is particularly relevant when people are having
fundamental life experiences, as the multidimensional, embodied, cognitive, affective, and
experiential aspects of their response to that experience emerge (Smith et. al., 2009).

In order to provide better care to paediatric patients with cancer and meet their needs, it is
also necessary to explore the experiences of their primary caregivers. As a nurse, this study
was conducted to provide holistic care to the child with cancer and their family. Holistic
nursing practice involves paying attention to the individual patient’s entire being through
“bio-psychosocial-cultural-spiritual assessment” (Enzman Hines, 2017, p. 7). Thus, one
gualitative approach that aligns quite closely to the goals of the holistic nurse researcher is
phenomenology. Using interpretive phenomenological analysis can allow one to conduct
phenomenological holistic nursing research, and hence it was used in this study.

In summary, Table 3 shows the differences between each method of framing qualitative

research.

Approach Purpose Sampling Features

IPA To describe the essence of a | Purposive *micro level of analysis
phenomenon by exploring it | sampling/ *idiographic focus
from the perspective of Interviews with up | *hermeneutic circle
those who experienced it so | to 10 individuals *phenomenology
as to understand who have *philosophical
the meaning participants experienced the foundation
ascribe to that phenomenon
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phenomenon being studied

Grounded Theory To develop theories Purposive *macro level of
grounded in the sampling/ analysis
study data Interviews or *|larger sample sizes

focus groups with | *philosophical
15-30 individuals | foundation

Thematic Analysis To identify and interpret Small or large data | *looking for patterns in
patterns or themesin a sets/ interview the meaning of the
data set transcripts, survey | data to find themes

responses, and
observational
notes

Table 3. Differences between methods

3.7 Research design and implementation

3.7.1 Sample size, selection and homogeneity

A homogenous sample should be used to reflect the participants in an IPA method in order
to better understand their lived experiences and views (Alase, 2017). Smith (2009) proposes
that given the goal of IPA is to construct fine-grained descriptions of individual persons in a
specific setting, the sampling method should emphasise homogeneity to the greatest extent
feasible. Samples should be purposeful in addition to being homogeneous (Smith, 2009). For
the purpose of this study, homogeneity was achieved with mothers who are the primary
caregivers of children with cancer. It is essential that each participant has a similar set of
personal encounters with the phenomena under study (Creswell, 2013). Several IPA research
papers were considered to gain a better understanding of how homogeneity is seen (Atout
et al., 2021; Lopez et al., 2020; McEvoy et al., 2021).

Purposive sampling allows researchers to pick participants based on their ability to
demonstrate a trait of relevance for the study being conducted (Silverman, 2010). As a
result, it presupposes a certain degree of critical thought about the precise criteria one
should select from a given population. However, researchers should be realistic and more
flexible in their inclusion criteria given the fact that real-world research may have other
aspects, such as practical considerations, time restraints, and demographic characteristics
(Smith, 2009).

There is no set rule for the optimal number of participants required for an IPA design,
however, research with anything between 1 and 30 participants has been undertaken
(Brocki et al.,, 2006; Pietkiewicz et al.,, 2014; Wagstaff et al.,, 2014). In order to be
manageable and to allow for the necessary depth throughout the analysis, it is
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recommended that an IPA study have a small sample size. Purposive sampling, similar to an
IPA (Smith et al., 2007), was used in this study. Therefore, for a master’s degree, three
participants are adequate, for a professional doctorate, a sample size of up to ten
participants is adequate, and for a study at the PhD level, sample size can vary according to
the type of research question and the calibre of the data acquired (Smith, 2009). In order to
preserve the idiographic quality of IPA, it is often advised to use a “less is more” approach
(Smith, 2009; Hefferon, 2011; Brocki, 2006; Reid, 2005; Smith, 2004). Although smaller
sample sizes are a general drawback of IPA research, they do allow for richer, more in-depth
analysis by allowing for more time to be spent on each account. The sample size in IPA
research should be chosen depending on the particular setting in which the study is to be
performed, much as with the homogeneity problem. If more participants are required,
snowball sampling can also be utilised (Kelly et al., 2015). Participants who are gathered by
purposive sampling will serve as a source of additional participants for snowball sampling
(Kelly et al., 2015).

A planned in-depth analysis of the data collected for a qualitative study on the experiences
of primary caregivers who have children with cancer and interviews will be carried out with a
purposive sample of five caregivers. To create this purposefully homogeneous sample, all
individuals were chosen using the following criteria.

3.7.2 Inclusion and exclusion criteria

The inclusion and exclusion criteria are guided by the study's goal. For this study, a
predetermined criterion was required in order to optimise the homogeneity of the sample, a
necessity for studies utilising IPA (Smith et al., 2009).

Inclusion criteria are:

J Primary caregivers of a child aged 1-17 years old and diagnosed with any childhood
cancer
J Primary carers who had been caring for children with any type of paediatric cancer for

more than four months and who were at least 18 years old

J Primary carers of children with any type of paediatric cancer who were through
treatment or had finished treatment

) Being able to speak and understand English
J Being able to provide informed and written consent
J Being able to participate in an interview at a place of their choosing
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Exclusion criteria:
J Those who are unable or unwilling to provide informed consent

J Those unable to communicate with relative fluency in English, either written or verbal

3.8 Method of data collection

3.8.1 In-depth interviewing

This thesis’ ontological and epistemological stance, as well as the theoretical underpinnings
of IPA, indicated semi-structured interviews to be an effective data-gathering approach.
These enable a dialogue between researcher and participant (Smith et al.,, 2008),
acknowledging the social construction of meaning. They also provide participants the
opportunity to direct the conversation, promoting a focus on what is “significant to the
person” (Smith et al., 2009:33) as opposed to the researcher simply determining the topics
to be asked.

Smith (2009) advocates that the best way to elicit people’s meanings is through one-to-one,
face-to-face interviews. To conduct an effective IPA study, researchers must strive for a
specific amount of richness in their data, which necessitates the use of competent
interviewing skills (Smith, 2011). Semi-structured interviews are commonly employed by
researchers because they allow them to be better prepared for any potential challenges and
to be a “more engaged and attentive listener and a more flexible and responsive
interviewer” (Smith, 2009; Hefferon, 2011; Reid, 2005). The recommended length of an
interview is 60 to 90 minutes.

All interpretations are grounded in the participants’ data via verbatim quotes drawn directly
from the interview transcripts. | made an effort to be data-driven throughout the entire
process and to stay as near as | could to each participant’s phenomenological experiences.
Additionally, it must be remembered that my interpretations could not coincide with those
of other researchers. All interpretations are founded on participant data via verbatim
statements taken straight from interview transcripts. Throughout the process, | tried to stay
data-driven and as near to the phenomenological experiences of each participant as
possible.

3.9 Recruitment
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Primary caregivers were recruited from the following charities Children’s Cancer and
Leukaemia Group (CCLG), Teenagers and Young Adults with Cancer (TYAC), and the
Childhood Cancer Parents Alliance charity (CCPAC). Charities have online forums, and charity
gatekeepers have also provided support by posting information sheets about the study on
these platforms. Potential participants were recruited by sending an information letter with
an e-mail to all families who met the inclusion requirements, as determined by authorised
charity staff. Participants were invited to participate in the study; however, those who came
forward and volunteered may have represented a biased group (Cheung et al., 2017; Accorsi
et al., 2021). There is a risk that they may feel indebted to the charity and therefore are only
participating out of a feeling of duty. Previous research that found that a personal
connection to an organisation/charity or cause can be a motivating factor (Adams 1980;
Dunn et al., 2016). No undue pressure was put on people to participate or remain in the
study if they wished to withdraw. The participants were reminded, before starting the
interview, that they agreed to participate in the research study and that their agreement
was voluntary and free from pressure or undue influence. However, this can only be
surmised. If at any point during the interview, the research participant appears
uncomfortable or in distress, the researcher will offer breaks, to skip questions, and will
remind them that they can withdraw at any time. During the interviews with the
participants, if they feel uncomfortable while answering some questions, they will be
reminded that they do not have to answer any question they do not want to. The
information letter explained the goal of the study, informed potential participants, and
invited them to participate in an in-depth interview. Semi-structured interviews allowed me
to engage in a dialogue where their initial questions were modified in light of the caregivers’
responses. This enabled me to probe any interesting and important topics that arose (Smith
et al., 2009).

The primary carers were informed of the study’s purpose and nature before completing the
consent form. Primary caregivers were assured of complete confidentiality during all phases
of the study and assured that the reported data would not contain any identifying
information. All participants were informed that they had the opportunity to withdraw from
the study at any time. Building trust and having comprehensive participant information and
permission forms made participants realise that anonymity, confidentiality, and privacy
would be respected. Prior to the start of each interview, written consent was sought.
Participants expressed their experiences, and because sensitive topics were being discussed,
they were made aware that pseudonyms would be used to ensure anonymity. A particular
ethical issue associated with case study research is maintaining participant confidentiality.
Anonymisation procedures were used to ensure which primary caregivers’ data remains
confidential (Moore, 2012; Tsai et al., 2016). When publishing results, care will be taken not
to report information that will enable research sites or individuals to be identified for
example geographical location.
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Securing participant diversity and sample representativeness was difficult. Studies have
found that middle-class parents are more likely to be involved in charities and have more
social capital (Egerton, 2002; Hall, 1999). This majority of participants in this study were
White British. Reaching study participants through charities may have influenced who was
able to participate in the study and, as a result, what characteristics participants might
share. My own research has found that women are more likely to put themselves forward to
participate in qualitative research than men, which is in accordance with research showing a
higher tendency toward self-disclosure in females than males. It is widely recognised that
men are more difficult to recruit into health studies than women (Oliffe & Thorne, 2007),
which Macdonald et al. (2008) suggest could be the result of researchers using data
collection methods that are more women-friendly, and that may dissuade men from
participating. Participants’ motivations for volunteering to take part in research also affects
recruitment. Altruistic individuals may be more inclined to volunteer for research
(Newington & Metcalfe, 2014). Altruism is reflected in participants’ desire to help others, to
make a difference to existing knowledge, and to change practice (Clark, 2010; Coyne et al.,
2016).

3.10 Challenges and amendments

Recruitment at the charity was difficult: Because of the COVID epidemic, people could not go
to many charities, so they did not get the chance to see the information text about the
study. The intensity of the cancer treatment process and the lack of time for people to work
could also have been factors. This had a negative impact on the recruitment process. As a
result of the aforementioned challenges, the recruitment technique was modified. For these
reasons, we reapplied to the university’s ethics committee for certain changes, which are as
follows: to complete cancer treatment, and to use the snowball technique. The interval
between submission of an ethics application and its approval by the research ethics board
also impacts recruitment. Since the process of obtaining ethics committee approval for this
study took some time, the recruitment process was negatively affected. Several authors
have reported challenges in obtaining expeditious ethics approval, which caused delays in
the initiation of recruitment (Coyne et al., 2016; Newington & Metcalfe, 2014; Vindrola-
Padros et al., 2020). Snowball sampling is useful for accessing difficult-to-reach populations.
A snowball sampling strategy is a linear, non-probability sampling technique used to recruit
possible participants for research when potential participants are difficult to find (O’Byrne et
al., 2008). This approach increased the number of possible participants. According to Tuckett
(2004), the sampling strategy for qualitative research should be sufficiently flexible to allow
for modifications to the criteria as the study progresses. This flexibility allows for a variety of
sampling techniques to be used. Sampling in IPA studies is also dependent upon individual
research situations and the pragmatic restrictions one is working under (Pietkiewicz & Smith,
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2012). For this reason, professional connections and snowball sampling were used to
continuously recruit participants. In keeping with the principles of IPA, | employed a
snowball sampling strategy in my main study to identify a small homogeneous sample for
whom the topic of my study was significant (Smith et al., 2009). This snowball strategy was
based on soliciting the advice and help of the participants who had already agreed to
participate in the research project to help to attract other participants to join in the research
project (Shaghaghi et al., 2011; Sedgwick, 2013). More importantly, as a qualitative research
approach, the essence of an IPA research project is to get “rich” and “thick descriptions” of
the “lived experiences” of the research participants (Alase, 2017). After obtaining university
ethics approval, with the support of my academic colleagues and study participants, |
reached out to primary caregivers of children with cancer who met the inclusion criteria and
who volunteered to participate in the study.

Coda about COVID and its impact

The original recruitment strategy for the study was planned through the NHS and the Royal
Manchester Children’s Hospital. However, due to the COVID-19 pandemic, we decided as a
team that it would be more appropriate to recruit participants from charities. After
obtaining ethics committee permission, only one participant agreed to be interviewed for
the project. After waiting for two months to find new participants for the study, the
inclusion criteria for the study were updated by reapplying to the ethics committee. The new
criteria were: recruitment via snowball sampling, including the new charities to recruit
participants (Teenagers and Young Adults with Cancer and the Childhood Cancer Parents
Alliance Charity) and to include carers of children who had completed treatment. The new
inclusion criteria were updated to reach more participants for the study. All childhood
cancer charities in the UK were contacted, and those that agreed to help recruit participants
for the project were included in the recruitment sites. Because the research was originally
planned to collect face-to-face data prior to the pandemic and unforeseen changes were
required, adaptations to the research process were made online in light of COVID-19
restrictions. COVID-19 has required researchers in general to adapt their methodologies to
allow for remote data collection. While virtual interviewing has traditionally received limited
attention in the qualitative literature, recent adaptations to the pandemic have prompted its
increased adoption (Keen et al., 2022). My original research design relied heavily upon face-
to-face interviews; however, social distancing guidelines and consideration of the risk of
infection of children with cancer due to the COVID-19 pandemic made face-to-face
discussions impossible. | had to rethink my project design and envision how | could conduct
interviews in a safe, appropriate, and feasible manner. My preference was online video
conferencing, which | felt would be the closest substitute to face-to-face interviews and
allow synchronous conversations with participants. Although my research design changed
significantly due to the pandemic, | feel my study and skills as an academic have benefited
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from this change as it forced me to constantly reconceptualise, verify, and make pragmatic
adjustments, which contributed to the overall phenomenological methodology and analysis.

3.11 Data collection

One of the study’s aims was to provide rich, meaningful, and thorough experiences of this
phenomenon (Pietkiewicz et al., 2014). Semi-structured interviews, according to Jamshed
(2014), are “those in-depth interviews in which respondents answer pre-set open-ended
guestions” (p. 88). According to Smith (2015), interviews are talks with a goal that allows for
a connection with the participants through discourse as well as flexibility and deeper data. |
chose semi-structured interviews to acquire data.

The interviews were built on open-ended and non-directive questions (Kelly et al., 2015). An
interview schedule was constructed using guidance from Smith et al. (2009) and Dallos et al.
(2005). The interview schedule began with a question that allowed the participants to
elaborate on what inspired them to participate in the study. The schedule’s objective was
not to limit comments, but to allow participants to discuss relevant themes and events from
their own perspectives. Each interview began with the question, “Everyone’s experiences
are different. | really like to find out. Can you please tell me about the experience of having
child with cancer?”. An in-depth analysis of the participants' experiences was undertaken
through conversation with them, which came from the change of initial questions and
prompts depending on their replies (Smith, 2015; Pietkiewicz et al., 2014). To elicit further
information about their experiences, probing and non-leading questions were used. |
created eleven open-ended questions and several follow-up questions to invite participants
to elaborate. See Appendix 5 for the research interview guide. Data collection for the study
lasted two months, starting on 1st January, 2022, and ending on 1st March, 2022. Following
recruiting, the researcher conducted in-depth interviews with the primary carers in a
location of their choosing. The interviews were conducted online. It was very important for
the families of the children diagnosed with cancer that these children did not get an
infection, and they did not have sufficient time to hold and organise face-to-face meetings
due to the intensity of the cancer treatment. Also, due to COVID-19 restrictions, interviews
were conducted online.

3.11.1 Pilot interview

The goal of the pilot interviews was to provide the opportunity to become familiar with the
interview process (use of the digital recorder, building rapport, etc.), to develop pertinent
lines of inquiry and qualitative interviewing skills, and to make any necessary changes to the
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interview guide (Majid et al., 2017). This initial interview served as a test run for the
interview method (the analysis of the data obtained was not included). After the interview
programme was drafted, | conducted the pilot interviews with three identified participants
with a chronically ill child. Small adjustments were made to the interview schedule, including
the rearranging of some questions, after the pilot interview and a brief reflective
conversation with these participants at its conclusion. The revised interview guide was
created using the recommended questions and problems noted during my reflection on the
pilot interview process and the field notes. The transcripts of my pilot interviews were
shared with the supervisory team, and my pilot interview experience was discussed.

3.11.2 Interviews

Interviews were conducted face -to- face interviews, online, individually, and in a location
preferred by the participant. IPA takes an open approach to data gathering in order to
investigate the meanings that participants attribute to their experiences. As a result, IPA
relies on flexible and open-ended questioning schedules. Interviews provide participants
with the opportunity to express specifics about their experiences and seek deeper
understanding of their subjective meaning and experiences. The interview schedule was
guided by the literature in the field. | used the interview schedule while collecting my data
from the participants.

Tuckett (2005:33) believes that using a recorder is required to “counter criticism” that
qualitative research is “prone to systematic bias” paraphrasing May (1991:190). Seale and
Silverman (1997) mention that among the measures necessary to assure “rigour and
validity” in qualitative research is: “recording data objectively and comprehensively,
including the use of audiotapes, videotapes, and different levels of detail in data
transcription” (p. 380). Participants were informed that their interviews would be audio
recorded, and their agreement to such was obtained. All of the interviews were recorded
using a digital audio recorder. The participants were also informed that they could ask for
the tape recorder to be turned off at any time if they wished.

After the interview, the participants were questioned to see if they had any other comments
or inquiries. The audio recording was stopped when participants indicated that they had
finished. After the recorder was switched off, the participants had the option of adding any
further details. | always thanked the interviewees at the conclusion of the interview. Within
an hour of the interview, field notes were created. The location of the interview, a
description of the surrounding area, any nonverbal behaviour noticed, technical difficulties,
the main points of impromptu conversations that took place with the participants before
and after the interview when the digital recorder had been turned off, and anything else that
was noticed or happened before, during, or after the interview were all included in the field
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notes. To guarantee complete memory of all pertinent events that took place during each
interview session, the tapes were transcribed verbatim within 48 hours.

3.11.3 Interview schedule

The interview schedule (see Appendix 5) was thoughtfully created after consultation with my
supervisors. The interview schedule included eleven open questions as well as various
prompts and lasted 45-90 minutes; questions such as “why?” and “how did you feel?” were
used frequently to delve further into participants’ experiences (see Appendix 5).

At the start of each interview, | used my skills to build rapport and to talk through the
information-giving and consent procedure, taking appropriate steps to make this accessible
to all participants. Participants were informed that their interview would be audio recorded
and that their information would be used afterwards. The participants were reassured that
there were no right or wrong responses; | was just interested in hearing about their unique
experience, whatever that may be, after | asked a detailed “ice breaker” question with the
purpose of making them feel comfortable. The interviews were conducted online using the
Zoom and Microsoft Teams applications. After the interviews, field notes were made to
ensure that nonverbal cues, emotions, and reflexivity were recorded.

3.11.4 Distress during and after data collection

It was crucial to pay attention to how the interview process was affecting the participant as
we went through the interview because existential problems are connected to IPA research
and the phenomena that were being addressed (Pietkiewicz et al., 2014). | made sure that all
participants had access to options for extra help in the event that they encountered feelings
of distress. A distress protocol developed by Haigh et al. (2013) for qualitative data, as well
as my personal abilities as a nurse, were also used to assist assessment if a participant was
feeling distress.

3.11.5 Data management

An encrypted USB stick was used to keep all electronic records, such as consent forms, video
recordings, and transcripts. The names of the participants and some other identifying
information were changed to protect confidentiality in the original transcripts of the
recorded sessions, the study’s report, and any electronically stored materials. In order to
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preserve primary caregivers’ rights to privacy, the Data Protection Act 1998 and the General
Data Protection Act 2018 were complied with. Zoom and Microsoft Teams are virtual
platforms compliant with the European General Data Protection Regulation (GDPR, 2018;
Zoom, 2020), which was used for the interviews. The day before the interview, participants
received an email with a secure link and password for the sessions. Once the final report had
been submitted, all personal details and audio recordings were destroyed.

3.11.6 Transcription

| used Otter.ai apps to transcribe interviews. To make sure that the sentences used in the
interview were correct, | repeatedly listened to the audio recordings of the interviews and
watched the video recordings and following each interview, | prepared reflective notes in
which | aimed to capture the unsaid experiences of the interview as well as my observations
of the process.

3.12 Ethical considerations

According to Bryman (2016), Deiner and Crandell (1978) classified ethical violations
according to four categories:

e Whether there is risk of harm

e Whether there is a lack of informed consent
e Whether privacy is invaded

e Whether there is deception involved

Working with people to study their perspectives and perceptions raises ethical concerns
about permission, violation of privacy, and potential injury. This would be regarding on
participant identification and recruitment, clarity and storage of information and consent,
anonymity during the study, and dissemination of information for this study. As a result, it is
critical that any risk be anticipated and guarded against (Bryman, 2016). By receiving ethical
approval, a planned study may be certain that any risks are anticipated and protected
against. Manchester Metropolitan University has a thorough and organised process for
receiving ethical approval, much like other universities. Full ethical approval was sought and
was approved by the Manchester Metropolitan University Health, Psychology and Social
Care Research Ethics and Governance Committee. The following ethical procedures were
also followed.
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3.12.1 Informed consent

To obtain informed consent, participants were sent an Information Sheet (PIS; see Appendix
3) which they were asked to read prior to being contacted for participation and signing the
consent form (see Appendix 4). The PIS included details on the objectives of the study,
voluntary involvement, the method used, data storage and utilisation, and potential
advantages and disadvantages of participating. Each video call started with a screenshot of
the consent form that had been signed. Although there were no physical dangers to
participants in this study, it is understood that there may have been the possibility of
sensitive or emotionally charged conversations.

3.12.2 Anonymity and confidentiality

All participants completed the participant information forms after being properly informed
of the study’s objectives and given the assurance that their identity and confidentiality
would be respected. All participants provided written informed permission after being
promised that the study would keep any personal information private. All data acquired
during this PhD study was kept private. No identifying information was connected with any
of the study’s data. Pseudonyms were allocated to participants throughout the data
processing phase to prevent quotes contained in any documentation emerging from this
study from being recognised by a name. To ensure confidentiality, all identifiable
information has been removed from quotes.

3.12.3 Right to withdraw

Participants were notified that they could withdraw from the research project for up to four
weeks following the audio-recorded interviews. If this occurred, all data pertaining to the
relevant individual would be immediately erased.

3.12.4 Debriefing

Following the interview, all participants were thoroughly debriefed. Each participant's
perspective on the interviewing process has to be discussed in order to track any potential
negative consequences. The application for ethical approval took participant well-being into
account; this included a protocol for emotional distress, and withdrawal and complaint
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processes. The participants were provided with a debrief sheet (Appendix 7) with
information regarding helpline services if they needed further support. The interview
guestions are not intended to cause distress, but it was felt that the nature of the discussion
might well invoke an emotional response. | had spoken to my supervisors about how to
handle these responses and was comfortable with offering breaks, rescheduling or
terminating the interview should this become necessary. In each case, | asked the individuals
at the beginning of the interviews about how they would like me to proceed should such an
event occur, thus mitigating any further distress.

3.13 Data analysis

There are no set techniques for performing IPA; rather, there is a framework for analysis that
can be employed in a flexible way (Smith et al., 2009). The data analysis method adhered to
IPA principles and had a rigorous data analysis procedure that was relevant and coherent
with the IPA’s goal of acquiring an inside view of the experience under inquiry (Smith et al.,
2007; Tebbet et al., 2012). In this part of the study, the researcher interacted interpretively
with each transcript (Smith, 2015; Smith et al., 2007).

| examined the carer interviews one by one using the step-by-step technique for IPA
described by Smith et al. (2015). Throughout the analysis, discussions with the research
team were held to cross-check and aid with bracketing. The stages of the analysis proved to
be a very iterative, intense, and difficult procedure. It was not until | found myself
experiencing the actual process that | started to fully grasp the true nature of it. This
personal insight confirmed the power of experience as a distinct and enlightening means of
comprehending realities. | was able to stay as close to each participant's experience as
possible by keeping this in mind. It was a difficult but satisfying process to distil the ideas,
with many sub-themes blending into one another and potentially coming under more than
one master theme.

The six steps outlined by Smith et al. (2009) served as a framework for assessing the
interview data.

3.13.1 Step 1: Reading and re-reading

Smith (2015) stated that each transcript should be read twice to guarantee correctness and
to capture the substance and content of each interview. New insights might also appear with
each reading (Smith et al., 2007). The audio was listened to while the transcript was initially
read, but was not included during the second reading. The data was organised using NVivo
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12 program. Appendix 8 provides an illustration of how the data were structured in NVivo.
All significant words, sentences, and insights were underlined in the right margin during the
initial reading (Smith, 2015). There were some parts of the transcripts that were more
detailed and hence required additional commentary (Smith et al., 2007). To guarantee that
all nonverbal activities were recorded, nonverbal reactions such as laughing, sobbing, and
silence were included in the transcript (Adolfsson, 2010). This procedure was repeated
throughout the transcript.

The initial stage in IPA analysis is to become acquainted with each transcript. This entails
reading and re-reading each individual transcript, which assists in ensuring that the
participant is the focus of the study through active interaction with the data. During this
step, | used a notebook to record my initial thoughts and ideas about each transcript, which
would help to guarantee that the participants' experiences are not swamped by my own
impressions of the data.

3.13.2 Step 2: Initial noting

The second reading began with initial notes being transformed into codes, followed by
emergent subject titles (Smith et al.,, 2007). Appendix 8 contains an example of a coded
transcript. All of the emergent themes were then compared to the transcript (Leung, 2015;
Smith, 2015; Tebbet et al., 2011). Connections between the participant’s speech and the IPA
theoretical framework were formed throughout this stage of the analytic process (Smith et
al., 2007). This procedure was performed individually for each transcript.

This was the most time-consuming stage of the study, focusing on the semantic content and
language employed in each transcript (Smith et al.,, 2009). At this stage, everything of
relevance within the text was marked in the right-hand column of the transcript, which
increased familiarity with the material and assisted in recognising how participants
comprehended and discussed certain themes or concerns. This stage of the process involved
taking a note of anything that stood out in the text. This idea resulted in a rich set of notes
and comments defining the data set.

According to Smith et al. (2009), the requirements for first notetaking included noting the
following three processes:

J Descriptive comments: This includes descriptions of things that mattered to
participants (e.g. key objects of concern such as relationships, processes, places, events, and
principles) and what these meant to the participant. This involved taking a note of key
words, phrases or explanations used by the participant.
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o Linguistic comments: This required paying attention to the use of pronouns, pauses,
laughter, repetition, and metaphors.

] Conceptual comments: This stage of the analysis involved a shift away from simply
identifying the explicit claims of the participant and instead focused on how participants
understand what they describe. To do this | used a process of discussion, reflection, trial and
error, and refinement of ideas and thoughts.

| typed up the fieldnotes on the surrounding circumstances, the interview venue, the
interviewees’ body language, and any prospective thoughts in the investigator’s diary. In
addition, | prompted participants to continue speaking after they finished outlining their
experiences. The interview concluded when none of the participants had anything more to
say.

3.13.3 Step 3: Identifying emergent themes

The five interviews generated 12 codes throughout the data-set. The codes for each
transcript were reviewed to determine duplication of codes, which meant the same thing
but were coded in different ways. For example, codes that were initially titled ‘Hope’ or
‘Uncertainty’ were grouped together under a new code entitled ‘A range of emotions’. Five
themes were crated once the dataset had been adjusted. These five themes were analysed
by going back to the data and understanding what the participant was saying. The themes
were then organised into themes that represented the experiences of the participants. After
grouping all of the emerging ideas into clusters, | started reading back over the transcript to
see if there were any links between the topics. To make sure that the participant’s voice was
correctly understood, each of the detected clusters was cross-referenced with the transcript.
| presented the themes to my supervisors in a number of supervision meetings, and as we
explored each emergent theme, it was suggested that | dig more into what the participants
were saying. | was able to look at each subject from a higher level and then dig down to
what the participants were saying thanks to the mind mapping activity, which allowed me to
dive deeper.

This stage involves creating short statements that captured the main essence of specific
parts of the transcript and were written in the left-hand column of the transcript. By
mapping relationships and patterns between exploratory notes, | developed themes that
emerged within the transcript. This stage of the study was an iterative process since it
entailed close contact between myself, my supervisors, and the participants’ voices (Smith et
al., 2007). This stage also demonstrated the double hermeneutics of IPA, as | was attempting
to understand both the participant’s words and their interpretation at the same time (Smith,
2015; Smith et al., 2007).
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3.13.4 Step 4: Searching for connections across emergent themes

The subordinate themes were represented by the clusters, which were then given an
overarching name (Smith et al., 2007). A final table consisting of the superordinate themes
across the data-set of each interview was constructed (Smith et al., 2007). The most difficult
aspect of this procedure was prioritising and limiting the data to choose which topics to
focus on (Smith et al., 2007). The superordinate themes were chosen not just for their
occurrence, but also for their richness and how the participants’ voices were reflected
(Smith et al., 2007). This step of the study was iterative, with researchers returning to each
transcript to capture any previously overlooked discoveries. | engaged with the data at a
high level of interpretation during the analysis to detect parallels and how this matched with
the overall theoretical framework combined with the characteristics of each participant
(Smith et al., 2007). The superordinate themes were contextualised using verbatim excerpts
(Kelly et al., 2015). The use of verbatim excerpts in IPA research demonstrates data
sensitivity (Shinebourne, 2011).

A mapping of how the researcher thinks the themes fit together to produce a structure that
outlines the most interesting and important aspects of the participant’s account was
developed. All of the themes were written into a Word document and then split up so that
each theme was on its own strip of paper. All of the themes were then arranged in a table,
and those that reflected related ideas or recurrent patterns of meaning were categorised as
“master themes”. Some themes stand alone and should so be placed on one side. Following
that, each master theme and its accompanying emergent themes, were typed into an Excel
spreadsheet, along with all of the corresponding transcript extracts.

3.13.5 Step 5: Analysing the next participant

Repeat steps 1-4 for the next transcript, treating the next case on its own merits.

3.13.6 Step 6: Looking for patterns across participants

Patterns and connections between samples were sought to create high-level themes and
emerging themes that define the entire dataset. At this stage, a single-page Excel table was
created for each participant detailing the main and emerging themes. In addition, for each
main theme, a table of transcript abstracts was compiled to show the themes to register
using line and page numbers. This formed the final stage of the analysis.
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The role of the researcher is to conduct the research with objectivity and to not interfere in
any ways in terms of orienting or guiding participants’ responses. The participants’ identities
were kept anonymous to protect their privacy and the audiotapes and software used in the
research were protected by copyright regulations.

3.13.7 Validity and quality

Smith et al. (2009) advocate adopting Yardley’s (2000) four criteria to assess the validity and
quality of qualitative research. Sensitivity to Context, Commitment and Rigour, Transparency
and Coherence, and Impact and Importance are among these principles.

(i) sensitivity to context,
(ii) commitment and rigour,
(iii) transparency and coherence, and

(iv) impact and importance.

3.13.7.1 Sensitivity to context

Yardley (2000) states that quality research should demonstrate sensitivity to context. The
researcher’s selection of IPA demonstrated context awareness by adopting an idiographic
approach and emphasising the circumstances and experiences of individuals. This was also
demonstrated in the data analysis, where actual verbatim interview excerpts were given
along with initial notes and codes; this allowed the researcher to back up any assertions
made, offer reader-friendly interpretations, and capture the perspectives of the caregivers.
Sensitivity was also achieved through providing participants with a summary of key findings.

3.13.7.2 Commitment and rigour

Commitment was demonstrated during the data collection process and via in-depth analysis.
As a new IPA researcher, | demonstrated dedication to the study by expanding my
understanding of the approach through books, attending an IPA masterclass, and seeking
assistance from experts. The rigour that implies the completion of comprehensive research
can be demonstrated by how the sample was selected and my efforts to maintain
homogeneity.
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3.13.7.3 Transparency and coherence

Transparency was achieved by including a comprehensive description of the processes
involved in data collection and analysis, such as participant tables, a copy of the interview
schedule, and examples of the analytic process, in the research write-up. Yardley (2000)
addressed the importance of reflexivity in establishing transparency. | kept a reflexive
journal to document my thoughts and feelings about conducting the research before and
during data collection, analysis, and write-up. The clarity of the arguments made throughout
the research process (from the literature review, stating research questions, and presenting
findings through discussion) demonstrates coherency. The clarity with which the various
stages of the research process are described is referred to as transparency, as is shown in
data collection and data presentation. An audit trail, which keeps a record of all decisions
made during the research process, is required for transparent research. Researchers keeping
reflexive accounts is another technique that can be used to improve transparency. | utilised
existential bracketing to consider how my theoretical orientation, assumptions, cultural
background, and experiences may have impacted how | approached the study (Gearing,
2004).

3.13.7.4 Reflexivity

The role of reflexivity is an essential component of IPA. It adds rigour, validity, and
transparency to the research findings by always reflecting on the impact and role of the
researcher on the topic under exploration.

In order to adopt a reflexive process, | will keep a reflective journal in which | will write down
my thoughts and ideas (Lincoln et al., 1985; Holloway et al., 2010) and discuss these
reflections with my supervisory team. Additionally, | wrote my observations and any
additional pertinent details | could recall from each interview session in my reflective
notebook after their completion. The usage of the reflective diary was beneficial during the
analytical process; however, inter-subjective reflexivity was particularly beneficial.

The data analysis took time, and the amount of data gathered through interviews felt
overwhelming at times. | countered this by remembering that there was “no clear wrong or
right way” (Smith et al., 2009) to conduct IPA and returned to the individual transcripts to
ensure my interpretations reflected the words spoken by the respondents. It was difficult to
study each interview independently without being affected by any of the earlier studies,
which was one of the difficulties in doing the analysis of the interviews. It was challenging to
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keep previously noted themes from entering my head and affecting my conclusions when |
was examining later interviews.

| questioned whether the process of developing interpretative themes was too reductionist
for my personal style since | was worried | might miss the unique characteristics of each
respondent’s experiences. As | continued, though, | realised how useful the technique was
for highlighting personal similarities and differences. Writing my results entirely in the
respondents’ own words and giving their experiences greater personal significance beyond
the numerical capture of a quantitative approach was both enlightening and liberating. |
came out of the analysis with tremendous regard for the individuals and the events they had
gone through and recounted.

The reflective summary aims to give both reflective and reflexive comments regarding the
research process and the study itself. It is hoped that the reader will find the major thoughts
and themes that guided my research selections to be more transparent, helping to explain
the rationale for the study as well as the guiding principles that guided my research path.

3.13.7.5 Impact and importance

According to Yardley (2000), the most important criteria for judging qualitative research are
its usefulness, relevance, and application. In the discussion section, where | discuss the
theoretical and practical consequences of the study, my aim is to illustrate the significance
and influence of the research.

3.14 Summary of chapter

This chapter has presented the chosen methodology used to guide this study. With
reference to the theoretical underpinnings, the researcher’s ontological and epistemological
position has been discussed, as well as the applicability of IPA. Details on participant
recruitment, data collection, and the effect of COVID-19 on recruitment have been provided,
as well as the steps employed to ensure the study adhered to ethical standards. Then, the
processes used for analysis were presented. The IPA method entails participating in a double
hermeneutic, thus it is stated that the themes given are dependent on the researcher’s
subjective interpretation of the participants’ attempts to make sense of their reality; this is
described in more detail in Chapter 5. Finally, issues of rigour and reflexivity in relation to
the study were also discussed. The findings of the study will be presented in the following
chapter.

80



Chapter 4

Findings

4.1 Introduction

The previous chapter outlined the methodology used in this research. This chapter explores
the key findings that emerged from the study data in order to provide further understanding
of the primary caregivers experiences and will inform the discussion chapter. This chapter
contains an analysis of data collected from five interviews exploring the experiences of
primary caregivers caring for children with cancer.

Smith et al. (2009) suggest that the findings section is the most important part of an IPA
study. It needs to be substantive as the interpretation of a participant’s experience depends
solely on the understanding of the testimonies they provide. This can be achieved by
ensuring the findings constitute transcript extracts, with the remainder consisting of detailed
analytic interpretations of the text.

To stay in line with IPA’s ideographic approach, | will take particular examples from
participants to give voice to their unique and individual experiences of being a primary
caregivers, as well as also seeking to draw out themes that are common to the sample. From
my perspective, the steps to IPA offered an opportunity to relate the story of the analysis
through the reflection process. One key benefit of using this approach is the following
process detailing how themes were arrived at, thus giving confidence when writing the
narrative around the themes, the detail of which lies within here in the current chapter. Each
theme will be described individually in detail in order to accurately capture the theme.
Verbatim extracts from the participants’ transcripts will be utilised to illustrate the themes in
full.

This chapter provides a summary of the themes and findings to allow the reader to see how
themes have emerged. Each theme is then presented through the participant’s ‘voice’, taken
directly from transcripts, followed by my interpretation. This chapter begins with pen
portraits of each of the primary caregiver who took part in the study. | then provide an
overview of the themes identified for each participant.

4.2 Pen portraits

81



A pen portrait is a descriptive account of what is considered by the researcher to be
meaningful (Holloway et al., 2000). The pen portraits provided aim to enable the reader to
understand the context within which an individual’s experiences have arisen. Focusing on

| o

individual “pen portraits” conveys the richness and complexity of these accounts, and
provides important contextual information to more effectively situate and draw meaning
from the findings (Nettleton et al., 2012). | used the “pen portrait” method to better
understand the experiences of primary caregivers. | will also be providing reflections on my

experience of the interviews with each participant.

| begin by presenting some biographical information about the primary caregivers. | hope
that this information helps the reader to form a sense of how the parts of the interview,
later presented thematically, form a whole and to ‘hear’ the findings in the context of the
mothers’ experiences. These short, selective biographies bring to light some of the
contextual factors and provide a reflection of my understanding of the experience of the
primary caregivers that influenced my subjective analysis of their interviews. These are
reported in Table 4.

Pseudonym Age Ethnicity Children’s
diagnosis

Claire 40s White British Acute
Lymphocytic
Leukaemia (ALL)
and Down’s
syndrome

Beeni 30s Pakistani Wilms' tumour
and Autism
Spectrum
Disorder

Julie 50-60s White British Non-Hodgkins
lymphoma

Sam 30-40s White British Hepatoblastoma

Kate 40's White British Acute
Lymphocytic
Leukaemia (ALL)

Table 4: Information on interview participants

4.2.1 Participant 1- Claire
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Claire is White British and in her 40s. Claire lives with her husband, son and daughter. She

explained that her son has Down’s syndrome and acute lymphocytic leukaemia (ALL). Claire
does not work, but her husband does.

The superordinate themes identified in Claire’s account are shown in Figure 2.1.

Complexity

challenging

the cancer
journey

| learned what Intersectional
| needed to complexity in
learn care

Effects of A range of
cancer emotions

4.2.2 Participant 2- Beeni

Beeni lives with her husband and son who has Autism Spectrum Disorder (ASD) and Wilms’
tumour type of kidney cancer. She is of Pakistani heritage and in her 30s. She stated that she
is not working now, only her husband is working.

The superordinate themes identified in Beeni’s account are shown in Figure 2.2.
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Intersectional
complexity in
care

Cancer related
changes

A range of
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4.2.3 Participant 3- Julie

Julie is White British between the ages of 50-60. She has three children. Julie’s husband died
and she lives with her elderly father, who is living with dementia. Her eldest child, her
daughter, was diagnosed with non-Hodgkins lymphoma 17 years ago. Her daughter have
survived childhood cancer.

The superordinate themes identified in Julie’s account are shown in Figure 2.3.

Complexity

challenging

the cancer
journey

I learned
what | A range of

needed to emotions

Effects of
cancer
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4.2.4 Participant 4- Sam

Sam is White British, she is in her 30-40s. Sam lives with her husband, E., her son, W., and
her daughter, E. Her son’s diagnosis was hepatoblastoma. Her son survived a cancer
diagnosis thanks to a liver transplant. She also mentioned that she had to leave her job to
take care of him when he received his cancer diagnosis.

The superordinate themes identified in Sam’s account are shown in Figure 2.4.

Complexity

challenging

the cancer
journey

Cancer
related
changes

A range of
emotions

4.2.5 Participant 5- Kate

Kate was the last mother to be interviewed. Kate is White British, in her 40’s, and lives at
home with her son and her daughter who had acute lymphoblastic leukaemia (ALL). Her
daughter survived her cancer diagnosis. She is a single parent. She stated that after her
daughter was diagnosed with cancer, she carried out her full-time job as a part-time one and
accordingly ran into financial difficulties.

The superordinate themes identified in Kate’s account are shown in Figure 2.5.
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All extracts are from fully anonymised transcripts, with the source of each extract indicated
by the participant’s assigned participant number.

4.3 Data selection

Following transcription of the original interview recordings, Smith et al. (2009) note the
importance of the researcher familiarising themselves with the data by listening to the
interviews and reading and re-reading each transcript in detail several times. Due to the
idiopathic nature of IPA, each participant’s account was considered to be an individual case
before | moved on to engage with subsequent transcripts.

The next stage of the analytical process aimed to identify connections between the initially
identified emergent themes from individual participant’s accounts. The goal of this part of
the process was to reduce the data without losing the essential quality of each participant’s
voice. This was achieved by listing all the emergent themes from a participant’s account on a
single page, then looking for connections across the emergent themes.

The generation of both subordinate and superordinate themes was performed through
extensive academic discussion within a robust supervisory process. Texts were scrutinised by
the supervisory team and justifications were made for the identification of both subordinate
and superordinate themes. This rigorous process resulted in some minor modifications
before consensus was finally achieved. The analysis resulted in five essential themes.
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4.4 Themes

The opening interview question — ‘First of all, everyone's experiences are different. | would
really like to find out: What is your experience as a primary caregiver?’ This broad question
at the start of the interview was originally conceived of to settle participants in-to talking
generally and provided something general and fairly innocuous to talk about. It proved to be
a good ‘icebreaker’, putting participants at ease, but the replies also revealed unexpected
insights into the caregiver’s views of their experiences.

As themes emerge from the individual cases, the analytic process reveals patterns and
similarities in participants’ experiences across all cases. The themes that share higher-order
gualities form superordinate themes. The process of analysis found all participants offered a
similar account of their experiences that gave rise to six superordinate themes: “I learned
what | needed to learn”, “Complexity challenging the cancer journey”, “Intersectional
complexity in care”, “A range of emotions”, “Cancer-related changes”, and “Impact of
cancer”. There was some overlap between the themes, which is inevitable in the IPA
analytical process as one is expected to examine the similarities and differences across cases
(Smith & Osborn, 2008). Therefore, some themes shed light on others to help understand
the individual phenomena better. After close examination and re-examination of the
overlapping themes and their locations, | felt each subtheme deserved a distinctively unique
category that was the most appropriate to the superordinate theme. The data utilised for
this dissertation provided a great deal of information about how cancer affects the family
system.

The first superordinate theme, “I learned what | needed to learn”, relates to the fact that the
participants have expert knowledge about cancer treatment in order to be more helpful to
their children while being parents of a child with cancer. Three of the five primary caregiver
mothers talked about the experiences that led to the emergence of this theme.

The second superordinate theme, “Complexity challenging the cancer journey”, explores the
support participants received from family members and health professionals. All primary
caregiver mothers talked about experiences that gave rise to this theme. The support
received from family members and health professionals varies among caregivers.

The third superordinate theme, “A range of emotions” represents the emotions that
mothers experience from the moment they learn about their child’s cancer diagnosis. It
describes the shock of receiving the diagnosis, and how they feel helpless, but also how they
feel lucky, guilty, hopeful, stressed, and how they make sense of the uncertainty about the
future.

The fourth superordinate theme is “Cancer-related changes”, which includes sub-concious
recollections, for example of dates relating to their child’s cancer diagnosis even if it was a
long time ago, making decisions about their child's cancer treatment, treatment processes
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and side effects related to cancer treatment, and living in a restricted world to reduce the
risk of infection due to cancer diagnosis. All primary caregiver mothers in this study talked
about the experiences that led to the emergence of this theme.

The fifth superordinate theme, “Intersectional complexity in care”, explores the challenges
of primary caregivers when supporting children with special needs in the cancer journey.

The last superordinate theme, “Impact of cancer”, is about the changes in dyadic and family
relationships after the participants’ children were diagnosed with cancer, their negative
financial impact, and how the other children are also affected. All primary caregiver mothers
talked about experiences related to this theme.

The final results for themes are presented in Table 5 below.

Subordinate Themes

no subordinate themes
no subordinate themes

| learned what | needed to learn

A range of emotions *Uncertainty related to survival and
treatment

*Guilt related to seeking professional help

* Helplessness

* Feeling lucky having treatment options and
surviving

* Significant shock in response to cancer
diagnosis

* Hope for cure and hope for a future

* Anxiety about the future

Cancer-related changes *Pivotal moment related to diagnosis

* The necessity of treatment versus the
psychological trauma

* Decision making and consenting in
paediatric cancer

* Living in a shielded restricted world
IiEEeeRaleomBIe A Esr M o 5.orcinate themes RN
Impact of cancer *Financial Implications

* Dyadic Relationship Problems
* Impact on Sibling

* Changes in family dynamics

Table 5. Research Themes
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4.4.1 | learned what | needed to learn

In addition to parenting their children, all primary caregivers in this data-set went through a
learning process about their child’s specific diagnosis, symptoms, and management in order
to further assist their children during the course of the treatment process. None of the
caregivers | interviewed were healthcare professionals. Despite this, they had expert
knowledge about the treatment of the type of cancer their children had. The purpose of
having this specialist knowledge appeared to be symptom and risk management,
anticipating possible side effects of treatment, and gaining information about the type of
cancer. When primary caregivers become informed about the cancer diagnosis, it appeared
to allow them to take control of their lives and feel empowered. Caregivers’ knowledge of
their child's diagnosis and treatment, and thus feeling that they are contributing to their
children’s chance of survival, appeared to have allowed them to feel they had control over
their lives. Claire, Beeni, Julie, Kate, and Sam talked about how they were learnt about their
children’s treatment processes, educated themselves, increased their health literacy, and
supported their children in their treatments.

The quote below was in response to the first question | asked caregivers in this data set,
“Can you tell me about your story?”. Claire talked in detail about the treatment steps. She
shared the following in this regard:

“l don't know how much you know about the ALL treatment protocol. And okay,
there's these five phases. The first one's really intense. He had temporary diabetes,
from the steroids and treatment, manage food, blood sugar side effects of chemo
complex system lung infections, and needed six months of daily IV, antifungal
medicine. And the last one is really relaxed. And with lots of delays and infections
and things so it can take sort of six to nine months.”

The phrase “really intense” that Claire used when talking about the treatment phases
appeared to relate to her child’s diagnosis of infection and diabetes, a consequence of the
treatment. She also refers to the symptom burden that was very challenging for her child
compared to the final phase of treatment. For the final stage of the treatment, she said it
was “really relaxed” and stated that the symptoms were more manageable during than the
first stage. Using this language for the chemotherapy cycle accentuates both the difference
and burden at the beginning and end of treatment. The middle cycles appear to be
minimised by Claire with her reference to “in and out” without elaboration or explanation.
She then qualifies this comment, indicating delays (without specifying the nature of these
delays) and infections as a route cause of a six-to nine-month time-frame. While talking
about the cancer treatment process, Claire compares the difficulties they faced during the
process. She mentioned her child had temporary diabetes because of steroid use during
treatment. This necessitated learning about managing her child's temporary diabetes and
also the chemotherapy-related side effects that may negatively impact Claire’s, her child’s

89



and her family’s quality of life. She also emphasises the possibility that the process may be
prolonged due to an infection during the treatment. The possibility that her child will have to
undergo painful procedures due to a longer treatment time for her child caused her distress.

Claire talked about a relationship with the consultant due to the new learning amassed in
this journey:

“I've amassed seven years’ knowledge of oncology, and | can talk to consultants, you
know, at quite a high level.”

The fact that the Claire was able to talk to specialists about evaluating the treatment options
for paediatric cancer was an indication of how much her knowledge on the subject had
increased. For her, talking with consultants seems to provide her with another important
information resource. This way, she appeared to have learnt to navigate the healthcare
system and know which healthcare professional to talk to when she needs support and
information regarding her and her child’s healthcare and psychological needs. She appeared
to be experiencing the extra challenges of navigating a system with a child who has a
learning disability.

Beeni describes the impact of her son’s cancer diagnosis on her husband:

“1 think he is obsessed with cancers, he spends all his time. So researching about the
cancer, researching about different diagnosis, researching on online, reading medical
papers, trying to find out more and more and more.”

Beeni begins by using the word “obsessed” when describing her husband’s process of
learning and obtaining information about the treatment, and states that her husband reads
both online and printed articles to learn more. Her husband was presented as being
dissatisfied with the information he received about their son. She mentions her husband
throughout the interview and his desire to gain control by increasing his knowledge after
their child’s cancer.

Julie, a mother whose daughter had survived cancer 17 years previously, still remembered
everything she learnt about her daughter’s treatment process:

“The first protocol, the first stage was very light. And as | say she was able to go out
during the day. And then there were four big hits then. And then the last two were
slightly different combinations of drugs. And they were given over a five day to
seven-day period. But she was often so poorly. Her blood counts just plummeted.
You know, neutrophils were just rock bottom. So, | remember one time we came
home thinking we were going to be home for a few days, she spiked in temperature.
So we were home a few hours, and they said no, come straight back again. And they
you know, she was on IV antibiotics then for a week in hospital again. And then as
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soon as her white blood cells hit a level as they started to come back again and
recover.”

Unlike Claire, Julie, when talking about her child’s cancer treatment, stated that the first
stage was “light”, that is, it was not particularly impactful in terms of the quality of life,
symptom management, and potential side effects of her child’s treatment. Julie talked about
the medications used during her daughter's treatment and the resulting changes in her
blood counts. These quotations show Julie has quite a significant amount of knowledge. She
talked about how poorly her daughter was during treatment. It appears that Julie was
vigilant in monitoring her daughter for treatment-related side effects and symptoms. As she
gained knowledge about side-effects, the fear of missing a change in the health status of her
child appears to have been a huge burden for Julie. She also mentioned that her daughter’s
fever when they came home and they returned to the hospital. While talking about the
effect of the treatment on her daughter's blood counts, she mentioned specific terms such
as white blood cells and neutrophils, showing that she had acquired knowledge treatment
protocol. Julie was aware now that neutropenia could lead to infections or even sepsis for
her child, which was life-threatening. She seemed to be aware of the symptoms and signs of
infection due to her daughter’s treatment. While she stated that the treatment planning
consisted of medication and rest, she generally described this process as intense, involving
constant risk assessment. Like Claire, Julie has also learnt about the cancer treatment
processes and its potential harm on their child.

Another participant, Sam, talked about temperature, which could be a symptom of infection:

“If you’ve got a child, he’s got cancer, you’re constantly concerned about their
temperature, because if their temperature is any sort of, anything above normal you
need to take them straight to the hospital because they could have, it could be a sign
of sepsis, it could be a sign of infection.”

Like Julie, Sam also seemed to be aware of the signs of infection due to cancer treatment.
Being in a constant state of anxiety clearly indicated that Sam has been negatively affected
from monitoring her child’s vital signs.

In order to ensure that her child receives her needs, such as medications at home, as much
as possible, Kate states that she has learned to give her child medication:

“But | felt quite confident that I've learned what | needed to learn... | could manage
her drugs. Well, | put the hours in to understand what was going on with the support
of a good community nurse team, but we did really well at home, | think. | am
petrified about being in the hospital and would rather be at home. It may be
different for each person, but | felt quite confident | could manage the drugs quite
well. | learned to do all of the things when they were.”
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Kate, who asserted “I learned what | needed to learn”, highlights that she was focused on
the essential caregiving aspect and learned how to give her daughter her medications to
allow her to stay at home as much as possible. In this way, she also stated that she prioritises
life treatment-risk management. She was eager to care for her child at home. In this way,
she is built up her confidence and was able to feel a little bit more in control. She suggests
that she loses control when they are in the hospital, and this brings with it anxiety; it may
also be a sign, potentially, that a child is struggling with treatment. The fact that Kate
ensures that her child receives treatment at home with the support of community nurses
whenever possible makes her feel better. This may be related to her ability to support her
child better at home and manage treatment and her daughter’s symptoms effectively. Kate,
who has two children, appeared to be feel better at home, potentially being able to refocus
on her own and her children's well-being. Also, she can re-engage with her other child and
create a home life that maintains the family life she used to have before her child was
diagnosed. This appeared to make her feel better because it is a more normalising situation
for the whole family.

Over time, the primary caregivers in this data set learned how to manage medical tasks for
their children and began to take care of their children’s medication and manage their
symptoms, which increased their confidence in their knowledge. These comments show
that Claire, Beeni, Julie, Kate and Sam did their best to increase their knowledge about their
children’s treatments, do research online, read books, and talked to experts about how they
best serve their children more during this difficult process. Caregivers in this data-set seem
to blur boundaries between family caregivers and traditional nursing roles by monitoring
their children’s well-being and treatment-related side effects such as fever and cough, and
constantly being their children’s primary source of support. Claire, Beeni, Julie, Kate, and
Sam conveyed the importance of knowing and learning about childhood cancer in different
ways as ways to support their own children.

4.4.2 Complexity challenging the cancer journey

All the participants in this data set expressed the importance and value of having
psychological support at different stages along the disease trajectory. This theme considers
the positive and negative experiences of support. In the context of the negativities they
experienced, Beeni stated that her child had additional needs related to ASD and she could
not receive support from her family and some healthcare professionals. Kate also shared her
experiences of not getting support from family members.

As Kate comments:

“My brother came down from Scotland for a couple of weekends, but they can't cope
with it. And so they disappear. And then you’ve got some friends who you thought
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would be there. One of my friends is very open and honest and she said | can’t look
at your because of our girls. | can’t watch you go through it because | can’t expose
myself to that and | can’t expose my children to that and they disappeared. Because
they just couldn’t. Which is fair enough. You know, it’s hard to see.”

Kate states that her brother came, but he could not cope with her daughter’s cancer
diagnosis. Additionally, not getting support from her friends appeared have made her feel
stigmatised. Not knowing how to treat a child with cancer and feeling uncomfortable about
it may be the reason why Kate’s brother and friends chose not to continue seeing her.
Interpreting the lack of support from both family members and friends as they
“disappearing” was the term she used to indicate that she did not get any emotional
support. Her friends saying they didn not want to be “exposed” to seeing a child with cancer,
and Kate’s friends not being able to see her, may have left her isolated.

In particular, Beeni, whose child had ASD, was the only participant in this study who
emphasised that she did not receive emotional support from either family members or
healthcare professionals. She rationalised the lack of family support from her family
members as follows:

“I have no family in the UK, my parents live abroad but it’s got his family (my
husband’s) here in the UK but he’s not very close to them. There has been no family
support which has been really hard. No family support, sorry”.

Beeni also talked about wanting to go and make a cup of tea or have a lunch break but
needing to watch her son.

“They won’t offer that: Oh, do you want to have lunch break? Do you want to go get
a cup of tea? Or can | get a cup of tea? They won't offer it unless you ask for it. And
you don’t want to ask because you think: Oh, they’re so busy.”

Beeni expects healthcare professionals to ask whether caregivers need support. Despite
their child being under the care of healthcare professionals, she felt unable to leave her
them, even for short periods of time. Beeni specifically feels that she cannot leave her child
alone in the hospital due to his inability to communicate verbally and or to express any
wishes. Beeni did not ask for any help, and she said the staff always described “busy”. She
expects nurses to show that they care about her by doing small acts of kindness like getting
tea or asking how you are. She expected micro-communication skills by interacting and
giving verbal and non-verbal signals that indicate nurses' awareness of the burden of being a
caregiver. These quotes highlight the issue of nurses not proactively communicating with
Beeni about the nature of caring responsibilities during her child's stay in hospital.

Beeni also expressed the need for peer support:
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“There must be more children because there are a lot more diagnoses of children
with cancer going through the same thing as | am, but | don’t know them. And you
know my other friends have normal children you can't relate to them, they can’t
understand my journey. So that would have been important to share resources,
make a peer group of parents agreeable to children with cancer, do get-togethers
and meetings.”

Beeni talks about the number of children with cancer is increasing, but says, "But | don't
know about them," about the children and families around her who have this diagnosis. She
describes children who do not have cancer as normal children and thinks that by having a
child who is not normal, she will not be able to relate to these families, and these families in
turn not be able to understand her journey as a mother who has a child with cancer. What
Beeni means by “my special problems” appears to be issues around isolation with having a
child with cancer, and treatment related problems. The fact that she finds sharing resources
with parents important, and also she thinks it is important to meet and hold get-togethers
with the families of children with cancer. For Beeni, peer support could enable the sharing of
needed resources, allow her to gain advice on issues related to her son’s cancer diagnosis,
share personal experiences, and thus empower her.

Claire and Sam found support from family members and friends; Julie, and Kate found
support from nurses, and Sam from a psychologist. Claire and Sam described the support
they received as amazing.

The following quotations are from Claire about receiving support from her friends:

“l have friends who wasn’t particularly close to, | told them that J. got leukaemia,
they just stepped forward. And also who wants to take my daughter A., whom | met
recently, out and have some fun, especially when we’re in London for six weeks. And
that’s just you know, amazing. The first-time visitors at the hospital were allowed to
come and visit J., and they gave me a chance to shower or sleep a little longer, when
| had the opportunity to make phone calls and eat. Without them we just couldn’t
have survived.”

Claire described her friends’ support and care for her other child as “amazing”. Not being
able to care for her other child as much as she wanted while taking care of her child with
cancer, and the emotional support of her friends may have made her feel this way. The fact
that her child has been able to have fun may have made her feel better. Claire, who has
been unable to sleep or shower properly due to the intensity of her son’s treatment,
expressed the support she receives from her friends as “we just couldn’t have survived”,
showing how important this support has been to her.

At the same time, Julie discussed the support they had received from health professionals:
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“So the nurse explained to us what the diagnosis and gave us some specific
information about the different stages of the treatment that would happen. It was
very positive about it being very treatable, and we suddenly felt we should be
reassured that we knew that it wasn’t the worst type of cancer, but it could have
been that the prognosis was good. And that we felt that we’d be well looked after. A
senior nurse on that ward came and talked to us...And she said something like, you
will see a lot of very poorly children on this ward. Don’t be alarmed...They are
specialists, they know their field. The healthcare workers who were so lovely, there
was an education team and a social team that looked after us. It just felt like you
were being like you were being held and guided and that you just go along that your
child will be looked after. ”

It is clear that the information they received from the nurse about the cancer treatment
process helped Julie to go through the difficult process of cancer. Julie reported feeling
reassured knowing that the type of cancer her child had was not the “worst type of cancer”
and that it was treatable. When talking about her experiences with the support she had
received from healthcare professionals, she mentioned the educational team and the social
team, which shows that the hospital where her child is being treated specialises in support
units for families. The kindness, humanity, and individual attention of the healthcare
professionals made Julie feel grateful. Allocating time to family members of the child with
cancer and answering their questions were seen as an indication that their children were in
“safe hands”.

Kate also shared some comments regarding the support she has received from the
community nurse team:

“The community nurse teams were very good, so we did a lot of treatment at home.
They came and did her blood tests a lot of times at school, because it was really
important for me that she got back sooner...She could get back into as much of a
normal routine as she could and the community nurse team really facilitated that. So,
it’s just a finger prick and she could get back on with her day.”

Kate found that routine checks that could be performed at home with the child when
possible made her and her child feel better. These quotes show how important it is for a
mother to continue a child’s “normal routine”. She highlights the importance of the
community nurse team and whether health professionals can support and facilitate her
priorities, which is the normal schooling of her child. For Kate, it seems important that a
child can continue their normal life, go to school, and spend time with their friends, despite
a cancer diagnosis. She may think returning to school is a sign that her child doing well or is
recovering.

Sam, who was able to get the support of a clinical psychologist during the treatment of her
child, mentioned that she had positive experiences during this process:
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“He was in intensive care for about six weeks. And during that time there was a
psychologist and on the intensive care ward who come. Looked after the parents of
children and both myself and my husband spoke to her on a few occasions to talk
through how we were feeling. She was absolutely fantastic and just to help us make
sense of what was happening and what we could do to manage our own fears and
anxieties. And in addition, we’ve both got really good friends who we were able to
talk to as well, and give us a good support network if we felt we needed to chat.”

Sam describes having the opportunity to meet with a psychologist as “fantastic” and “really
good”. The fact that both her husband and she, as family members, can meet with the
psychologist and tell her/him how they feel and learn how to manage anxiety clearly shows
that she is receiving support from a healthcare professional. Additionally, Sam’s mentioning
having “very good” friends and a network means she has social support. Having support and
being able to access support when needed may have contributed to Sam and her family
feeling secure.

Experiences and levels of support varied among the sample of carers from this data-set.
Claire describes having access to the support she needs from among her informal relations,
and that it is important to have people from whom one can get support. When describing
support from her close friends, she mentions that they take care of her other child, which
can be understood as support, but also adds to her bridging and linking social capital. While
Julie talks about the nurse who explained the treatment and gave time to her and her
husband, Sam talks about the psychologist who helped her deal with anxiety and fears for
her and her husband, and whilst Kate talks about the community nurse who helped perform
her daughter’s blood tests. Beeni had a negative experience of not receiving the support she
expected, not only family members but also from health professionals. Also, Beeni and Claire
stand out among the primary caregivers in this study for raising issues regarding different
support needs. This appears to be associated with having a child with special needs.

4.4.3 A range of emotions

4.4.3.1 Uncertainty related to survival and treatment

Claire, Beeni, and Sam described that one of the hardest parts of living with their children’s
condition was the uncertainty of what might happen on a daily basis and in the future. Lack
of certainty and control were frequently reported by Claire, Beeni, and Sam throughout their
experience. The experiences of the primary caregivers in this data set often came from the
cancer diagnosis itself and the uncertainty as to whether cancer would disappear or return.

This quote is from Claire:
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“It’s just now, you know, fingers crossed, will it persist? And how many years will it
persist for? And is that going to be long enough? And is it going to come back and
there’s just that sort of noise, this never-ending future of being
immunocompromised. And it’s sort of over but it’s not over.”

Since Claire’s child had been diagnosed and treated for cancer, there is always the possibility
of a its recurrence; she conveys the related uncertainty by asking questions. She is
experiencing the fear of her child having a future cancer relapse. The difficulties experienced
by a child being immunocompromised and the resulting inability to return to normal are a
“never-ending future” for her. She expressed her desire for her son be able to get to back to
normal, which may include being able to attend school or play with peers, as “normal,
healthy” children do. Not knowing when they will return to their normal lives and the
resulting uncertainty seem to be a source of considerable anxiety for Claire.

Beeni talks about cancer being a life-threatening disease within the scope of uncertainty:

“You don’t know if your son will make it even his life and that there’s no guarantees.
There’s no guarantee treatment for cancer at the moment.”

Beeni is afraid of the uncertain future that her child would have to face. She felt that there is
no cure for her child's cancer yet, it seems to be one of the biggest challenges of living with
uncertainty.

Sam talks about her anxiety about the future:

“So the stress and strain on your marriage is hard, and it’s hard when both of you are
worrying about what’s going to happen in the future.”

Sam talked about the wider impact of uncertainty on her marriage and about the impact of
uncertainty due to their child's cancer diagnosis on mother, father, and family. Not being
able to do anything about this uncertainty may have made Sam feel helpless.

The above quotes show what primary caregivers in this data-set feel about uncertainty. One
of the most difficult situations for Sam, Claire, and Beeni is the possibility of a recurrence of
the cancer and having to live with it. The continuation of the end of treatment with the
beginning of another treatment due to a recurrence, this possibly becoming permanent, and
uncertainty about the future are among the concerns expressed by the participants in this
data set.

4.4.3.2 Guilt related to seeking professional help
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Claire, Julie and Beeni discussed a sense of guilt. Claire reported feelings of guilt when she
thought she was ignoring her other child without cancer. During the interviews, guilt was
either reported directly or indirectly beneath other negative emotions, such as sadness.

Claire describes the guilt she feels for not being able to adequately care for her other child.

“You spent so long when your child’s got cancer, that you put them first and the
cancer treatment comes first and everything else comes second, it really does.
Because staying alive is more important than anything on the planet. The guilt of
leaving her daughter and letting her think that he’s more important to me than she is
which at times, she’s been upset and sad. And that’s just heart breaking to do that.”

Claire acknowledged that the needs of the child with cancer come first due to the nature of
the child’s issues. This is one of the reasons why Claire feels “guilty” because her child with
cancer has priority and needs more care and her child is “first” and everything else comes
“second”. Having to make degrees of care/needs among children appeared to be one of the
most challenging situations for this mother. She experienced guilt at not being able to
adequately take care of her other child and the limited amount of time she had. She
describes it as "heartbreaking" to think that her son has cancer and that her other child sees
her son as more important. Seeing her daughter sad and having to pay more attention to her
child with cancer made Claire feel guilty.

Julie also experienced a sense of guilt, questioning why they had not gone to the doctor and
received the diagnosis earlier.

“So to begin with, huge anxiety, not able to sleep, not knowing. And thinking the
worst, you know, imagining the worst. And just completely eaten up with worry, and
also guilt that | hadn't pushed quicker to get her seen by specialists sooner.”

In the above quotation, Julie expressed that she felt guilty about her child not getting the
diagnosis earlier. Also, she used the expression “imagining the worst” when expressing
anxiety dominated by fears about her child’s survival. The possibility of limited treatment
options due to a late diagnosis of cancer and the possibility of her child losing life depending
on the condition of the treatment caused Julie to experience feelings such as anxiety, guilt,
and worry.

Beeni and Julie talked about the guilt they experienced and attributed this to the children's
late diagnoses, whilst Claire talked about her inability to adequately care for her other
children. Claire appeared to feel that she was neglecting her other child. Guilt can lead to
feelings of inadequate parenting.

4.4.3.3 Helplessness
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Kate and Beeni’s quotes indicate feelings of helplessness and a lack of influence in the face
of inevitable cancer-related problems. As a caregiver and a mother, not being able to protect
in a situation where their child would be adversely affected has contributed to Kate and
Beeni’s feelings of being helpless.

Kate spoke about not being able to protect her daughter from the situations she witnessed
while in hospital:

“Think being in the hospital is so destroying it’s horrible place to be there. Very
poorly children there. It’s the point in time where your baby sees other babies. Your
child will die in without being too gentle about it. They’re not going to survive.”

And she sees that the hospital was some of the most difficult for navigate as a caregiver
because she couldn’t protect her from seeing suffering:

“..she saw a lot of the pain and the struggle 'cause, they make horrible noises when
they're in pain and there's nothing quite as awful as a child whimpering. So, you get
four beds on the ward, you sometimes you can have a private room...Well, doesn’t
stop anything, does it? There’s no privacy.” (Kate)

Kate described the hospital as a “horrible place” and emphasises this several times. She talks
about not being able to protect her daughter from seeing and hearing of the pain and
struggle of other children while she was in the hospital. She emphasises the fact that cancer
can be a fatal disease and reports that she has witnessed the deaths of other children. For
Kate, the ultimate fear was that of her child dying. The lack of “privacy” in the hospital
environment and the uncertainty of what to expect from this situation caused Kate to feel
inadequate and helpless in terms of protecting her children.

Beeni talked about the effects of chemotherapy on her child:

“You know, when you have chemotherapy, it’s kind of killing your body cells. So I've
seen his hair, I've seen his skin paler and is like some liquid white in the brain and
watching him not been feeling well, obviously, it’s probably his bones hurt his body
hurt. Something’s hurting, it can’t tell me you know, he doesn’t talk. He’s nonverbal.
That’s been really hard to know what he’s going through.”

Beeni stated that due to the side effects of chemotherapy, conditions such as pain in her
child’s body, thinning of the skin layer, and hair loss made her feel helpless. Witnessing the
physical changes caused by cancer in her child made her feel this way. She could see the
impact of cancer on her child.

The quotations above show that Kate and Beeni felt that they were unable to fulfil their role

"7

of “protecting”’ their children against the effects of cancer. Not being able to ensure the
protection they would otherwise want due to the cancer made them feel “helpless”. Her

child experiencing pain due to his cancer treatment and Beeni seeing this situation and not

99



being able to protect him from painful procedures caused her to feel helpless. The fact that
cancer is a life-threatening disease and therefore children have to receive treatment, seeing
many children in this situation, and witnessing their deaths, are experiences Kate described
as contributing to her helplessness. At the same time, the fact that the child has ASD led to
Beeni’s experience being even more difficult.

4.4.3.4 Feeling lucky having treatment options and surviving

Julie, Kate and Sam described themselves as “lucky” in this process because they were able
to receive support from health professionals and because their children's cancers were
curable. Sam’s child was able to receive an organ transplant, it was felt that Julie’s
daughter’s cancer would respond well to treatment, and Kate’s daughter had treatment
options.

According to Julie getting enough information from health professionals who deal with
families and showing an empathetic attitude has a significant effect on feeling lucky.

“l think they gave us some statistics saying, majority of young people with non-
Hodgkins lymphoma, will respond well to treatment. They were really, really, really
lovely in that in that teenage cancer unit. It’s strange to say, but | felt lucky. | just felt
lucky then just you know, which is weird, isn’t it? Your child’s got cancer, and she’s
going to have to have horrible, horrible treatment, but | felt reassured and positive. |
think | was very lucky. Because as | say, the hospital was great. | was able to stay. So,
it was either | or my husband. And that was very important for us to know through
the night 24 hours. And sometimes | would go out and take some fresh air and talk to

II’

the children on the phone, it was at the hospita

The high probability of being able to cure her child’s cancer made Julie feel lucky. Although
she felt it was “strange” to feel “lucky”, the facilities of the hospital where her child was
treated and the possibility of being treated for cancer are among the factors that caused her
to feel this way. Another issue that was important to Julie and her family is that her daughter
did not have to be left alone during her treatment; further, being able to stay in the hospital
with her daughter was another reason why she felt lucky. Being able to talk to her children
on the phone while Julie’s daughter was receiving treatment also contributed to these
feelings.

According to Kate, the fact of treatment options made her feel “lucky”.

“You know there is some treatment option or a bigger range of drugs we can try. |
mean some childhood cancers have no drugs, it's awful. So, in the grand scheme of
things we had options and we were lucky that her options worked. Because | know
lots of strong and positive children who died.”
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Kate said that as a family they felt “lucky” after making comparisons with other children with
cancer in terms of her own child's diagnosis, treatment opportunities, and chances of
survival. Knowing that some childhood cancer diagnoses do not have a drug option shows
that she is knowledgeable on this subject. She felt lucky that her daughter’s cancer had
various with treatment options, and indeed that the options worked.

Sam, who also felt “lucky”, thought that her child could have an organ transplant and indeed
recover over a relatively short timeframe.

“We were so fortunate that W. was listed on the transplant list and he was only on
the list for six hours and then we got a call... there was a liver available for him and
that was it was terrifying. But it was also in the back of our minds. There was that tiny
glimmer of this is hopeful. This is his cure, and which was amazing.”

Even though Sam’s child was only on the organ transplant list for a short time, she felt lucky
that an organ quickly became available. Sam thought that a liver transplant was her child's
cure, and interpreted this as “amazing”.

It seems that although cancer is a potentially life-limiting disease and generally has negative
effects on people who experience this process, Kate, Julie, and Sam nevertheless consider
themselves “lucky” which appeared to be because their children with cancer were successful
in terms if their treatment, and that they survived.

4.4.3.5 Significant shock in response to cancer diagnosis

Claire, Beeni, and Sam described feelings of shock when first hearing of their children’s
cancer diagnoses, which appeared to have a significant impact on them and reportedly led
to initial feelings of shock.

This first quote is from Claire:

“Shock. Absolute shock. When J. was little, we were given a book about Down’s
syndrome. So a number of different chapters in it. A lot of children with Down’s
syndrome have an increased risk of various health conditions, whether they’re born
with heart problems, whether they develop vision problems or hearing problems.
Obviously, they’ve got learning difficulties. That was a chapter on blood disorders,
and | didn’t read that chapter. Everybody else in the family read it. So they were sort
of immediately thought of leukaemia, but I've never known of anybody with
leukaemia ever until J.s. So, now | was just totally shocked. Totally shocked.”

Claire states that she was “shocked” when her child was diagnosed with cancer because she
had never considered about the possibility of her child receiving such a diagnosis and
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focusing on the other problems her child had due to Down’s syndrome. As a mother of a
child with special needs, her child’s risk of various health conditions encouraged Claire to
read books. She had read a book about Down’s syndrome, but when her child's leukaemia
was diagnosed, she wished there was no chance of it happening.

Beeni notes that she was in great “shock” when she received her child's diagnosis, as she
had not considered the possibility of her child being so diagnosed.

“Because he is nonverbal, so it’s difficult to find out what’s going on with what’s
wrong he doesn’t tell me in stomach hurting or something is hurting or tell you that
we have to assess him... We suddenly found a lump on his body. It was a big shock. |
wasn’t expecting it, | thought it was just a scare. Because my husband already
thought it was cancer. And | knew my husband always jumped to bad conclusions.
But, sadly, it was cancer and it wasn’t a very good diagnosis even because it had
spread to his lungs. It was quite extreme, like a high-risk stage four cancer of the
testicles. It was quite a big surprise and shock.”

The reaction to the cancer diagnosis was shock, as the child was non-verbal, unable to say
where it hurt, and Beeni hoped it was nothing serious. Wishing that her child would not be
diagnosed with cancer similarly caused Beeni to experience shock. The shock was also a
reaction to the advanced stage of the cancer and the fact that it had spread to other organs.
While she explained her reaction when she learned about her son’s cancer diagnosis, she
talked about her husband’s continued pessimistic attitude. Her husband appears to have
taken a pessimistic view of cancer due to uncertainty about prognosis and treatment.

Similarly, Sam was shocked when her child was diagnosed since she hoped that her children
would not be given such a diagnosis.

“l was just in shock, and | think probably a couple of weeks | just didn’t believe that
they’'ve got it right. | thought it must be something else. It can’t be what they’re
telling me it is. And it was only when they showed us the scans. It was only when he
started chemotherapy that it really hit home that this is what we were dealing with.
It's almost like a grieving process.”

Sam talked about the difficulty of accepting the reality of a cancer diagnosis. She stated that
she had to deal with her child’s cancer diagnosis when she was shown the scans and her
child’s chemotherapy treatment started. The shock reaction then relates the situation to the
grieving process. The feeling of grief that Sam had may be related to the uncertainty for her
own, her child’s and her family’s future.

Claire, Beeni, and Sam gave similar accounts of shock and surprise at the unexpected
diagnoses. In addition, according to Claire and Beeni’s statements, the “hope of not having a
serious disease” was also associated with the shock phase. As mentioned in 4.4.3.5, on top
of the shock of having a child diagnosed with cancer, the experience of Claire and Beeni was
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amplified by supporting a child with special needs. There were added complexities to their
experience as their children were less likely to be able to express or pinpoint feelings of
iliness and discomfort, so that early detection or any disorder or illness could take place.

4.4.3.6 Hope for cure and hope for a future

Having the opportunity to be treated for cancer and not showing recurrence sypmtoms
caused Claire and Sam to be hopeful for a cure for their children. Even when talking about
the likelihood of the treatment being effective, Sam repeatedly used the word “amazing”
about the treatment.

Sam, said she is hopeful that her child’s cancer may be cured.

“We were so fortunate that (child’s name) was listed on the transplant list and he
was only on the list for six hours and then we got a call to save it. And there was a
liver available for him and that was it was amazing. There was that tiny glimmer of
this is hopeful. This could work if this works. This is his cure and which was amazing.”

Sam talked about organ transplantation. She mentioned that even if there was a “tiny
glimmer” possibility of of a cure, this would make her more hopeful. Her child had a chance
of being cured, which made her hopeful for the future.

Claire expected to feel relief that treatment had ended and be hopeful for the future.

“So we’re waiting really to be told, hopefully, at some point early in the new year
that he can return to school whether that's January, February, Easter, | don’t know
but we’re still hiding away. But he’s probably healthier now than he has been in
seven years. Over from that little gap in between the first and the second
treatments.”

Claire talked about her child being treated for cancer for seven years and about “hiding”
from the cancer. She hopes that her long-term treatment for cancer will work and that her
child will be healthy. It can be said that the possibility of her child being cured and returning
to their normal routine after the treatment was making her impatient.

The predominant theme across the two interviews with Claire and Sam was hope that the
treatment would work and that their children would be cured. Like hope for a cure, hope for
the future seemed to serve as motivation to keep Claire going through some of the rougher
patches of her child’s treatment. Claire also hoped her child will be healthy after the
treatment was complete, and was looking forward to returning to school and, indeed, their
normal lives.
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4.4.3.7 Anxiety for the future

Constant anxiety was amongst the emotions mentioned by Sam and Julie as being part of
their daily lives. From the point of receiving their child’s cancer diagnosis, Sam and Julie
spoke about their anxiety about what the future would hold for their children. According to
Sam and Julie, the state of uncertainty caused them to experience ongoing anxiety.

This first quote is from Sam:

“l still had a lot of anxiety, is one of the overriding fears you have throughout the
treatment and diagnosis. What’s going to happen next? But all parents of children
with cancer probably feel the same, that the biggest anxiety is what if they don’t get
through this? And | think | had this sort of this anxiety inside of me for. Even though
W. is now a year post treatment and he’s doing really well and he's had a liver
transplant and he’s doing fantastically, I'm still anxious every single day and that, but
that will never go away, unfortunately. And | can’t let it doesn’t affect me. It doesn’t
affect how happy we are as a family, but it’s still there in the background and you
have to learn.”

Sam explained that families of children diagnosed with cancer all have a similar fear, namely
the risk of recurrence. She asked herself what would happen in the future. She stated that
her biggest fear was that her child's life would end. This is related to the fact that cancer is a
life-threatening disease, and that Sam does not want to express based on her great anxiety
and fear that her child would die if the cancer were not treated. Although her child’s
treatment was successful and he is now healthy, she expressed a certain anxiety about
recurrence that always lives in the background, she added that she has to learn to control
this.

Julie said that although her daughter was cured 17 years ago, she still has trouble sleeping
due to anxiety about recurrence.

“So very anxious, my anxiety, and | don’t think that has ever really gone away. My
sleep has never got back to normal. Since that time, | haven’t slept well. Now. I've
been through the menopause... since which didn’t help. And then my husband died...
And that didn’t help. And now I’'m caring for my elderly father, who’s got dementia.
And | just don’t sleep well anymore.”

Julie mentioned living in a constant state of anxiety related to potential new symptoms. The
possibility of recurrence appears to cause her state of anxiety to be constant.

The quotes above show that Julie and Sam constantly felt anxious. Julie’s and Sam’s anxiety
appears to arise due to uncertainty and fear of recurrence. Stress and anxiety were
associated with uncertainty because the parents in this data set did not know what to expect
in the future.
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4.4.4 Cancer-related changes

4.4.4.1 Pivotal moment related to diagnosis

Receiving the diagnosis was an important milestone for Kate, Julie, and Sam. The pivotal
moment represented the extent to which cancer truly affected the children’s and their
families’ life stories. No matter how long it had been since their diagnosis, Kate, Julie, and
Sam remembered the date of their children’s cancer diagnosis to the month and year. At the
same time, they remembered how old their child was. When they talk about what they
experienced during this whole process, it is possible to separate their lives into before and
after the cancer diagnosis.

“She just turned six and she got diagnosed with acute lymphoblastic leukaemia on
the 18th of December 2018.” (Kate)

“And she was 13, almost 14, when she was diagnosed. It was in May 2005. So it’s
quite a long time ago now, 17 years, nearly 17 years ago.” (Julie)

“So his diagnosis was hepatoblastoma, which is a very rare form of liver cancer, and
he was diagnosed in June 2020.” (Sam)

In the above quotations, it shows that Kate, Julie, and Sam remember the month and day
their children were diagnosed with cancer and the implications of the diagnosis, which
shows that the experiences of the participants were amongst the most important turning
points of their lives. Remembering the date when they learned that their child had a
potentially life-limiting condition means that their lives were irreversibly changed by the
diagnosis. This appeared to make Julie, Kate and Same think that it lead to issues such as
anxiety about their children’s future and reflected upon the fact that their children would
not be able to go to school. This theme is about that important moment experienced by the
primary caregiver mothers in this data set when they realize that their lives as a family would
never be the same again with the diagnosis.

4.4.4.2 The necessity of treatment versus psychological trauma

Children with cancer undergo a typically myriad of medical procedures. Sam noted a wide
variety of stressors related to her children's cancer treatment and treatment-related side
effects.
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Sam had difficulties with her child's inability to eat due to the side effects of cancer
treatment and the nasogastric tube for feeding. She commented:

“At times really, really difficult and horrible. And W. had his nasogastric tube. That
goes my husband knows to provide him with extra food because he wasn’t eating
during his treatment and that was something | learned to do how to pass the tube
down his nose down into his throat and into his stomach. And because W. was really
sick when he had his chemotherapy he would be sick sort of 678 times a day and he
bring his tube up so we'd have to get a new one down. And | learned how to do that
to make you say that we didn’t have to keep going to hospital every time that
happened. That’s horrible to have to do to that your own child, to put that back
down their nose time and time again.”

Sam’s child's inability to eat during anti-cancer treatments alternatively caused the child to
be fed through a nasogastric tube. The mother's statement that her child was sick multiple
times per day due to the side effects of the treatment appears to suggest she wished to
convey the intensity of the treatment and how significant the symptoms were. The fact that
the nasogastric tube was frequently dislodged and she had to perform this painful procedure
on her child every time this happened and had to live with it caused her to describe this
experience as horrible.

The quotes above illustrate the challenges Sam faced when her child was receiving cancer
treatment. The intense cancer treatment process and having to be a part of the treatment
can be counted among the parts that Sam had difficulty with.

4.4.4.3 Decision making and consenting in paediatric cancer

Making decisions about the care and treatment of children with cancer is not always easy.
This theme describes Claire and Kate’s difficulties of deciding what to do next about
childhood cancer treatment options. Claire and Kate had a hard time deciding which
treatment to choose for their children. They worried about doing their best and faced the
uncertainty of having made the right decision regarding their child’s cancer diagnosis.

Claire was asked the question: “How did you feel emotionally at the time of diagnosis? And
how did this change as time went on?” She responded by talking about the decision-making
role and it’s difficulty, as see asserts.

“I'm probably one of the longest serving oncology mums that | know of seven years
of living this life for a long, long time. I’'m not as good at decision making as | used to
be, | think probably because consultants make the big decisions for J. and that affects
me, they’re the experts, and they involve me in those decisions and decisions aren’t
quick in the NHS. Particularly. So, you sort of slow down a little bit, | think and maybe

106



I've picked up on that myself, but | do find that decision making isn’t. It’s affected me
more than just emotionally it’s affected my personality, the way | function, it’s turned
my world upside down.”

Claire has made many decisions for her child, who has been treated for seven years, and by
comparing the past with the present, she stated that she was no longer as good at the
decision-making role as she used to be. She has made many decisions regarding the fact that
her child and therefore treatment options, may be limited, and the possible side effects of
these treatments on her child with special needs. She appears to have felt a greater burden
from the fact that her participation in important decisions about how her child would be
treated was such a critical issue for her child, and the risk of adverse health outcomes. She
talked about “her life being turned upside down” while taking on the role of decision maker.
And this analogy she used is an indication that the responsibility of her decision-making role
was significant. Claire acknowledged the expertise of the consultants. Although she
educated herself about treatments, the fact that she was not an expert in oncology and did
not know what the consequences of the decisions she made on behalf of her child would be
appear to have caused Claire to feel this way. The responsibility of being asked to consent to
a treatment that could be life-threatening seems to have been a burden to her.

Before treatment is administered, consent forms have to be signed. Kate expressed her
discomfort about this issue.

She commented:

“Maybe just about and this is ridiculous because there’s nothing you can do about
consent forms. And you have to sign consent forms? | asked the question at one
point and | said: What happens if they don’t sign the form. She's not well because it's
lifesaving treatment. So, | understand that the consent form is about letting me know
what might go wrong. And | am agreeing to give her this treatment, even if that stuff
goes wrong, by still agreeing to it. That was really difficult. It was like that step away
of blame. So, | also have to carry that. | also have to have that burden of. Well, what
if this treatment does make her infertile. It felt like those forms added to my burden
of caring.”

Kate had many unanswered questions while performing her role as a decision-maker. The
guestions Kate asked were about the uncertainty of the outcome of the decisions that
needed to be made. She felt that there was no impact or otherwise a minimal role, in her
decision-making regarding active treatment, saying “If | don't consent they will do it anyway
because it's a life-saving treatment”. She asked if she could have chosen a different
treatment for her daughter, she felt that she didn not have a choice. The uncertainty around
the decision-making process was particularly stressful for Kate, given that it could have
serious consequences for her child’s life, such as infertility. Accordingly, Kate appeared to
feel disempowered and had a lack of agency with potentially the impact of what the
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treatment was going to cause, not just in terms of life and death, but also in the longer-term.
She also stated that she experienced feelings of “self-blame” at the same time as her role as
a decision-maker. It seems the decision-making role was emotionally and psychologically
very challenging for her.

Since children are unable to make their own decisions, parents must play this important role
in protecting their children’s interests and avoiding harm as much as possible. Hence, for
Kate and Claire, participating in decision-making involved a considerable burden and
significant emotional distress. The fact that cancer is a life-threatening disease and the
burden of being a decision-maker shows that Kate and Claire had a hard time making
decisions. In this decision-making scenario, Kate mentioned the concern that it would have
negative consequences, particularly in relation to her child's future life. Kate explained how
difficult it was for her to take on the decision-making role due to the impact that could have
on her daughter's fertility as a result of the side effects of the drugs used in the treatment.
Kate appears to have suffered some considerable psychological stress about having to
consent to the treatment of her child and the possibility of her child experiencing long-term
consequences of cancer. Because her child has special needs, Claire appears to have needed
information about cancer treatments and the effectiveness of such.

4.4.4.4 Living in a restricted shielded world

In this theme, Claire and Sam shared their experiences of living in a “restricted shielded
world” to protect their children from infection.

Childhood cancer treatment and immune suppression meant living in isolation with Claire
commenting:

“l don’t think we were affected by the COVID lockdown as much as other people
because we we’ve been living in a shielded world, hiding away from soft play centres
and people and diseases and germs and general public for quite some time. So, it
wasn’t too bad. Certainly, for myself and J... We went down for a week, and then he
had his magic cells, and then we sat there for four and a half, five weeks, to make
sure that it was working, and then we come home, and we’re still hiding away from
the world.”

Claire mentioned that, as other people were forced to isolate during the COVID-19
pandemic, they have been avoiding public places since her child started receiving cancer
treatment. The general population may have found it difficult to adapt to the changes and
social isolation imposed by COVID-19, but she expressed that these were similar to the
changes her child experienced while receiving treatment. She stated that they live in a
“shielded world” so that their child does not contract other diseases due to a low immune
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system while being treated for cancer. Even if there were no pandemic, Claire had to
regularly manages infection risks in case her child faced problems with his immune system.
She seemed particularly vigilant with regard to preventing her child from being exposed to
infection. This fear of infection resulted in Claire adjusting her lifestyle to reduce the risk to
her child. Living with an ongoing threat of relapse may have contributed to her feelings of
isolation. Feelings of loneliness may also increase due to isolation. Claire mentioned “ring
the bell” which is a ritual used to mark the end of cancer treatment, indicating the
completion of the chemotherapy/radiation treatment. The bell serves as a celebratory
symbol for patients on their cancer journey, for instance, receiving a positive diagnostic scan
or achieving a personal accomplishment. During the interview, Claire talked about the Car-T
treatment and described it as “magic”, and also considered the effect of this treatment on
her child’s cells as “magic”. She may be hoping that her child will be able to recover thanks
to this “magic” treatment, so they will not have to live in a sheltered world and can return
home, to a normal life.

Sam, who has a newborn baby as well as a child undergoing cancer treatment, has to spend
all her time at home, which is difficult, she comments:

“And having two young children, both of who require a high level of care because the
six-month old requires a lot of care as well, and it does make it very difficult to be
stuck in the house all day, every day, with them.”

Sam explained that the fact that her two children are dependent on her and the isolation
resulting from having to stay at home may have made her feel overburdened. Sam as a
mother of an infant appears to have faced additional stressors in caring for her child with
cancer and her infant sibling. She appeared to feel upset when she was unable to properly
care for her six-month-old baby or do important things for the baby, such as breastfeeding,
because she was caring for her other child. She appeared to feel guilty as she was cannot
unable to give the care as she wanted to for her child with cancer.

Claire and Sam talked about the emotional consequences of living in a restricted world.
These quotes show that living in a shielded world is crucial to protecting children with
cancer, but that the impact of living in this world on Sam and Claire was fear of infection,
social isolation, loneliness, being overburdened, helplessness, and sadness.

4.4.5 Intersectional complexity in care

This theme considers the challenges of supporting children with special needs in navigating
the cancer journey. However, it is important to note that although there were some shared
experiences, the differences in circumstances for each participant made the overall
experience unique.
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Among the primary caregivers in this data set, Claire was the mother whose child had been
diagnosed seven years previously. She continued to share what she knows about treatment
options:

“Children with Down’s syndrome aren’t able to have bone marrow transplants
because it's too harsh a process for them to survive. So we weren’t really that many
other options but Car-T; they basically take the patient’s own leukocytes, and they
mix them with this magic drug that was developed in America, and they grow them in
the lab, and then they put those, but clear the body, the bone marrow activity, and
they put the person’s own genetically engineered cells back in, and then give them
time to grow and spread. And then they will seek and destroy any blasts that that
arise in the future.”

She starts the dialogue by saying “Children with Down’s syndrome” and then explains the
situation with information about Down’s syndrome that may affect the effectiveness of
cancer treatment. She characterises and justifies this assertion based on the “harshness” of
the bone marrow transplant procedure and then risk, a certainty of death. She closes this
avenue emphatically and describes the alternative, demonstrating some medical knowledge
in her description of Car-T. Not having options regarding treatments and worrying about
their effectiveness may have caused her to delve deeper into and become more
knowledgeable about treatment options. Also, worries regarding decisions related to cancer
treatment regulation appear also have encouraged Claire to seek information.

Among the primary caregivers in this data set, Claire and Beeni stood out with a need for
information regarding cancer treatment. These two caregivers, who were mothers of
children with special needs, stood out compared to other families because they tended to
have more information needs about their children’s diagnoses. Claire’s information needs
appeared to be related to her child’s cancer treatment options, which were limited because
of the child’s learning disability. Throughout the interview, Beeni mentioned that her child
had been diagnosed with advanced-stage cancer and that her son’s behaviour could prevent
the continuation of treatment. Having a child with ASD, the difficulty of managing her child's
behaviour during treatment, and having an advanced-stage cancer diagnosis appeared to
direct Beeni and her husband in obtaining more information about alternative treatment
methods.

Beeni referred to the lack of support she received from her family (see also 4.4.2). She
appears to have more difficulty accessing psychological support than other caregivers in this
study, possibly because she may have comparatively lacked social capital and experienced
stigma. To add to the complexity of her experience, Beeni also felt disappointed by the lack
of support from health professionals who seemed focused only on the treatment of the
cancer:
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“When | go to hospitals, | have to look after my son myself, even the nurses, there is
never enough nurses, there is never enough staff. So, basically, | don’t get any respite
at home. And when | go to hospital, it’s even harder. They should provide parents
with some support, the nurse just comes and do the drugs and disappear again, you
never see the nurse the whole day long was stuck there.”

Beeni appeared to be asserting that there were not enough nurses, that she sometimes did
not know what to do and that she too needed rest. The complexity of her personal
experience appeared to have caused her to need greater support from the nurses. Beeni
explained that due to her son’s ASD, she could not leave her child alone in the hospital as
follows:

“Because | can’t leave my son alone in the hospital. Obviously, you can’t. Nobody
can. Nobody’s allowed to, you shouldn’t and you can’t. And especially as being
autistic, he will try to run away and is attached to a pump. It’s not safe to do that.”

By saying, “Nobody is allowed to leave their child in the hospital” she actually sees it as
something that “should not be done or is prohibited”. Beeni personalises this prohibition,
then universalises this by saying “nobody can”, so “not only should you not but the hospital
context means you can not”. She describes her child trying to run away. She stated that the
behaviour of her child, who is on a pump due to cancer treatment, makes it difficult to care
for them in the hospital. Hospitals may be seen as a challenging environment for the child to
adapt to. She gives a clear example of the risk that her child’s responsive behaviour may
cause treatment delays or even for it to be discontinued. Beeni has difficulty coping with the
challenging behaviour of her child wanting to leave the ward. She clearly differentiates her
child from children without ASD and situates the problem with risk and safety. Additionally,
Beeni was required to be involved in and guide her child’s cancer care without any
adaptations or adjustments by healthcare professionals or the hospital to her child's
neurodiversity with ASD. In response to the risk that the “run-away”behaviour of her child
may prevent the continuity of cancer treatment, Beeni has been showing distress, and in this
regard may expect more advice and support in the clinical environment and during
treatment.

Beeni also thinks healthcare professionals should look at the cancer journey from the
perspective of a child with ASD.

“The focus on cancer, the autism side of my child is being neglected, he is not getting
the support he needs for autism and that’s gonna have a big lasting impact on his life.
That’s our long-term worry. He is not gonna have the quality of life | want him to
have.”

Beeni emphasised the importance of autism-related therapy support to improve her child's
quality of life. She reported worry related to her child’s condition and worry about the long-
term impact of ASD on her child’s future. She stated that her child's autism-related needs

111



must also be addressed. She expressed her wish that ASD therapies could continue at the
same time as the cancer treatment. Moreover, Beeni has been examining the impact on
child development that a cancer diagnosis can have and focused on the life-long implications
for her child. This is contrasted with immediate, treatment-related interventions in which
health professionals could be perceived as focusing on process and compliance without
having to explore these longer-term implications. Beeni shared her worry about her child’s
future. In addition, she also thinks that her son’s ASD was neglected by healthcare
professionals and the importance of ASD treatment and therapies in her son’s life. This may
be due to healthcare professionals prioritising cancer treatment compared to ASD therapies.

Moreover, Beeni shared the following about her child’s late cancer diagnosis:

“And because it was found out so late, it had grown quite a bit in his body, and it has
spread to his lungs basically.”

Beeni’s child, who had ASD and was non-verbal, could not articulate any symptoms himself,
which made diagnosis difficult. The late diagnosis of her child's special needs appeared to
create feelings of guilt in the mother as the cancer spread throughout her child's body and
lungs. She appeared to blame herself for her child's late-diagnosis. Her feelings of guilt
appeared to be because Beeni though she should have been aware of the signs and
symptoms of cancer. This finding is different from the parents who have children without a
learning disability diagnosis.

She also reported that her son's inability to express himself due to his ASD, and the inability
to convey to his mother how the side effects of the treatment affected him, caused her to
feel helpless. Beeni interpreted her child’s symptoms by paying attention to how he acted.

The following example highlights how the Beeni found this experience “horrible” especially
when her child did not fully understand what was happening.

“He hates needles. | had to hold him and there was like, an entire department of
people holding him. | was holding him everyone was holding him and then someone
was trying to insert a cannula in his hand to get bloods out. And it just didn’t work.
And even when the cannula was done, | think it was still broken. It wasn’t working. So
that was a very horrible experience. I'm sure everything like this causes a lot of pain
in him and like he goes through a lot of trauma because it can speak he can’t tell us
he can’t express his frustrations.”

Beeni described the scenario that her son hates needles, and felt she had to hold him, had to
restrain him. She accentuated the terror experienced by her son in the numbers involved by
saying the “entire department” was holding her child. She identifyied this as a traumatic
event. Beeni significantly identified her son's inability to articulate this trauma verbally. For
Beeni, it must have been emotionally difficult for her to have to hold her son down. Needle-
related procedural pain and the associated need to hold their children down was highlighted
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by Beeni as an aspect of the treatment she found hard to manage. She had a strong feeling
that her child had been traumatised and was frustrated due to the pain he was experiencing.
The associated medical procedures can be highly distressing to children with cancer and
ASD. This may include a complete blood count, various types of X-rays, and bone marrow
biopsies. The stress on the paediatric patient and caregiver associated with these procedures
or other invasive interventions is amplified when healthcare staff fail to provide adequate
explanations or alternative ways of supporting a traumatised child with ASD to have a
cannulainserted.

The physical and emotional impact on the mother as well as the child, of trying to manage
this is clearly articulated here. Emotionally, she appeared have felt guilty for not being able
to protect her child and help her child in the way she wanted to. Beeni, who had difficulty
communicating with her child and understanding her child’s needs, was the only mother
who reported experiencing “trauma” during treatment, compared to the other children’s
mothers in this study. While procedures such as blood collection are difficult for any child,
those with ASD can sometimes be particularly vulnerable due to their limited understanding.

The intense chemotherapy treatment and the need to stay with her son constantly were the
moments when Beeni expressed emotional difficulties. It appeared the staff were not willing
to support her non-verbal child and left her with this responsibility. She also mentioned
difficulties managing the child’s expereince in many procedures:

“It says the administration of all the appointments, he has the CT scans, he has
Radiation Gen scans, X-rays, and he has ultrasounds...blood taken every week. That is
a drastic change every week...chemotherapy every three weeks...we have to stay the
whole day in hospital, then some chemo, and ultimately we also had to stay the night
also in hospitals as a 24 hour chemotherapy per day... for four days... | have to keep
him attached to the pump so he doesn’t run away. You know, it’s very hard.”

The treatment methods applied while her child was being treated for cancer and the length
of these processes were used by Beeni to express the difficulty of her experiences. The
adjectives “drastic” and “hard” that she used regarding these processes emphasised her
experiences in this regard. Her need to be present at all times, and her child’s attempt to
“run away” because he did not understand the need for continued treatment due to his ASD
indicates that this mother had difficulty managing her child’s expereince. She had previously
mentioned that she expected more support from healthcare professionals on this issue.

4.4.6 Impact of cancer

4.4.6.1 Financial implications
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Claire, Beeni, Kate and Sam mentioned financial problems related to cancer treatment. The
financial situations of all the primary caregivers in this data set were affected in some
manner. Claire stated that she had to had leave her job and she was instead receiving
government benefits. Sam and Kate talked about the financial pressures that result from
cancer treatment expenses as well as the additional daily living costs.

Beeni mentioned a career break, and this caused her financial difficulties:

“So, financial constraints | could say. | was doing a part time study course. Because |
was a mum with career break for a very long time. It’s like | was trying to get back
into thinking of working being financially independent. And so, | can do more things
for him, give him a sensory garden, give him lots of things, only make the house a
very nice place for him. But obviously, | can’t work now. So, it's you know, it has a big
financial constraint. It reduces when the parent loses independence reduces
mobility.”

While Beeni is considering her career, she talks about losing her financial independence as
she cannot work due to her son’s treatment. She mentioned that if she could continue
working, she could create a sensory garden that would benefit her child’s ASD. This
appeared to have also affected her emotionally, as financial constraints could have made
Beeni feel more overburdened. The financial burden caused by paediatric cancer may have
negative effects on Beeni’s family’s quality of life. These effects can be seen as a result of
Beeni’s loss of financial independence and her child's inability to receive the necessary
treatment due to his ASD.

Kate shared her experiences with life insurance, travelling to hospital and mortgage issues:

“However, financially, it was a hit. It's not covered on any kind of life insurances or
anything. You also have to travel into the hospital all the time, so I'm still financially
dealing with the hit of being a caregiver. There’s, you know, there’s financially really
quite serious implications and if | didn't have the job, because I'm on my own. | don’t
get any money at all. So, it financially was quite difficult and quite stressful, and there
were huge amounts of stress attached to that to not being able to afford things.”

Kate talked about the nonmedical expenditures due to transportation during her child’s
treatment that led to financial strains for her. She mentioned that no life insurance would
cover expenses related to her child's cancer treatment and that she had to suspend paying
the mortgage. She talked, as a single caregiver, about difficulties balancing income and
expenses as the sole provider, with the additional demands of providing cancer care to her
child. Being a single parent and not being able to cover the expenses appeared to have made
Kate feel lonely and helpless. She noted that finances were a major source of stress and
worry during treatment.
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Similar to Kate, Sam also mentioned out-of-pocket expenses such as travel, food, parking,
and fuel as financial burdens. (Out-of-pocket expenses by definition are not covered by
insurance or government funding.) As she comments;

“It has had an impact financially and we’re fortunate enough that we were in a
position that we could take that time off. But obviously that comes at the cost of
having less money to do things with them, and traveling to and from the hospital all
of the time is very expensive. Lots of money every week to parking car there and
you’re paying for food. We were really fortunate that we had a room at the R. M.
Charity House in B. for a short period of time, which was great because it meant we
didn’t need to pay for hotel accommodation. This helped a lot financially, but it’s still
incredibly expensive.”

Sam said that although they receive support from charities for accommodation, financial
difficulties remain. She stated that they feel “fortunate” because they did not have to pay for
the room they stayed at the hospital. The reason why she felt “fortunate” appears to be that
she is not paying at least one of the expenses.

Claire mentioned that she left her job:
“I used to have a well-paid job and I'm now on benefits.”

Claire mentioned that she received government benefit because she was not working. She
did previously have a well-paying job and that the child benefit she currently receives is less
than what she earned. Her financial situation change and the reduced household income
appeared to have negatively affected her family. Financial difficulties appeared to cause
Claire and her family members to experience psychological distress, reduced psychosocial
well-being, and poor quality of life.

Claire stated that her child has nutritional problems due to Down’s syndrome and therefore
needs nutritional therapy. This need may also negatively affect her financial situation.

“He had problems eating before this all started because of his sensory processing.
And he needs feeding therapy.”

Claire stated that her child received feeding therapy for developmental delays related to
eating due to oral sensory problems (feeding therapy aims to develop normal
feeding/swallowing functions). Any additional therapies that the child must receive are likely
to increase the financial burden on her family. She has another child who may themselves
experience significant psychosocial stressors due to the financial burden, and that may thus
affect her education and career choices. Claire’s leaving her job may require her husband to
work more and her relationship with him may be negatively affected.

Claire, Beeni, Sam, and Kate stated that they had financial difficulties due to issues related to
cancer treatment, extra therapies, and nonmedical expenditures, decreasing their earnings.
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The financial hardship experienced by the children of the four primary caregivers in this
study during cancer care may increase their risk of experiencing psychological distress.
Psychological distress can have a negative impact on quality of life, family functioning, and
marital distress, and may further have an impact on the well-being, coping, and adjustment
of the diagnosed child. Although all of the children in this study were diagnosed with cancer,
Claire and Beeni, who have children with neurodiversity and Down’s syndrome, experienced
additional financial difficulties due to their need for specialised childcare treatment (such as
feeding therapy, sensory garden).

4.4.6.2 Dyadic relationship problems

This theme captured Claire, Beeni, and Sam’s experiences of a significant change in their
family system, including increased problems with spouses.

Claire stated that she felt unsupported from her husband during this process.

“My husband (name of husband “D.”) and when (name of child “J.”) was first ill it was
me that took him to the doctor’s, when he needed to stay overnight in hospital, there
was no question it was me that wanted to do that needed to do that. And D. stepped
back and | stepped forward. And | stayed in that role ever since. So, I’'m very much J.’s
carer. And it’s got a stage now where I've amassed seven years of knowledge of
oncology, and | can talk to consultants at quite a high level, and he can’t. And so, it
does put a big strain on your relationship... And I’'m an egg and he’s a potato and you
know in a time of crisis, | just sort of jump in and deal with it, whereas D sort of
stands back... So, we’re different people and we handle it differently.”

Claire talked about taking on the role of caregiver. The fact that her child has Down’s
syndrome and therefore has special needs was the reason why she sees herself more as her
son’s caregiver. She used the analogy of “I'm the egg, he’s the potato” about her and her
husband’s behaviour in coping with their child’s illness. According to her, the fact of the
differences between men’s and women'’s parenting and personalities are a significant strain
on her relationship. For Claire, her child’s diagnosis and treatment revealed differences in
how she and her husband coped with the situation, with an adverse influence on her
relationship.

Beeni stated that taking care of her son alone:

“I'm very drastically busy. I'm a full time carer looking after my son. I'm literally like a
single mum doing everything now and my husband is like in a depressed state. He’s
working from home. But he’s mostly lying down in bed and depressed and thinking
sad things.”
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Beeni presents herself as “drastically busy” and she feels like a “single mum, full time carer”.
She indicated she was getting insufficient emotional support from her husband. While she
seems to have taken responsibility for childcare in this family, the father appears to play no
role in the care. Having to manage childcare tasks on her own seems to negatively affect her.
She interprets her husband’s behaviour and thinks that he is depressed. She described
mental health difficulties as having impacted the quality of her relationship with her
husband in terms of affecting their communication.

Beeni also perceived fathers as being neglected. Because of her role as the primary caregiver
of her child, friends and family members may neglect the father and talk to Beeni to gain
information about her child’s condition;

“Fathers get very neglected. Mums talk, at least talk to my friends, my family. But my
husband, he won’t talk to anyone. He doesn’t want any help. It’s like a negative thing
to see a mental health support person... It’s like such a taboo. Fathers have an ego
problem. Mostly men or men need to grow up with an ego problem, that ...they're
not allowed to share intimate thoughts, their worries with other people... like they
wouldn’t want to see a counsellor.”

Beeni also stated that her husband does not want to receive mental support or talk to
anyone. She stated that “fathers” have ego problems and their seeing mental healthcare
professionals is perceived as “negative” and “taboo”. Cultural factors may be influencing this
father’s opinion about receiving mental health support. In this family, the father’s lack of
support and depression seems to have had a negatively effect on Beeni. She also concluded
that, culturally, men do not want to see counsellors because they are not “allowed” to share
their views and feelings. Traditional masculine norms, stereotypical gender expectations,
and self-stigma may have acted as barriers to seeing a mental health support person for this
father.

For Sam, who also has a newborn baby, cancer treatment resulted in her not being able to
see her husband enough and spend time with him. She comments:

“So, it makes it puts a massive strain on your marriage and your relationship with
your partner, and particularly in those early months. And | think me and my husband,
we saw very little of each other, other than to pass in the corridor on the way to the
ward to change over when we went to the hospital for our son. And my husband
stayed with W. for the first month when he was diagnosed because | just had a
baby... We would swap every three to four days. So, we weren’t allowed to swap in
the hospital, so we would just meet outside quickly for two minutes and then we’d
swap. It’s hard when both of you are worrying about what’s going to happen in the
future.”

Sam reported marital relationship challenges with her husband, including not being able to
spend time together and talking and worrying about the future together. Physical separation
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due to hospital stays made it difficult for her and her husband to maintain effective
communication and share the psychological burden of caring for their child. Having a
newborn baby and having to take care of her also seems to have negatively affected their
time together.

The above remarks from participants in this study show how childhood cancers negatively
affect relationships between couples. Sam talked about how physical separation negatively
affected her relationship with her husband. Claire talked about her husband’s parenting
style, personality, and the impact of his coping styles on their relationship. Beeni talked
about her husband’s mental health problems and his unwillingness to see a mental health
professional and the negative impact this had on their relationship. Having children with
special needs appeared to have contributed to the burden on Claire and Beeni’s marital
relationships.

4.4.6.3 Impact on siblings

Childhood cancer not only presents challenges to the life of the child with cancer but also to
the siblings’ lives. Sam, Claire, Julie, and Kate had various concerns about other siblings.
Beeni has only one child.

According to Sam, her other child experienced negative consequences, such as not being
able to spend time with both parents and her sibling having cancer. As Sam comments;

“My daughter, the first three months of her life, she only knew one parent and so,
she never had time with two parents. And | remember when my husband came home
after a month of being in the hospital with W. and we swapped over and my
daughter just cried for 24 hours because she didn’t know who he was. And it was
heart breaking. Since W. got home, and then we got to spend more time together
then, it’s had a good impact on her because we've spent so much time together as a
family. They’ve got such a strong bond as brother and sister with parents as well. So
that’s fantastic.”

Sam and her husband may have felt guilty about the limited amount of time they have had
with their newborn baby, at not being able to provide for all their children equally, and that
they thought they were neglecting the sibling. These feelings of guilt can lead to feelings of
inadequate parenting. She describes it as “fantastic” for her children to spend time together
and strengthen their bond as a positive development. She appears to be experiencing
emotional turmoil when talking about the impact of the disease on her children, touching on
both positive and negative effects.
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Claire, who has a child with Down’s syndrome, mentions that she was separated from her
daughter for a long time to take care of her other child, and that this upset her very much.

“And it’s had an impact on my daughter. When this started, J. would spike a
temperature in the middle of the night and because he had a central line that meant
that we had to call for an ambulance because he couldn’t take it into. She’d go to bed
at night not knowing if we were going to be there in the morning, and that went on
for two and a half years to a certain extent it carried on like that. But she’s been an
absolute superstar.”

Claire’s focus on the needs of the child with Down’s syndrome has led to a lack of parental
attention on their other child. She may feel guilty about “disappearing” from her child’s life,
and her other child may have been adversely affected by this. Sibling well-being may be
profoundly affected by the experience of living in a family raising a child with Down’s
syndrome who also has ongoing health problems requiring additional care. The sibling may
have experience abandonment as the mother spent more time with the child with Down’s
syndrome. Claire mentioned that she stayed in the hospital with her sick child, and that the
other child usually stayed with his father, separate from the sick sibling and parent. She said
the separation time was six weeks. These changes may trigger numerous difficulties for the
sibling in their daily life and family relationships, affecting her health-related quality of life.
She also adds that she acts like a “superstar” despite her young age. She seemed to have
minimised the impact on her daughter by saying that her other daughter acts like a
“superstar” and that she is actually mature and can handle being away from her family. To
meet the changing needs of the family, the other child may have acted in a mature manner
to adapt to her new role as the sibling of a child with Down’s syndrome.

Claire described a sense of guilt associated with this identity for failing to adequately fulfil
her parental responsibilities to her other child. She asserts that:

“l want to do as my mum did for me and expose her to things and experiences and
foods and places and theatre and cinema and stately homes in places. She can’t even
have a sleepover at her friend’s house. It is annoying. Because when she goes, when
it gets past bedtime and they’re still awake, and she’s overtired, she panics, and she
calls us we have to collect and bring home. So, | wanted to teach her things that |
enjoyed or learned as a child.”

Claire stated that she wanted her other child to continue participating in as many activities
as possible and that, as a parent, she wanted her child to have the same experiences and
opportunities as her peers, but that this could not happen. Due to cancer in this family, the
peer activities of the siblings decreased as they were difficult to maintain. She spoke with
great sadness about being unable to fulfil her responsibilities as a mother for the other
sibling due to the needs of her child with cancer and Down’s syndrome. Not being able to
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give her a “normal” childhood appeared to lead her to feel guilty and cause her grief at the
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normal childhood she appears to have lost. The fact that her daughter wakes up at night and
calls them in panic while describing the incident they experienced is also an indication that
her daughter has been psychologically affected.

Julie also expressed that she did not spend enough time with her other children. At the same
time, she added that the other children were also curious about the status of their older
sister:

“I was completely focused on that one child; | was aware that my other two children
needed me. They were fantastic as well that the youngest one was only five-six. So
very young, still needing her mum and missing her mum. And | was very aware that
was happening that and I, wonder now sometimes how much of an effect has that
had on them that because they have had children’s level of anxieties about what was
going to happen to their sister and missing them.”

The fact that children are worried about their siblings diagnosed with cancer is an indication
that the diagnosis has had a negative effect on the other children in this family. Siblings may
feel a sense of loss in relation to their daily life activities and routine, as well as a loss of
intimacy within their family. As reported by Julie, her children behave quite maturely for
their age. Not being able to spend enough time with her other children may have made Julie
feel helpless, guilty, and sad.

Another participant, Kate, mentioned that her other child, her son, could not accept the his
sister’s diagnosis, and that she had not seen her other child for a long time.

“So, he had just turned 18 when she got diagnosed. And it was difficult for him
because he was old enough to know. Then, he disappeared. He did not cope well
with it at all. We didn’t see a lot of him for a good few months.”

After hearing his sister’s diagnosis, Kate’s son may have experienced a range of emotions. As
the sibling of a child with cancer, he may also have experienced maladjustment and
withdrawal. The fact that Kate had not been able to see her son for a long time may have
made her feel guilty and helpless.

It is understood from the experiences of primary caregivers in this data set that having a
sibling diagnosed with cancer has a detrimental effect on other siblings. As primary
caregivers, taking care of children diagnosed with cancer and being unable to spend as much
time with their other children may have caused Claire, Julie, Sam, and Kate to feel guilty,
helpless, and sad. Claire's other child also had a sibling with special needs, which may have
contributed to her not being able to experience a normal childhood and being negatively
affected psychologically.
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4.4.6.4 Changes in family dynamics

Beeni and Julie talked about how family life was negatively affected by their diagnoses
because parents ultimately spent more time with the child living with cancer.

Beeni talked about her husband's emotional reaction to their child’s cancer diagnosis and
how they, as a family, were affected by this. She comment:

“I think it was a very torturous experience, especially for my husband. So, the day
when we got the whole diagnosis for the cancer, | think my husband had a
breakdown, he actually ran away from the consultants office, and he thought he was
gonna kill himself. And D., there was police sent to look for him, because we thought
it was going to harm himself. And they found and brought him back from the station.
And he's come to terms with it, but he's quite depressed still. And because he’s a
man, men need lots of support and mental support. It's been worse for the father, |
think.”

Beeni reported that her husband had a very strong reaction to his child’ diagnosis, following
which she identified a marked difference in her husband’s behaviour. The fact that her
husband lacked well-being and could not cope with the diagnosis had a negative impact on
them as a family. A cancer diagnosis of a child was a traumatic and highly stressful event for
this father. She also makes comparisons about the coping of the parents, saying “it has been
worse for the father.”

Julie stated that the diagnosis of cancer in one of her family members affects all family
members negatively. She commented:

“They | remember one evening, | haven’t cried about this for a long time. One
evening, | came home and sat on the sofa with the children, | think we might have
had the telly on, and we sat on the sofa and one on either side of me. And the three
of us just cried together just because you know they were worried. B. said to me, is
she going to get better? And | said, yes, she is, because by that point | was, you know,
| wasn’t 100%. But | was feeling, | knew that she was responding well to chemo, they
were very happy.”

Having the same anxiety and hoping for the recovery of siblings with cancer as a family is an
indication that they are affected by cancer as a family. The fact that Julie said she has not
cried for a long time shows that she may be presenting as “strong” for her other children.
She stated that the siblings of the child diagnosed with paediatric cancer are concerned
about the health and prognosis of that child. The fact that other siblings have insufficient
information about the details of cancer may worry them. Julie tried to prevent the siblings
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from being upset about their sister, telling them that her sister was fine, although she was
not absolutely sure of such. Other siblings may experience significant disruption to their
usual daily routine due to the increased care needs of the child with cancer, which impacts
their psychosocial physical and emotional well-being, academic performance, school
attendance, and family/sibling relationships.

The above quotations illustrate that the fact that one of Beeni’s and Julie’s children having a
life-threatening disease deeply affects every family member. While Julie talked about how
cancer affected them as a family and talked about her children’s sadness, Beeni talked about
her husband’s behaviour. As the father of a child with ASD and cancer, Beeni’s husband,
reactions to the diagnosis may indicate that he is grieving.

4.5 Summary of the Chapter

This chapter has outlined the five group themes identified through the analysis of the
transcripts using the IPA approach. The themes are drawn from this interpretation and
analysis process capture the lived experience of the as primary caregivers in this data-set
while maintaining a clear focus on their own words and stories. Analysis of interviews
revealed five master themes: | learned what | needed to learn, Complexity challenging the
cancer journey, Intersectional complexity in care, A range of emotions, Cancer-related
changes, and Impact of cancer.

In these findings, primary caregivers talked about facing challenges. This study found that
these parents experienced guilt, anxiety, stress, shock, helplessness, and uncertainty. They
also talked about the negative effects of a cancer diagnosis on themselves and their families.
There were also differences between these mothers' experiences. These differences were
because two of the children with cancer also had Down’s syndrome and ASD, and further
due to individual differences between the primary caregivers themselves.

Claire’s and Beeni’s experience of having a child with cancer on top of their other needs
appeared to differ from those of the other three participants in this study regarding the first
theme, ‘I learned what | needed to learn’. These primary caregivers are more likely to
examine treatment options in more detail than families of children without special needs,
suggesting that they should do so in case there is a situation that requires extra attention
regarding their child's cancer treatment. Claire talked about the stages of her child’s cancer
treatment in detail, her child’s inability to tolerate some of the treatments due to her
genetic disorder, and mentioned that she had sufficient knowledge to discuss her child's
condition with consultants. Beeni also mentioned that her husband is constantly doing
research, spending much of his time doing it. Three other caregiver mothers in this study
talked about monitoring the side effects of their children’s treatment and learning to give
their medications at home. Unlike these three primary caregivers, Claire and Beeni talked
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about researching alternative treatment plans for their children and increasing their
knowledge. The fact that their children have special needs may have motivated them to
increase their knowledge.

The second theme emerged regarding the importance of psychological support, with Beeni
the only caregiver who was unable to receive support from both family members and health
professionals. Her child's diagnosis of ASD, her husband’s depression, her living away from
family members and her inability to receive the support she expected from healthcare
professionals during treatment due to her child’s ASD differentiated her from the other
caregivers in this study. Also, Beeni stands out among the primary caregivers in this study
with regard to raising issues about different support needs.

Regarding experiences related to the theme of cancer-related changes, Beeni was the only
mother who reported that her child was restricted and experienced “trauma” during
treatment.

Claire and Beeni emphasised that their children with learning disability and ASD need
individual care due to their special needs. These two mothers, who stated that they were
not receiving support from their husbands, noted that they had had negative experiences
regarding dyadic relationships.

The main findings within these super-ordinate themes will be further discussed with
reference to the original research questions and to the extant literature.
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Chapter 5

Discussion

5.1 Introduction

This chapter contextualises major study results about primary carers’ experiences with
children who have been diagnosed with cancer by making reference to pertinent
international literature, theory, and policy.

The purpose of this chapter is to interpret the significance of the findings in light of what is
already known about primary carers who provide care for children with cancer, as well as to
highlight new understanding and novel insights into this singular experience and how it is
perceived by the mothers who participated in the research. This chapter will unpack and
critically explore some of the findings of the participants within the discourses of interview
conversation. These findings are significant because they present a comprehensive view of
the difficulties faced by primary carers who have dealt with a child with cancer.

This study’s findings demonstrate how a cancer diagnosis can have a profound impact on the
family system. These findings have implications for healthcare professionals who need to be
able to understand the complex impact of cancer on each member of the family, individually
and together, within the family system. These findings also resonate with the family systems
theory (Bowen, 1978) as it highlights how the family system functions as a whole and
suggests that all members of a family are interdependent, with their emotions, thoughts,
and beliefs all intensely connected (Bowen, 1978). Yet the experience of cancer of a loved
one is an individual journey as well.
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This study used the qualitative method of Interpretative Phenomenological Analysis (IPA) in
conjunction with Family Systems Theory to explore the lived experience of primary
caregivers of children with cancer. This qualitative, phenomenological study provides insight
into the lived experiences of family members living with a child with cancer and learning
disabilities. The IPA methodology was most congruent for this study as it allowed
participants to share and expound on their unique lived experiences. Moreover, the
utilisation of theory enriched participants’ experiences by creating space for greater analysis
within a family system.

This chapter starts with an examination of the connections and relationships between the
five themes identified, and then goes on to explore each theme in more depth. The findings
will be compared to the body of research on the experiences of the primary carers of
children with cancer. A detailed explanation of each top theme will be discussed, with
exceptions and inconsistencies among the participants included in the study to provide a rich
explanation of the findings. It will examine the stigma, uncertainty and emotional work
associated with cancer, learning disabilities and autism and the implications this has in the
context of cancer care. Following that, the study's strengths and limitations will be explored.
Finally, the clinical implications and recommendations for future studies will be presented.

Primary caregivers often share common experiences in providing care to their children with
cancer, but at the same time, certain parts of their experiences may differ. The
intersectionality is a theory framework developed by Crenshaw (1994) that allows for an
understanding of how certain conditions and statuses impact on people’s lives. The
intersectionality approach provides increased opportunities to analyse the complexity of
caregiving, and contributes to the provision of more tailor-made support for informal
caregivers rather than generalised solutions (Hankivsky, 2012; Verdonk et al., 2015). Since
the experiences and needs of the mothers of a child with autism and Down’s syndrome in
this study may be different from the mothers of children without disabilities with cancer, the
use of an intersectionality framework may make it possible to better address the
experiences and needs of these mothers.

Intersectionality does have a theoretical framework. This theoretical framework can be
useful in gaining a better understanding of parents’ circumstances. In this respect,
intersectionality can help health professionals recognise how identities come together in
parenting capacity assessments to create or reduce risk (Flynn, 2021). This can be applied to
my research findings because parents’ identities construct how effects and intersections
with learning disabilities can influence the outcomes and experiences of cancer care.
Intersectionality prevents health professionals from becoming preoccupied almost entirely
with one identity, such as cancer. Intersectionality can explore two identity positions coming
together, such as learning disabilities and cancer. In this context, intersectionality prompts
health professionals to better recognise identities that come together and think about
aspects of identity that might otherwise be overlooked or misinterpreted. As understood in
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the intersectionality framework, an individual’s experiences are not informed by a single
identity (Hankivsky, 2012); rather, different identities combine to increase experiences of
marginalisation and disadvantage. This study demonstrates that focusing solely on issues of
cancer may blind providers to those experiences related to being a carer of a child with
learning disabilities. Addressing the intersection between carer identities is important in
improving carer—provider interactions, thereby improving access to services for their
children.

The results of this thesis are intended to offer a distinctive lens through which primary
carers' experiences of caring for a child with cancer may be seen. The inclusion of
throughout intersectionality the study has been attempted in such a way as to complement
and further expand on IPA’s idiosyncratic approach. IPA as research design and the
incorporation of intersectionality theory serves to privilege primary caregivers’ accounts of
their experiences, which can best be understood in the context of individuality. | elaborate
further upon these findings via five superordinate themes derived from the participant’s
interviews.

5.2 Themes

5.2.1 1 learned what | needed to learn

This theme relates to the education of parents, and how they seek information to help their
children during the treatment process. Healthcare professionals can expect parents to know
a lot about their child’s condition and the process that they will go through. The participants
expressed how the oncology team often expected parents to quickly learn and adhere to
rigorous treatment protocols that often involve frequent medical appointments and/or
lengthy hospital stays (Jones, 2012). Parents are ‘trained’ to identify and respond to severe
and distressing side effects of treatments that can include nausea, vomiting, pain, eating and
sleeping patterns, fever and neutropenia, distress, and suffering. In the case of paediatric
cancer, parents cannot be considered mere companions for the sick; they are emotionally
invested in the provision of their child’s medical care (Haugen et al., 2016). Research
reinforces that acquiring information and new skills has been strongly linked with
empowerment, as it increases parents’ confidence in providing necessary care (Coad et al.,
2015). Parents in this study were strategic in their learning, developed expert knowledge
focused on the steps in their children’s treatments, understanding how to give medications,
and potential treatment-related side effects.

The focus was on cancer’s life-threatening implications. Parents felt a great moral burden
and responsibility for the surveillance of their children. Similarly, in paediatric palliative care,
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parents experience moral distress regarding decisions made about their child’s illness (Evans
et al., 2020; Fournier et al., 2017). Moral distress is ‘when one knows the right thing to do
but constraints make it nearly impossible to pursue the right course of action’ (Jameton
1984:6; Campbell et al., 2016). However, research on how parents perceive moral challenges
during childhood cancer care is sparse (Weiner et al., 2023; Mooney-Doyle & Ulrich, 2020).
Weiner et al. (2023) describe that parents feel an overwhelming responsibility regarding
their child’s care. Participants in this study and in Weiner et al. (2023) study reported similar
thoughts regarding feeling a moral burden due to being heavily involved in their children's
care. However, the participants in my study and in Weiner et al. (2023) study had different
views regarding parents taking an active role in their children’s care and treatment. While
participants in Weiner et al. study (2023) were involuntarily involved in treatment and care
through caregiver roles that includes “nursing” and “medical responsibilities”, my research
participants felt a moral burden to be actively involved in the care of their children.

Research has found that parents of children with cancer feel they have important
information about their child, and saw themselves becoming the “expert” and “proficient”
(Gessler et al., 2019; Roug et al., 2023; Coad et al., 2015). Primary caregivers in this study
stated that when they had advanced knowledge about the particular cancer that their
children had been diagnosed with, they felt more confident and that they had more control
over their children's disease management. Mensah et al. (2023) and Granek et al. (2014)
studies found that parents who are caring for a child with cancer monitor the child for
related side effects of treatment and manage the child’s symptoms. Similarly, Lupton (2013)
found that mothers caring for their children with allergies, illness, or developmental
challenges, viewed their role as one of protecting their children’s health. They thus felt that
they needed to be continually vigilant in monitoring their children’s current and future
health. Sam and Julie also mentioned monitoring their child’s treatment side effects. This is
supported by Tutelman et al. (2019) and Barrett et al. (2020), who found that the parents of
children with cancer discussed being hypervigilant in terms of watching for signs of
potentially life-threatening adverse events during treatment and being on high alert for signs
(e.g., recurrence of cancer or serious late side-effects). Unlike the findings of these studies,
my dataset also suggests that the constant monitoring of their children has an emotional
impact on these primary caregivers, including emotional work.

The primary caregivers in this study were required to be constantly vigilant in observing their
children and managing their children's risks and symptoms. The term “emotion work” was
first introduced by Arlie Hochschild (1983) to refer to an individual’s intentional effort to
manage or display one’s own feelings to influence those of others in desirable ways
(DeVault, 1999; Steinberg & Figart, 1999). Hochschild (1983) makes a distinction between
“emotional labour” and “emotion work”: the former is required by employers in paid
employment, whereas the latter refers to the unpaid efforts that occur in family and
personal life, often conducted by women (DeVault, 1999). It is important to note that
“emotion work” refers to the efforts—the act of trying—taken in a broad sense to shape,
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evoke, or suppress a feeling, and not to the outcome which may or may not be successful
(Hochschild, 1979, p. 561). Emotional labour is frequently used interchangeably with
‘emotional work’ (Dollard et al., 2007). The dividing line between emotion work and
emotional labour can be hard to distinguish, especially so in situations where the labour
itself is not clearly defined, like parental care work. A helpful distinction is that while
emotion work targets one’s own and others’ emotions and can support or indeed distort
relationships, emotional labour more directly affects job performance to the better or the
worse (McCollum & Eric, 2002).

Emotion work is deeply intertwined with gender structures (Gabe, 2004). Women are often
socialised to be nurturing, empathetic, and expressive, which can translate to an expectation
that they will manage their own emotions in specific ways as well as the emotions of those
around them (Hochschild, 1979). In the context of caregiving research, the idea of “emotion
work” is significant as it draws attention to the often neglected emotional dimension of
caregiving, which involves the emotional interactions between the caregiver and the
recipients such of care and the management of their emotions. Emotion working in cancer-
related contexts is fundamentally about managing feelings in order to sustain a sense of
control over events, to stave off the nightmares of death, loss and major life change, and to
promote healing (Thomas et al., 2002). Thomas and colleagues (2001, 2002) found that
much of the work carers do for cancer patients involves emotion work: managing emotions
to promote feelings of control over the cancer for the patient, friends, and family, and to
maintain a degree of normalcy. In this study, primary caregivers’ emotion work involved
maintaining as much normalcy as possible. Runswick-Cole (2013, p. 107) describes the
emotional labour that mothers of disabled children perform as having to “wear it all with a
smile”, that is, managing their emotions and the those of others.

Emotional labour is common in nursing and emotional labour within the literature appears
to be more focused on nursing and healthcare professionals (Zamanzadeh et al., 2013;
Gillman et al., 2015). Paediatric oncology nurses feel emotional labour at their work (Hopia
& Heino-Tolonen, 2019; Aburn et al., 2021; Molinaro, 2021). Emotion work in caregiving has
been extensively explored for informal caregivers of adult cancer patients. The caregivers
helped the adult cancer patient stay strong and brave in the face of their diagnosis, even
though these were not the genuine emotions they felt (Olson, 2014). Caregivers also put in
work to suppress their negative emotions to remain strong or to evoke positive emotions for
the adult care recipient and to do the right thing as a caregiver (Thomas et al., 2002).

There appears limited research within the literature on the emotional work of parents of
children with cancer. Some of the findings from the participants in this study show the
intense emotional work required to support their children through cancer treatment.
Mothers often feel a great sense of responsibility to protect their child as much as possible
from suffering, and express the need to be in close proximity to their children to maintain
surveillance over them, to provide comfort, and to potentially assess risk. This finding is
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supported by research that caring for a child with major disabilities is fraught with emotion
and requires emotional labour on the part of the mother to manage her own and her
children’s negative emotions such as worry and emotional distress (Lupton, 2013). Similarly,
Runswick-Cole (2013) found that mothers of disabled children experienced emotional labour
as they worried about what the future would hold for their children.

There are limited studies on the emotional work/ labour of paediatric oncology caregivers in
the literature. Mothers of children with cancer frequently engage in extensive emotion work,
including navigating uncertainty and coping with intense emotions like fear and sadness
within the family (Clarke, 2006). Young et al. (2002) found that mothers of children with
cancer felt compelled to maintain a “cheerful’” disposition in the presence of their children
indicating emotional labour. Emotional labour increases the risk of parental exhaustion and
burnout (Lin et al., 2021). Parental burnout has severe consequences for the parent, their
children, and the family system more broadly (Mikolajczak et al., 2018, 2019). This causes
parents to experience depressive symptoms, addictive behaviours, sleep disorders and
couple conflicts; it may also cause children to be neglected (Kawamoto et al., 2018;
Mikolajczak et al., 2018,2019; van Bakel et al., 2018).

Another issue that emerged regarding this theme was related to seeking information and the
desire to access more information. Beeni mentioned that her husband was constantly
researching his child’s treatment and wanted to get more information. Beeni’s husband’s
desire in this regard was his way of coping with his child's illness. Being informed and getting
information is important to the adaptation of children with cancer and their parents to the
iliness and their coping efforts (Coyne et al., 2016). In terms of these findings, Schwitzer et
al.’s (2012) study appears slightly different. One of the participants in Schwitzer et al.’s
(2012) study said that it is not always good to have too much information about her child's
treatment and took the approach of not having to think too much ahead.

Beeni’s husband seemed to be interested in information about alternative cancer treatment
methods and alternative medicine, where this finding was different to the current evidence-
based finding: parents of children with ASD wanted information about the healthcare
network, professionals with experience in caring for children with this disorder,
intervention/therapies (Edwards et al., 2018), support networks and social services (Liu et
al., 2017). The issues most frequently emphasised by families of children with cancer
regarding the need for information in the literature include current treatment and different
treatment options, their side effects, information on the home care of the child, chances of
survival, characteristics of cancer, late effects, and parenting of children with cancer and
daily life changes (Doulavince et al., 2018; Keats et al., 2019; Maree et al., 2016; Masika et
al., 2020; Rodgers et al., 2016; Tan et al., 2022; Aburn & Gott, 2014; Greenzang et al., 2018;
Stub et al., 2021). Beeni’s husband’s coping strategy appeared to be information-seeking.
This is corroborated by other studies that parents were most likely to utilise approach
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coping responses, with the most common methods being seeking support, guidance, and
information (Cutillo et al., 2023; Palmer et al., 2011; Woodgate et al., 2016).

The focus of information needs within in this study was targeted on alternative cancer
treatment methods and alternative medicine information and the late effects of treatment,
such as infertility. Kate expressed her need for information about fertility during her child’s
treatment decision-making. Similarly, parents in other studies expressed the need for
information about the effects treatment on their children’s fertility (Vetsch et al., 2017;
Wakefield et al., 2012). Among the studies in the literature, it has been found that families
seek information about different treatment options because of the treatment's adverse
effects (Masika et al., 2020; Greenzang et al., 2018). This finding appeared different in my
example, as Beeni’s child was diagnosed with ASD and was non-verbal; she and her husband
needed information about their son's specific condition’s effect on cancer treatment options
and medications.

Caregivers in this study did not feel overwhelmed by the amount of information provided by
healthcare professionals. In contrast, previous studies have reported that the amount of
information health professionals provided was so extensive that parents of children with
cancer became confused (Rodgers et al., 2016; Soanes et al., 2009). Caregivers feel
overwhelmed by the amount of information they have to process and interpret, especially
during the initial stage of the disease when they also experience intense emotional distress
(Castellano-Tejedor et al., 2017; Kastel et al., 2011). Most parents, in previous research
mentioned receiving large amounts of information prior to making treatment decisions, and
at times experienced “information overload.” (Badarau et al., 2015). Moreover, parents,
according to the literature, were not always satisfied with the information they received
about their sons or daughters with ASD, and this prompted them to find out all they could
(Ludlow et al., 2011; Lutz et al., 2012; Markoulakis et al., 2012; Safe et al., 2012). Mothers
also expressed their disappointment with the information related to ASD provided by the
professional, considered both insufficient and unsatisfactory (Hofer et al., 2019; Crane et al.,
2016). Some parents felt that professionals simply bombarded them with ‘too much
information’ that ‘doesn’t sink in’ (Galpin et al., 2018). The literature supports the conclusion
that parents learn in different ways, have differing support and information needs, and
adopt different ways of responding to condition management (Nightingale et al., 2015). The
information provided needs to be tailored to the parents' unique, contextual needs.

There were different views reported about being at home and in the hospital among the
primary caregivers in this study. Kate mentioned that she would rather be at home than in
the hospital, of which she is petrified. She stated that she learned to give her child
medication so that she could stay at home and continue normal life, and that she gained
self-confidence. Childhood cancer is a major threat to the family system. As the cancer-
treatment progresses and parents adjust to the new routine, they often have time to reflect
on the cancer experience and its effects on the family. Many families of children with cancer,
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similar to Kate's wishes, try to return to what they deem “normal” conduct and routines
(Darcy et al., 2014; Hildenbrand et al.,, 2011; Schweitzer et al., 2012). A loss of family
normalcy occurs as families transition to a life that centres on the child with cancer (Darcy et
al., 2014; Long et al., 2015; West et al., 2015). These families face profound changes in how
they live and relate as a family (Darcy et al., 2014; Long et al., 2015). This appears consistent
within the family systems theory because the entire family system is affected by cancer.
Thus, family life is out of balance, and several parents experienced the fact that it is hard to
keep everyday life together with a child in hospital and household chores at home (Alderfer
et al., 2010). Alderfer et al. (2010) suggest that this experience contributes to increased
parental stress and that many parents with children who suffer from cancer show symptoms
of stress, anxiety, depression and traumatic stress and experience considerable emotional
burden.

Beeni also mentioned that she could rest at home and feel the comfort of being at home.
She stated that while she was in the hospital, she could not rest because she was taking care
of her son with ASD alone, and there was not enough staff to help her in this regard. The
findings of this study were in contrast with those of Sari et al. (2013), who found that
parents described themselves as feeling secure in the hospital environment and not wanting
to be discharged because they lacked sufficient knowledge about handling emergencies at
home. So, as the family systems theory implies, the experience of these parents are highly
complex and those supporting them need to be careful not to expect similar behaviour from
all parents. These parents experience concern, fear, and anxiety and fear making a mistake
during the home care of their children. They also stated that, most of the time, they
experienced difficulty in feeding their ill child at home due to nausea and vomiting, changes
in taste, lack of appetite, or mucositis (Yildirrm Sari et al.,, 2013). Similarly, from other
research some parents described that they felt safer and more secure at the hospital, as they
were close to the health professionals with all the necessary facilities should anything go
wrong (Stevens et al. 2006b). The parents felt fear and insecurity during the initial care
process of their sick child after the first hospital discharge and rationalised this as being due
to the fragile state of the child, the complexity of care required and not executed, and the
need to feel capable of self-managing care and remaining vigilant (Silva-Rodrigues et al.,
2019). Parents are also fearful and apprehensive when they take their children home, feeling
anxious about not knowing how to protect them from disease-related dangers, especially
fever and infection (Rodgers et al., 2016; Desai et al., 2015; Roug et al., 2023). In contrast,
Julie talked about feeling safer in the hospital and the difficulty with being responsible for
her child alone at home. Claire talked about the increased workload and the difficulties in
preparing medications while at home. Sam mentioned that she felt vulnerable because she
was unable to secure professional healthcare support when she was at home. In contrast,
Molinaro and Fletcher (2017) described how caregivers of children undergoing cancer
treatment maintained as much normalcy and positivity for their children as possible.
Similarly, Lindsay et al. (2021) found that parents who care for their children at home can
gain a sense of security and control.
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The topic of health literacy is also related to this theme, with Claire highlighting this topic by
demonstrating her high level of health literacy. She was able to talk to consultants about her
child’s treatment. Claire used her health literacy to navigate the healthcare system, where
finding was quite unusual compared to the current evidence-based conclusions. According
to the literature, parents of children with cancer use their health literacy to obtain,
understand and use information (Kilicarslan-Toruner & Akgun-Citak, 2013; Tan et al., 2023),
whilst parents of children with learning disabilities use their knowledge to find health
specialists, and gain access to educational and rehabilitation services for their children and
to network (James, 2013; Sefotho et al., 2021). The fact that Claire’s child has Down’s
syndrome, her child’s long-term cancer treatment, her social capital and high health literacy
appear to have contributed to navigating the healthcare system. This finding highlights that
the intersectionality of Claire being a mother of a child with both cancer and learning
disability has a direct impact on the ability to navigate healthcare for her child successfully.
These findings show that competencies shape parents’ abilities to navigate the healthcare
system effectively and this finding was different compared to the current evidence-base. In
contrast, studies found that navigating the healthcare system challenges those with low
health literacy (Conroy et al., 2018; Jimenez et al., 2013; Shippee et al., 2012) or limited
proficiency with English (Blumbergt al., 2010).

5.2.2 Complexity: challenging the cancer journey

Parents of children living with cancer appear to suffer from more psychological difficulties
than parents in the general population, and thus they also have higher psychological and
emotional needs (Stenka & lzdebski, 2018; Wiener et al.,, 2017; Santos et al.,, 2016).
Loghmani et al. (2014) mentioned emotional needs among families, such as psychological
support, empathy, and mutual understanding. Many studies have highlighted the need for
proper psychological support from healthcare services for parents throughout their child's
cancer care route, and how this plays an important role in modulating the parents'
experiences (Al Omari et al., 2020; Andersen et al., 2019; Darby et al., 2014). My research
found two opposing but related themes that are universal to caregiving experiences. While
Claire mentioned that her friends were able to offer her emotional support and help care for
her daughter, Sam and Julie talked about being able to speak to their friends and their family
members and the emotional support they received was important to them. By contrast,
Beeni and Kate mentioned that they were unable to get emotional support from their family
members and friends, and that this created difficulties. Kate talked about the information
support she received from the community nurse in helping with her daughter’s treatment at
home, whilst Julie talked about the nurses providing information support at the hospital, and
Sam talked about the psychological support she and her husband gained from their meetings
with the psychologist. In contrast, while Beeni was in the hospital and expected emotional
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support from the nurses regarding her child's difficult behaviour and care, she noted that
she did not receive this support because she thought that the nurses were too busy.

Paediatric nurses often spend considerable time with patients and their families, causing
them to experience a range of emotions and stress. This experience of stress and heightened
emotion resonates with the idea of emotional labour (Hong & Yang, 2015). The extant
literature has identified two broad strategies employed by nurses in the process of engaging
in emotional labour: surface acting and deep acting (Hochschild, 1983). Surface acting
involves masking actual emotions, such as using a fake smile to hide one’s true feelings; in
comparison, deep acting is concerned with regulating one’s inner feelings to express
desirable emotions; that is, it modifies internal emotional states to really experience the
desired emotion (Grandey, 2015; Hochschild, 1983). Various studies (Humphrey et al., 2015;
Yao et al., 2019) have found that, job stress, burnout, emotional exhaustion, psychosocial
stress, anxiety, and frustration have all been reported to have significant positive
associations with surface acting. Conversely, some researchers have suggested that it would
be appropriate to develop interventions that improve deep acting and work engagement in
order to reduce the adverse effects of emotional labour in clinical nursing settings (Han et
al., 2018). These findings are supported by previous studies that have found that deep acting
can have a positive effect on individual mental health and well-being (Humphrey et al., 2015;
Yao et al., 2019). Under stressful nursing situations and when nurses become more involved
with families, they must manage emotional labour through deep acting (Tafjord, 2021; Lee &
Jang, 2019). Studies have found that nurses utilise avoidance and self-protecting strategies
to protect themselves from the emotional impacts of working in such a sensitive and
emotionally draining area of care in paediatric oncology (Arber & Odelius, 2018; Dencker et
al., 2017; Tafjord, 2021). For these reasons, Beeni's emotional support needs may have been
overlooked.

Health professionals, especially nurses, because of their frequent, long-term, and close
contact with families, have excellent opportunities to support parents’ coping, enhancing
parents’ ability to care for both themselves and their children (Nielsen et al., 2024).
Paediatric nurses should be aware that their support is important for parents to cope with
distress and should support effective coping methods used by parents. If nurses are able to
learn how to use the deep acting strategy, it would benefit not only themselves but also
their patients and patient’s families (Lee & Jang, 2019). The data obtained from this study
showed that while the support parents received from family members and friends was
emotional in nature, they received more informational support from health professionals.
This finding is different to those of other studies’; the literature mostly focuses on that
healthcare providers have a significant role in providing emotional support (Atout et al.,
2021; Benedetti et al., 2014; Ringnér et al., 2011). For Beeni emotional support is when
nurses take care of her child, so that she can rest properly. The families in Atout et al.’s
(2021) study associated the emotional support they received from healthcare professionals
with the nurses’ kindness, always smiling and using micro-communication skills, and the
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doctors informed them about their child’s treatment process; Benedetti et al. (2014) and
Ringnér et al. (2011) noted that the emotional support was well-informed and valued by
healthcare professionals. However, in terms of type and sources of support, parents of
children with cancer, in Gise et al. (2022) and this study, reported emotional support to be
the most frequently received type, and family as the most prevalent source of support.
Friends, healthcare personnel, and other parents of children with cancer were often noted
as the second-most prevalent sources of support (Gise et al., 2022). A systematic review (van
Schoors et al., 2015) and a meta-analysis (van Schoors et al., 2017) illustrated that family
support helps families to cope with cancer.

Nurses are perceived as key in providing emotional support and quality care throughout the
course of cancer treatment (Bohnenkamp & Anderson, 2022). However, several studies have
shown that nurses tend to focus more on the physical, rather than the psychosocial needs of
cancer patients, and that the latter is often not considered part of the routine practice of
nursing (Chan et al.,, 2019; Lyu et al., 2024). Nurses do not view the assessment,
management, and reporting of distress or other psychosocial needs as part of routine
nursing practices (Palos et al., 2013). Nurses tend to accord the highest priority to required
tasks with immediate and visible effects, and the lowest to emotional care (Guner et al.,
2018). With nurses’ busy workload, creating more time to provide emotional support may
not be possible (Chan et al., 2019). The research also shows that cancer nurses may also be
emotionally affected by the process of caring for patients, and there is a psychological
burden of emotional labour (Lyu et al., 2024).

Claire and Sam stated that they received support from their friends in this study. In contrast,
parents of children with cancer in Adu-Assiamah’s (2022) study reported they lost old friends
during the initial treatment stages. These parents felt rejected by people whom they thought
they could rely on during such difficult periods (Adu-Assiamah, 2022). These parents seemed
to have lost trust and hope of support from other people, as they were of the view their own
families had abandoned them (Adu-Assiamah, 2022). Similarly, some parents in Nieto et al.
(2022) study were disappointed by their friends because they did not support them. This
may be due to a lack of experience or feelings of discomfort regarding supportive
interactions with a friend who has been diagnosed with cancer (Ray, 2024). While all forms
of support are important and beneficial for children with cancer and their parents, it is
clearly not always available. Beeni and Kate mentioned that they did not receive emotional
support from family members and friends. In contrast, parents of children diagnosed with
cancer who were emotionally supported by their friends reported a positive impact of such
(Abu-Raiya et al., 2015; Tan et al., 2020). The fact that Kate is a single mother may be related
to her need for relatively more support. Single parents may have fewer resources at hand,
including emotional and social support, and face additional stressors (Long et al., 2011).
Nicolaou et al. (2015) found that single mothers report lower levels of support. Caregiving
stressors may be a particular challenge for single-parent families because they are often the
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sole adult balancing the emotional, physical, and financial strains of caring for their families
(Granek et al., 2012; Delemere et al., 2023).

5.2.3 Intersectional complexity in care

With regard to Beeni’s child with ASD, studies have found families of children diagnosed with
ASD who did receive support, and those who did not from family members (Matthews et al.,
2011; Olsen, 2017; Samadi et al., 2012; Ludlow et al.,, 2012; Safe et al., 2012). In several
cases, the extended family was perceived to be supportive, providing both emotional and
practical support for families of children with ASD (Myers et al., 2009; Matthews et al.,
2011). Participants from other studies also felt that their partners and extended family
provided sufficient support for them via financial aid or by helping to take care of the
children with ASD (Olsen, 2017; Samadi et al., 2012). Conversely, many parents in other
studies stated that family members did not understand the disorder, even if they accepted
the diagnosis, and thus could not provide the needed support for ASD (Ludlow et al., 2012;
Safe et al., 2012; Papageorgiou & Kalyva, 2010). Beeni needed support with regard to care
for her child due to her child’s diagnoses of both cancer and ASD, but did not receive support
from her family members. In the present study, although Beeni did not explicitly mention
courtesy stigma, her lack of support from family members could have been related to such.
Goffman defines stigma as ‘a phenomenon whereby an individual with an attribute which is
deeply discredited by his/her society is rejected because of the attribute. Stigma is a process
by which the reaction of others spoils normal identity’(Goffman, 1963:3). The processes of
stigma include “labelling, stereotyping, exclusion, loss of status, and discrimination”(dosReis
et al.,, 2010:811). According to Goffman (1963), stigma is the adverse effects of negative
attitudes and behaviours from the public on discredited individuals. Broady et al. (2018)
conducted a qualitative study to explore caregivers’ lived experience of stigma. They found
that stigmatising experiences were related to rejection and lack of support. The perception
of stigmatising was high among caregivers, with a third of the sample fearing discrimination
for having a child with ASD (Kinnear et al., 2016; Liao et al., 2019; Mitter et al., 2019). Since
individuals with ASD often show an absence of physical markers as signs of disability but
rather exhibit certain behavioural and antisocial behaviours such as tantrums and aggression
(Oduyemi et al., 2021; Patra & Patro, 2019) both their parents are commonly accused of
poor parenting which results in inappropriate behaviour being displayed (Crowell et al.,
2019). Therefore, parents often experience “courtesy stigma” (Goffman, 1963; Seeman &
Goffman, 1964).

Courtesy stigma refers to the stigma of individuals having close connections to people with a
stigmatising characteristic (Angermeyer et al., 2003; Goffman, 1963; Gray, 1993; Mak &
Cheung, 2008). Courtesy stigma affects parenting and the psychological health of parents (Ali
et al., 2012; Cantwell et al.,, 2015). In this study, Beeni seemed to be experiencing the
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courtesy stigma. She mentioned that the lack of family support made her life difficult. For
Beeni, experiencing courtesy stigma meant no contact with family members. At the same
time, she mentioned throughout her interview that her husband was not seeing anyone, was
spending time at home, and was depressed; this ilustrates the negative effects of enacted
courtesy stigma. One example of courtesy stigma in relation to ASD can be characterised as
the “refrigerator mother”, in which parents of children with ASD were thought to cause
symptoms of ASD through cold and insufficient caregiving (Bettelheim, 1967). Bettelheim
applied the term “refrigerator mother” to emotionless parenting. During the 1960s and
1970s—a period when there was virtually no empirically-based understanding of autism’s
etiology—the refrigerator mother theory became widely accepted within the medical
establishment, effectively labelling parents as the ultimate “scapegoats” for their children’s
challenges (Schopler, 1971). Family support as part of social support has been suggested to
be significantly and negatively associated with stigma (Lyu et al., 2022). However, there is a
lack of research into the relationship between social support and courtesy stigma in
reference to ASD (Chen et al., 2023). Similarly, Broady et al. (2018) found that lack of support
characterises carers’ expectations of how others should act. They expected that people close
to them will provide both practical and emotional support, and described the
disappointment associated with felt stigma when this did not materialise. This demonstrates
at a practical level how the relationship dynamics play out for a family when stigma is
perceived (Broady et al., 2018). Coping with courtesy stigma can add a significant burden to
parents of children with special needs (Ng & Ng, 2022; Liao et al., 2019; Chen et al., 2023).
Increased courtesy stigma amongst parents of children with disabilities has been associated
with reduced parental quality of life (Werner & Shulman, 2013) and increased negative
parenting (Mikami et al., 2015).

There are also misconceptions and inadequate knowledge about ASD among healthcare
professionals (Mac Carthaigh & Lopez, 2020; van‘t Hof et al., 2020; Heidgerken et al., 2005;
Bono et al., 2022). These coexisting conditions meant that there were further appointments
with multiple providers, educators, and therapists before finding one who was able to
understand the needs of a child with ASD. The difficulty in finding healthcare professionals
with this specialty highlights a lack of awareness of children with disabilities who have
physical illnesses. This suggests that there is a need for education amongst professionals,
especially for primary care providers, who are often the first to hear parental concerns.

The relationship between ASD stigma and caregiver mental health suggests that there are
both changeable factors (e.g., caregiver burden, self-blame, social isolation) and
nonchangeable factors (e.g., culture, financial burden), both of which contribute to poor
mental health and stigma (Papadopoulos et al., 2019). Cancer is also one of the more serious
diseases that are often associated with stigma in many societies (Walter & Emery, 2006;
Ghaljeh et al., 2024). Banerjee et al. (2011) found evidence of cultural stigma that childhood
cancer is incurable and should be kept secret based on interviews with South Asian
immigrant parents of children with cancer living in Canada. In-countries in the Middle East
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and Asia, parents are typically afraid to receive social support because they tend to accept
the stigma of cancer suffered by children (Mezgebu et al., 2020). Caregivers in the USA also
reported experiencing cancer-related cultural stigma regarding their child’s diagnosis (Ochoa
et al., 2023). My research participants, Beeni and Claire, indicated that this is a significant
issue. The emotional consequences of the family experiencing stigma related to ASD and
cancer are typically feelings of anxiety, depression (Oz et al., 2020; Papadopoulos et al.,
2019), and social isolation (Adu-Assiamah, 2022; Delemere et al., 2023), all of which can lead
to a decrease in families2 quality of life (Park & Park, 2014).

Social capital is a complex concept, with various definitions, perspectives, and dimensions
(Woolcock & Narayan, 2000). Bourdieu (1986) defines social capital in terms of networks and
connections between individuals that can provide support and resources, whilst Coleman
(1988) conceptualises social capital as being a resource related to the social relations that
exist between families and the communities that they are linked to, Putnam (1995) defines
social capital as a characteristic of communities that includes community cohesion,
reciprocity and trust. Parents who feel they have sufficient social capital enjoy better health
(Schofield & Beek, 2009) and are better prepared to accept a diagnosis of ASD and cope with
the daily stress of caring for their child. Beeni’s child has ASD, and cannot receive social
support this may be related to her social capital. The wider literature indicates that having a
child with an intellectual disability effects social capital (Starke, 2022). Emerson et al. (2015)
reported that parents with learning disabilities have reduced neighbourhood social capital
and intergenerational support. During the interview, Beeni mentioned that she did not live
in the same country as her family and so she could not get the support of both her own or
her husband's family. She also left her job to take care of her child and felt isolated because
no one around her had experience of having a child with cancer. She was also unable to get
support from her husband due to his poor mental health. Additionally, the intensity of her
child’s treatments related to both cancer and ASD diagnoses caused Beeni’s social
interaction to decrease. The above seem to have negatively affected Beeni’s social capital
overall. Kate, who is a single parent, also mentioned during interviews that she did not
receive support from her family.

Social class, family relationships, personal resources, educational status, and social
interactions in the community are the most important predictors of social capital (Sharbatian
& Aminian, 2013). Sam, Julie, and Claire expressed throughout the interviews that they
received support from their friends while struggling with their children's illness; these
mothers appeared to navigate care better, partly due to more social capital. Social capital is
related to the mental health of mothers of children with learning disabilities (Kimura &
Yamazaki, 2019). Hock and Ahmedani (2012) noted that the parents of children with ASD
were more likely to report poor neighbourhood social capital, have difficulty coping, have
lower levels of relationship satisfaction and mental health, and experience greater
aggravation than parents of children without ASD. Caregiver burden, being associated with
the decreased provision of quality of care, quality of life, and mental and physical health
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(Bastawrous, 2013; Liu et al., 2020), has been found to be negatively correlated with social
capital and mediated by reduced community participation (Papastavrou et al., 2015). Kojo
and Fukumaru (2015) noted the negative relationship between social capital and depression
among parents of children with disabilities, Thuy and Berry (2013) reported that certain
components of social capital (e.g., spending time with friends and neighbours, involvement
in educational activities, and trusting others) were related to better mental health, while
others (e.g., engagement with activism, workmates, extended family and the immediate
household) were associated with worse mental health among mothers of children with
disabilities. Emerson and Spencer (2015) found that families of children with learning
disabilities were more likely to live in households charcterised by socioeconomic position
and to become poor and less likely to be able to escape poverty. The findings from my study
also support this reference; Claire and Beeni mentioned that they quit their jobs to spend
more time with their children and that their children needed treatment such as feeding
therapy due to their special needs. When affordability, availability, and accessibility of
services are limited, this hinders families’ ability to care for children with disabilities, and the
inability to meet basic needs increases the stress (van der Mark et al., 2017). Based on
interviews with parents, Huiracocha et al. (2015) showed that limited financial and social
resources, either because of poverty or disability stigma, shape the character of their
experiences. Beeni’s experience as her child's primary caregiver has been negatively affected
by the intersection of social capital, stigma, and poverty risk.

Beeni reported being dissatisfied with health professionals regarding the overall support she
received from them and their awareness of her child’s disease. Similarly, Bultas (2012) found
that parents believe that health professionals do not fully understand the holistic impact of
ASD on every aspect of the child and family or how difficult it is to accommodate their child’s
needs. Moreover, parents of children with ASD think that many healthcare providers are
focused solely on the medical aspect of the child's health and often ignored the
developmental needs of both children with ASD and their families (Bultas, 2012). Many
parents of children with ASD also mentioned that healthcare professionals were dismissive
of their concerns (Ballan, 2012; Carbone et al., 2010). According to the findings of these
studies these concerns included the child’s future and quality of life, the well-being of their
children, the impact of puberty on the children, their behaviour, their development, and
their safety (Ballan, 2012; Carbone et al., 2010; Oulton et al., 2022; Papadopoulos, 2021). In
contrast to these findings, Beeni’s concern was that her son’s ASD was neglected by
healthcare professionals due to the priority given to her child’s cancer diagnosis or not
understanding ASD. Moreover, oncology nurses and other clinicians may not be very familiar
with supporting children with ASD or learning disabilities (Datta et al., 2019). The above
appear to have resulted in Beeni to receiving the level of support she had otherwise
expected.

Beeni mentioned that healthcare professionals always seem to be busy and are not
thoughtful. Similarly, most of the parents of children with cancer from the Akaberian et al.
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(2021) study stated that nurses only cared about children and typically did not have the time
to deal with mothers’ problems. Parents of children with ASD described healthcare
professionals’ attitudes as cold, condescending, dismissive, judgemental and culturally
insensitive (Bui, 2017; Jegatheesan et al., 2010; Milosevic et al., 2022). Parents also
sometimes felt that healthcare providers do not listen to or support them (Carbone et al.,
2010; Levy et al., 2016; van Tongerloo et al., 2015). Conversely, parents of children with
disabilities in Ryan and Quinlan’s study (2017) believed that if they expressed a need for
help, they would be listened to and supported by such professionals. Interestingly, Claire,
Kate, Julie, and Sam stated that the support they received from healthcare professionals was
generally positive. Beeni's child being diagnosed with ASD indicates that she needs
additional support. She mentioned during the interview her dissatisfaction with the support
she had received from healthcare professionals compared to other caregivers due to her
child’s complex care needs or unmet health needs. Parents of children with ASD are known
to be more likely to report having unmet healthcare needs compared with parents of
children with other special healthcare needs, even those with other developmental and
mental health conditions (Chiri & Warfield, 2012). A lack of knowledge and/or confidence in
treating children with ASD likely contributes to greater unmet healthcare needs in this
population (Menezes et al., 2021).

Families undoubtedly experience a wide range of feelings when faced with a childhood
cancer diagnosis. For paediatric oncology nurse researchers and clinicians, caring for the
psychosocial needs of children and their families is as important as dealing with the
biomedical needs of the patient (Barrera et al., 2016). To meet the myriad of needs that
families of children diagnosed with cancer have, nurses could adopt a more family-centred
approach (Mooney-Doyle et al., 2020). Family-centred care (FCC) is known to be widely
adopted theoretical perspective in nursing (Mikkelsen & Frederiksen, 2010) as this approach
acknowledges the multifaceted bio-psychosocial needs of children and their families in
paediatric oncology. According to Mooney-Doyle et al. (2020: p.7), “Family-centred care
(FCC) is a philosophy and an approach to care that provides a pathway to engage with
children and their families during their experience with cancer.”.

Recently, nursing scholars have developed an FCC in paediatric oncology conceptual
framework to help guide clinicians as they interact with and care for families of children with
cancer (Mooney-Doyle et al., 2020). In addition, Livingston et al. (2020) recommends that
psychosocial care should not only be provided for children with cancer but also for their
families, which would help to improve their overall quality of life. However, the application
of this framework fails to take into account the social and cultural barriers, stigma, and co-
existing conditions associated with ASD and learning disabilities. At present, there is a lack of
research focusing on the wider context of family-centred nursing for children who have
cancer and a pre-existing disability.
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Beeni expected healthcare professionals to be able to perceive her needs, distress and the
burden of being a caregiver of a child with ASD. Since Beeni was unable to leave her child
alone in the hospital and it is difficult to care for her child, she expected the kind of
behaviours from healthcare professionals that would have showed that they cared about
her. While some positive experiences have been shared (Muskat et al. 2015; Wilson and
Peterson 2018), healthcare service users with ASD and their family members frequently
report challenges associated with the patient-provider relationship in the healthcare system;
citing communication barriers, perceived limited knowledge and skill of healthcare providers
related to ASD, and limited recognition of the parental and family role (Chiri & Warfiled
2012; Strunk et al., 2014; Wilson & Peterson, 2018).

During the interview, Beeni mentioned that she needed peer support in terms of sharing
resources, taking advice and meeting with the families of children with cancer. Similarly, a
parent of a child with cancer in Nielsen et al.’s (2024) study explained that not establishing
any peer relationships during the child’s treatment had made them feel very lonely,
particularly when they approached the end of the treatment. This was due to not knowing
anyone to gain good advice from, or share worries with, and the emotional and practical
struggles associated with being on their own (Nielsen et al., 2024). Opportunities to share
experiences with other parents with similar experiences were valued (Arruda-Colli et al.,
2018). Parents of children with learning and attention disorders and ASD both reported
seeking out parents of children with similar diagnoses for social support (Chad-Friedman et
al., 2022).

Parents of children with cancer experience a high level of needs, especially psychological and
emotional (Lewandowska, 2021). At the same time, parents of children with ASD also report
the need for support (Shivers et al., 2019). Beeni was the only primary caregiver who said
that she did not receive support from family members and health professionals. Not being
able to receive support as a caregiver for a child diagnosed with both cancer and ASD made
caring for her child considerably more challenging.

Families who have a child diagnosed with cancer can face a myriad of challenges but FCC for
children with cancer could be an effective approach to meeting their wider needs for
support effectively (Wilson, 2023). Customised care was a common theme throughout
existing literature on the concept of FCC in childhood cancer (Crespo et al., 2016; Garcia et
al., 2017; Gerhardt et al., 2015; Gil et al., 2016; Lyu et al., 2019; Mooney-Doyle et al., 2020;
Popp et al., 2015; Salvador et al., 2020; White et al., 2017) but it was not apparent in the
case of the participants of this study. Gerhardt et al. (2015) recommended flexibility in care-
planning that is considerate of each family’s unique environment, lifestyle, and
circumstances. Findings by Salvador et al. (2020) reaffirm the necessity of paediatric
oncology nurses to provide customised care and reject the one-size-fits-all approach when
caring for families who have a child diagnosed with cancer. FCC in childhood cancer can be a
contextual, customised approach to the care of families who have a child diagnosed with
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cancer that involves interdisciplinary and family collaboration, communication that
addresses family information needs and fosters trust, and that acknowledges the ripple
effect of the diagnosis on the functioning of the family as a system, as well as individual
members. However, one of the participants with a child with ASD found that she was not
able to receive customised care, and health professionals did not meet her expectations.

5.2.4 A range of emotions

5.2.4.1 Managing uncertainty and guilt during the cancer journey

Primary caregivers expressed a range of emotions in the current literature; similar to these
research findings, these included shock, anxiety, helplessness, hope, and lucky (Carlsson et
al., 2019; Gill et al., 2021; Johansen et al., 2018; Naidoo et al., 2016; Rost et al., 2018; Wiener
et al., 2017). However, the uncertainty mentioned by the participants of this study appeared
different from those reported in the literature and some divergence from the common
evidence base. In particular, since Beeni has a non-verbal child diagnosed with both ASD and
cancer, the level of uncertainty with the child includes three intersectional factors that have
not, to date, been explored in the current literature. Therefore, uncertainty will be discussed
in detail. Additionally, the sense of guilt felt by Beeni, related to a child being nonverbal has
also not been discussed in the extant literature.

Three primary caregivers in this study described the uncertainty related to the future they
experienced throughout their child’s treatment. Parents experience uncertainty and stressful
events connected with the unknown effects of the illness from the moment their child is
diagnosed (Khoury et al., 2013; Bretones-Nieto et al., 2022), similarly, Claire has experienced
the anxiety of her child having a future cancer relapse. Sam mentioned the negative impact
of uncertainty on her marriage. Similar results about the multiple sources of stress and
uncertainty associated with a child’s cancer that affected parents’ relationships and caused
difficulties in communication have also been reported in the literature. Studies reported
distress and marital dissatisfaction, in addition to communication and marital dyad conflicts
(Da Silva et al., 2010; Khoury et al., 2013).

Beeni and Claire also reported uncertainty related to her child’s condition, about the long-
term impact of ASD on the child’s future and the possible recurrence of cancer. She was also
worried about her child being non-verbal in nature. She will have to monitor her child for her
lifetime due to ASD, thus it is clear that she needs support from health professionals in this
issue. These findings were different to the current evidence-based ones. Some parents of
children with ASD were concerned about their children’s futures, wanted them to be able to
live independently during adulthood (Aylaz et al., 2012; Koydemir-Ozden & Tosun, 2010;
Ludlow et al., 2011; Lutz et al.,, 2012). Feeling uncertainty related to cancer and learning
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disability or ASD about not being able to go back, nor being ready yet to move forward, is
consistent with the concept of liminality. Liminality refers to the period of limbo in which
one cannot return to life prior to the cancer diagnosis, but what is yet to come remains
unknown (Dahlborg et al., 2013). First represented by van Gennep, the concept of liminality
was further developed by the anthropologist, Victor Turner (1969). Liminality has been used
in medical anthropology to conceptualise the cancer experience (Little et al., 1998). In the
case of children who have ASD and Down’s syndrome, with no opportunity to transition into
independent adulthood, such enduring liminality may severely impact parents and families
who are unable to escape from this liminal state (O’Loughlin et al., 2024). The
unpredictability of the illness trajectory and uncertainty regarding access to opportunities
for their children were experienced as constant sources of fear and risk, further reflecting an
unending state of liminality (O’Loughlin et al., 2024). There is a limited amount of
exploration within the current evidence base about primary caregivers who experience
anxiety about potential cancer recurrence for their child and the impact on future quality of
life. This is particularly significant within this dataset for both Claire and Beeni supporting
children with ASD and learning disability. Support from healthcare providers represents an
effective means of reducing parental uncertainty following a diagnosis of cancer and learning
disabilities (Keim-Malpass et al., 2016; Howitt, 2010; Li & Lo, 2015).

Three participants in the study reported feelings of guilt for reasons such as not being able
to adequately support their other children and not having their children diagnosed earlier.
These findings are supported by the current literature (van Schoors et al., 2018; Demirtepe-
Saygili et al., 2018; Fernandez-Alcantara et al., 2016). However, Beeni’s child, being non-
verbal due to his ASD and due to his late diagnosis of cancer, has made her feel guilty; this
finding is in contrast to that in the current literature. Unfortunately, there are few studies in
the literature about the experiences of caregivers of non-verbal children (Jaswal et al., 2020;
Chu et al., 2020), and sparse knowledge about the parental experience of correlating the
feeling of guilt with families of non-verbal children with ASD (Jaswal et al., 2020; Chu et al.,
2020).

5.2.5 Cancer-related changes

5.2.5.1 The necessity of treatment versus the psychological trauma

In the findings chapter, on page 110, Beeni mentioned that her son hated needles and she
thought her child was in pain due to and traumatised by the needle procedure, and how
difficult it was for her to hold down her child. Parents can sometimes be asked to help the
medical team by getting their child to comply and cooperate with invasive procedures. The
role of ‘caregiver’ as defined by the medical team is often at odds with the definition of
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‘caregiver’ in parental terms. The parental caregiver dilemma involves parents having to
provide care that may be painful and frightening to the child while simultaneously having to
explain, hold, nurture, comfort, and protect them. The use of ‘restraint’ or ‘clinical holding’
in paediatric clinical practice is common in many clinical settings with parents often asked to
participate (Kirwan & Coyne, 2017). The incidence of restraint (restrictive physical
interventions) within paediatric oncology is not clearly available in the literature (Hull &
Clarke, 2011). However, a previous study shows that in cancer care 38% of children aged 3—
10 years old had to be physically restrained during the procedure (Fradet et al., 1990).
Parents have reported holding their children with no life-threatening illness through medical
procedures as meaningful and supportive (Sparks et al., 2007; Karlsson et al., 2014), while
other parents find it traumatic for children with intellectual and developmental disabilities
(Slifer et al., 2011); the words ‘depressing’ and ‘anxiety’ were commonly used by parents of
children with ASD, particularly when speaking of physical restraint (Stewart et al., 2016).
There is a limited amount of evidence exploring physical restraint with children with ASD,
particularly in the context of oncology. Some parents of children with learning disabilities
believe the use of restraint caused their child physical pain or emotional trauma like Beeni
appeared to suggest, and increases their child’s levels of fearfulness, aggression, and
behavioural problems (Saloviita et al., 2016). Research findings show that children with ASD
are more likely to be restrained (Donnelly et al. 2020; O’Donoghue et al. 2020; Perers et al.
2021; Webber et al., 2019; Murdoch & Chang, 2022). An approach has been developed to
improve care in psychiatric units through autism-specific intervention strategies, which
reduces the need for restraint amongst children and adolescents because of the introduction
of the Autism Spectrum Disorder Care Pathway (Kuriakose et al., 2018). This intervention
includes the implementation of a structured schedule with extensive use of visual supports,
teaching patient coping skills, and training staff in the features of ASD. The proportion of
children experiencing a hold/restraint was significantly reduced after the introduction of the
Autism Spectrum Disorder Care Pathway.

Throughout her interview, Sam also talked about the difficulties she had had with inserting
nasogastric tube to feed her child. Similar to Sam, the mothers from Bicakl et al. (2019)
study were afraid that the nasogastric intervention would cause pain.

Beeni talked about her son’s behaviour in terms of attempting to leave the ward during
treatment. This finding is supported by the studies that children with ASD may present with
significant challenging behaviours (e.g., aggression, self-injury, and elopement) that
contribute to prolonged hospitalisations (Kopecky et al., 2013; Siegel et al., 2014). Also, in
Spinazzi’s (2024) study about the experiences of families of individuals with the dual
diagnosis of Down’s syndrome (DS) and ASD, a mother mentioned that her child needed
constant supervision due to his elopement and that she could not leave her child alone. The
environments of medical care settings and the demands placed on children while in them
may contribute to their challenging behaviour (Wilson & Peterson, 2018). Children with
ASAD may experience negative reactions to particular sensory stimuli in hospital
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environments (e.g., bright lights, beeping of machines, and physical touch) (Wilson &
Peterson, 2018). Similarly to Beeni, families in Bessette Gorlin et al.’s (2016) study reported
significant difficulties managing challenging behaviours related to ASD, including self-
injurious behaviours, meltdowns, aggression, and elopement. Elopement is defined as a
dependent person exposing him or herself to potential danger by leaving a supervised, safe
space or the care of a responsible person (Anderson et al., 2012). Elopement is a frequent
and significant source of stress for parents of children with ASD (Anderson et al., 2012).
These data exemplify family systems theory by showing that behaviours associated with ASD
may impact parents by increasing parental stress. Mothers of children with ASD in Stewart et
al.’s (2016) study raised concerns about their child’s safety as a result of elopement causing
them to be “hypervigilant”. Similarly, Beeni mentioned that she was vigilant while her child
was receiving treatment in the hospital. Most healthcare settings do not provide an
environment that accommodates and supports people with ASD unique sensory needs
(Gabriels et al., 2012). Furthermore, most healthcare providers do not thoroughly
understand sensory features and their impact on behaviour and thus do not provide the
required accommodations. This can place children with ASD, their families, and providers at
risk of ineffective service delivery (Gabriels et al., 2012).

5.2.5.2 Decision making and consenting in paediatric cancer

Making decisions is particularly difficult in the setting of cancer (Levine et al., 2012; October
et al., 2014; Parsons et al., 2012). Parents have described that they have to make treatment
decisions that may have life-threatening consequences for their children (Johnson et al.,
2015; Pye, 2013). Families of children with cancer reported feeling pressured to make
decisions which contributed to their distress (Robertson et al., 2019). Similarly, Kate and
Claire reported how difficult it is taking on a decision-making role. During the interview, Kate
asked if she could have chosen a different treatment for her daughter; she felt that she did
not have a choice and seemed stressed because of this. Conversely, some parents stated
that the decision-making process was easy because they felt they had no choice (Stevens &
Pletsch, 2002). Similar to this study’s finding, parents in other studies indicated that they had
insufficient information about alternatives to the proposed treatment of the clinical trial
(Chappuy et al., 2010; Kupst et al., 2003; Stevens & Pletsch, 2002). With no option, they felt
obliged to give consent for the clinical trial to go ahead (Levi et al., 2000; Alahmad, 2018).
This research’s findings suggest that parental understanding of the risks late effects may
impact treatment decision making. Similarly, most parents in Greenzang et al.’s (2018) study
wanted early and detailed information about their child's risk of late effects to in order to
make treatment decisions and so they felt prepared for the future. While informed consent
documents for paediatric cancer treatment contain information on potential late effects, the
majority of late effects education typically occurs after the completion of the treatment,
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during long-term follow-up care (Landier et al., 2015; Lindell et al., 2015). This approach
neglects the role of late effects information in initial treatment decision making (Greenzang
et al.,, 2018). Parents in Greenzang et al.’s (2018) study valued late effects information
around the time of diagnosis, because it helped them to prepare for what was ahead and
informed the decisions they made about their children’s care. Kate also expressed concern
that about possible side effects of treatment, such as infertility; this finding is also
emphasised in the literature (Stinson et al., 2015; Vetsch, et al., 2016). Conversely, some
parents felt fertility concerns were not a priority given the other risks their children were
facing (Ellis et al., 2016; Quinn et al., 2012). Parents and survivors in Ellis et al.’s (2016) study
frequently described postponing their worry and/or the need to make decisions regarding
fertility until it became necessary i.e., when they were ready to have children. Taking the
decision-making role in cancer also creates a burden for Claire.

The literature shows that parental equipoise is often very difficult to reach, which leaves
parents in the agonising position of wanting to do what is best for their children with cancer,
while not knowing whether a clinical trial is the best course of action to reach this and being
fearful of making the wrong decision (McKenna et al., 2010). Since Claire’s child also has
Down’s syndrome, it should be noted that there are few studies available that consider
parental decision-making regarding treatments for such (Bohnstedt et al., 2023; Reilly et al.,
2010); Reilly et al. (2010) found that for parents of children with congenital heart conditions
and Down’s syndrome’s decision-making regarding treatment responsibilities posed
difficulty for them. There is only limited data in the literature on parental decision-making
regarding treatments for Down’s syndrome and cancer. Bohnstedt et al. (2023) found that
parents of children with Down’s syndrome and ALL worry about decisions related to
treatment regulation since doctors tell families that children with Down’s syndrome are
more vulnerable and more sensitive to the side effects of cancer treatment than children
without.

5.2.5.3 Living in a shielded restricted world

Participants in the current study talked about living in a “restricted world” to protect their
children from infection. Claire, throughout her interview mentioned that they lived in a
“shielded world” so that their child did not contract another disease because of having a
compromised immune system while being treated for cancer. Similarly, Saifan et al.’s (2014)
gualitative study, conducted among parents of children diagnosed with cancer, found that
the mothers did not attend get-togethers and social functions in the attemption to avoid
crowded places to protect their children from infection. Since the immune systems of the
children were weak, some parents were unable to welcome friends to their homes and did
not have time to engage with others (Kim et al., 2017). Sam mentioned that the fact that her
two children were dependent on her and the isolation resulting from having to stay at home.
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Similar to this, in studies, participants showed signs of feeling constrained because their lives
revolved around their child’s cancer treatment, disrupting their normal routines and prior
obligations (Lindahl et al., 2016; Wikman et al., 2016; Bona et al., 2014). These participants
talked about how they had to give up their obligations, such as work, socialising, and
personal development, in order to help manage the daily routines and practical
requirements of their sick child (Lindahl et al., 2016; Wikman et al., 2016; Bona et al., 2014).

Previous studies have shown that children with paediatric cancers also have a sense of social
isolation (Darlington et al., 2021; Howard et al., 2014). In a relevant study, it was noted that
a significant portion of children undergoing cancer treatment will be hospitalised during
chemotherapy, leading to prolonged isolation from their schools, peers, and families (Liu et
al., 2021). Children who are immunocompromised and socially isolated for long periods of
time due to risk of infection (e.g., following bone marrow transplant) may be especially
vulnerable (Christiansen et al., 2015). Claire’s child, due to his dual diagnosis, was at
particular risk of isolation. She talked about preventing her child from getting an infection
for her child’s cancer diagnosis. Parents of children with learning disabilities also reported
feelings of isolation attributed to two major issues—the inability to leave the home or
attend family gatherings due to the child’s behaviour or sensory issues and being
misunderstood as “bad parents” in public due to their child’s symptoms and behaviours
(Spinazzi et al., 2024). Parents of children with Down’s syndrome are also frequently socially
excluded due to stigma (Amorim & Shimizu, 2022; Batool et al., 2024), the consequences of
which for individuals range from decreased self-esteem, discredit and shame to social
restrictions, reduced life satisfaction, social hostility, job loss, financial strain, and
apprehension about the future, negatively impacting health (Amorim & Shimizu, 2022).

Parents also play an important role in increasing the independence of children with Down’s
syndrome through special therapy and training, which has a positive impact on the
development of communication skills and self-development (Situmeang et al., 2023). Social
isolation does not help the development of children with Down’s syndrome (Alhafiz et al.,
2024). The cognitive development of Claire’s child, who had to be isolated due to his cancer
diagnosis, may be negatively affected because her child cannot participate in a range of
activities that could contribute to his development.

5.2.6 Impact of cancer

5.2.6.1 Changes in family dynamics

Family systems theory states that profound illness has a life-changing impact on the family
unit (Gritti, 2012; Mehta et al., 2009; Milberg et al., 2020). This study shows that a cancer
diagnosis affects every family member, and through the perspective of the mother, this
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study explores what those effects may look like. Much of the existing research around
childhood cancer suggests that this life-threatening illness can bring profound life changes
for not only the child but also the child’s family (Barrera et al., 2016; Popp et al., 2015;
Salvador et al., 2019, 2020; Wiener et al., 2015). Upon receiving a cancer diagnosis, family
relationships, dynamics, roles, and responsibilities are immediately shifted (Darcy et al.,
2014; Schweitzer et al., 2012; West et al., 2015; Woodgate et al., 2011). Within this research,
the child with cancer becomes the central focus of family life. Generally, the participants
described how they stayed close to the child with cancer, providing care in the hospital,
taking them to appointments, and ensuring they are safe within all other environments. The
participants found that the role of the father was to return or continue to employment, as
finances were difficult during this time. However, the father also assumed new roles, such as
now being in charge of caring for siblings and running the household. Similarly, Bjork et al.
(2009), Fletcher (2010) and West et al., (2015) also showed that the father would take on
running the household and ensuring financial stability, while the mother shifts her focus to
the child with cancer. This family process has been described as learning to “tolerating living
as a split family” (McCubbin et al., 2002, p. 105). According to the findings of my study, two
mothers of children with additional needs appeared to undertake comparatively greater
care responsibilities of their children. A child with special needs can bring other stressors to
the family dynamic (Vitale et al., 2022; Karst & Van Hecke, 2012). Their spouses had to
continue their jobs and were not able to provide day-to-day support for their wives. This
finding is in contrast to the other three participants. These findings suggest that the primary
caregivers of children with additional needs in my study had difficulty "tolerating living as a
split family." (McCubbin et al., 2002, p. 105). Even in a ‘normal’ situation, raising children
with special needs requires parents to provide greater and complex care for their children
anyway. In having cancer as well, they appeared to struggle even more because the family
dynamic was again different, and the child needing further care. In Beeni’s case, she had
previously mentioned that her husband has mental health difficulties, making her
experience of “tolerating living as a split family” even more difficult.

Dynamics and role changes within the family are likely to happen when a child is diagnosed
with cancer. During the initial diagnosis, the family, especially the parents, must adjust to
this new identity and role shift. In addition to the parental nurturing provided when a child is
well, parents of children with cancer often discover that they must become advocates,
counsellors, and pseudo-nurses in this new role (Jones, 2012). Caregivers adopted pseudo-
nursing roles by acutely monitoring their child’s well-being and treatment side effects,
examining medical results, supervising hospital staff, and constantly being their child’s
primary source of support. During the treatment of her child with ASD, Beeni had to explain
her child's unique care needs to healthcare professionals, advocating for them. Claire stated
that she educated herself about her child's health and felt that she became like a counsellor.
Another participant, Kate, talked about taking on pseudo-nursing roles and ensuring that her
daughter's treatment takes place at home as much as possible. Families of children with
cancer may provide medical, emotional, financial, spiritual, or physical caregiving, or more
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likely a combination of all of these (Jones, 2006). According to the participants of the
research, all members naturally fell into their new roles, interaction patterns, and their
relationships within and outside the home, and had adapted to what is needed from them.
This shows how families become performative in reaction to the cancer diagnosis (Modanloo
et al., 2015). The fact that the caregivers of this study had children with both cancer and a
learning disability or ASD, a new area according to current evidence, makes these findings
more unique. As this study found, the parents whose child had a learning disability and one
with challenging behaviours, these parents found a further role included ensuring their child
received equitable care. This unique finding will further enhance the current evidence in the
care of family focussed care of children with cancer.

The changes experienced by the families can be divided into three main categories that
affect the family as a unit and the quality of life of individual members (Christensen, 2022;
Steliarova-Foucher et al., 2017). First of all, cancer may be a threat to the previous model of
family interaction. It brings the alternation of roles, which can be perceived by one as a loss
and by others as an excessive overload. Secondly, the disease forces the alteration of future
plans due to the fact that the presence of cancer introduces a sense of uncertainty. Three
participants in this study stated that their lives were functioning at a level that was about
survival and isolation. Prolonged uncertainty within a family can disrupt its ability to function
effectively. Some families refrained from planning for the future, and this can destabilise
family functioning, bringing a sense of a lack of agency, goals or postponement of plans.
Thirdly, it affects the functioning of family members in external groups like, for instance, job
or school environments (Yang et al., 2016). Also, new groups of functioning appear —
doctors, nurses, and other patients and their families. All of these people create a new
environment and are of tremendous importance for the patient and their family. Both
children and families affected by childhood cancer emphasised the importance of nursing
support and care during their cancer trajectory (McHaro et al., 2022). Nurses are able to
gather information on how well the family is coping with and adapting to their new normal
and they are particularly well-positioned to identify and manage the support needs of this
population (Kiernan et al., 2010; McHaro et al., 2022). As Christensen et al. (2022), the three
basic changes of family functioning was apparent in the participants’ experiences: Claire
mentioned that she has been her child's primary caregiver since her child's first diagnosis of
Down syndrome, and that her responsibilities increased with the diagnosis of cancer.
Likewise, Beeni mentioned that she did not have time to rest after her child’s ASD diagnosis
and her cancer diagnosis. Throughout the interview, Beeni talked about the negative effects
of the inherent uncertainty related to cancer and ASD on her husband. Claire also mentioned
that her child could not go to school due to his treatment, and four of the participating
mothers in the study mentioned that they had to quit their jobs, which reflects the negative
impact on the functions of family members. While four participants evaluated their
interactions with nurses positively, Beeni mentioned that nurses were generally busy and did
not pay enough attention to her child due to his diagnosis of ASD.
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Even though family life changes occur in all three phases, the intensity of the change varies
by the individual family. The extent to which a family finds itself in a well-known or new
everyday family life is mainly dependent on four variables (De Fine Licht, 2017). These four
variables may affect the impact of the changes on the individuals. They are:

1. The child's diagnosis and prognosis.

2. The course of the disease, including duration of treatment or hospitalisations, and time of
separation of the healthy siblings and the remaining hospitalised family.

3. The diagnosed child's current state, including symptoms, side effects, intensive
treatments, hospitalisations, and current risk of death or of relapses.

4. Whether previous and current needs have been met.

The first three variables are primarily somatic (having to do with the body) and structurally
defined; however, the fourth variable is person-defined and can change. All four variables
influence one another (De Fine Licht, 2017). These four variables, as observed in the
participants of this study, show that time spent in the hospital, the current conditions of
their children, the time they spent away from their families, and their unmet needs are
different from each other. The unmet needs of children who are also diagnosed with
learning disabilities may cause the family to need more support. The last variable - whether
previous and current needs have been met - is often disregarded, because, in acute
situations, it might not seem important for either the family or the healthcare professionals
(Christensen et al., 2022).

The family dynamics change, and are responsive to the cancer treatment journey and the
impact this has on the family member living with cancer (Given et al., 2012). In the diagnosis
phase, depending on the type of family, a significant mobilisation, with readiness to give
support to the patient, is observed. Family members try to get information about the
diagnosis, treatment and chances of survival. The treatment phase is associated with the
alternation of roles within the family (Given et al., 2012). Very often, all of the family need to
cope with the treatment symptoms and accompany him/her to the hospital for
chemotherapy or radiotherapy. My study showed how the participants interpreted this as
somewhat of a burden both physically and psychologically. For example, Beeni, who has a
child diagnosed with ASD, mentioned that she felt helpless in the face of the physical
changes her child experienced after chemotherapy. Another participant, Julie, mentioned
that she has had trouble sleeping since her child was diagnosed with cancer. This can be very
burdensome, both physically and psychologically. The chronic phase of the disease may last
for months or even years, including periods of treatment and remission (Given et al., 2012).
It is also the time when the family slowly returns to its routine life. In some families the end
of chemotherapy or radiotherapy is recognised as the end of the disease itself. The family
then has to constantly face the fear that there could be a recurrence (Wakefield et al., 2011;
2020), and every check-up brings a tension that the tests could detect new carcinogenic
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cells. The strong stress reaction may be caused both by the fear of separation and of staying
alone, as well as by the anticipated pain the patient will have to face, the lack of control over
the situation, and the moment of death.

According to research by Svavarsdottir (2004), among the most burdensome and time-
consuming activities that parents mentioned was managing the behavioural problems of
both their sick child and the other offspring, planning and coordinating family activities, and
giving emotional support to the spouse or partner. If there are other children in the family,
the parents need to take care of their well-being too, and although a sick child is in an
unusual situation, it still has a need to be raised and educated. Parents therefore have to
learn how to negotiate between handling the sickness and ‘normal’ parental tasks. The data
from this study provides a different and detailed perspective on how parents have to plan,
coordinate and advocate for the child's adaptation to the hospital environment if their
learning disability or ASD, other treatments the child receives due to learning disability or
ASD, and the negative financial impact on families. The mothers of the child with learning
disability, and one with autism mentioned that their children had sensory processing
problems due to ASD and Down syndrome, and that they had further financial complications
because they needed to receive treatment (feeding therapy, sensory garden) for these
diagnoses.

The family systems theory was useful in understanding how the dynamics within a family
unit change when the family is dealing with cancer. The dynamic within the family and the
individual relationships within the family unit were no longer the same after the cancer
diagnosis. Participants identified struggles in adjusting to their new family roles and
navigating their family relationships during their children’s cancer (Burke et al., 2022).
According to Long et al. (2015), ‘A child’s cancer diagnosis can be a devastating event that
leads to emotional strain and substantial changes in the day-to-day functioning of the
family... which can chronically disrupt the family system’ (p. 21).

Having a child with a learning disability or ASD has also been shown to affect family
dynamics. Families of children with ASD must cope with understanding the diagnosis,
seeking appropriate treatments, and adjusting to the specific needs (Viana et al., 2021;
Sanchez Amate & Luque de la Rosa, 2024). When children receive an ASD diagnosis, they
may need therapy sessions, educational assistance, and support through major transitions,
which often stress the parents and overall family dynamic (Firat, 2016). The family dynamics
of a child with a learning disability seem more complex from other families because of the
added uncertainty about their child's future, such as potential problems in the academic,
educational, financial and emotional fields. Added to this is the fear of recurrence, which is
often relayed by the professionals to the parents at times of treatment or diagnosis. All
these issues put pressure on the parents, and in this study, especially the mother, which in
turn causes the peace and harmony of the family to break down, negatively affecting their
compatibility and adaptability (Narimani et al., 2018; Hale et al., 2010). As this study showed,
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the mothers prioritised the needs of the children with ASD and focused on coping with the
elevated childcare challenges, which resulted in newer and further changing family
dynamics.

The concerns expressed by the mothers here echoed those in previous studies with parents
of children with learning disabilities, which identified a breakdown in the relationship
between family members and insufficient available time and energy for mothers to commit
to their spouse or the siblings of the child with ASD (Smith et al., 2010). The stress resulting
from continuous caregiving, the need to coordinate multiple specialist appointments, and
the adaptation of the home environment can be overwhelming, affecting not only the
parents but also other family members, who may feel that their own needs and experiences
are being neglected (Papadopoulos, 2021; Sanchez Amate & Luque de la Rosa, 2024). The
attention and time that parents must devote to children with ASD can lead to conflicting
feelings and confusion among other family members (Rfat et al., 2023; Saini et al. 2015).
Neglecting the emotional needs of other family members can contribute to a cycle of
prolonged stress, where each individual struggles to find their own balance while managing
the impact of ASD on family dynamics (McStay et al., 2015). This situation may lead to
greater family dysfunction, affecting overall cohesion and the general well-being of all family
members (Sanchez Amate et al., 2024). ASD is a lifelong condition that forces the families to
make long-term changes to their lives, plans, and dreams to meet the long-term challenges
of the condition. Like cancer, ASD also becomes the centre of family life, requiring every
member of the family—mothers, fathers, and siblings— to adjust and adapt to the
challenges associated with ASD (Frye, 2016).

The impact of having a child with ASD and a learning disability extends beyond caregivers to
the entire family system. The increase in parenting stress, conflict, and child behaviour
problems contributes to a higher rate of divorce for parents of children with ASD than in
families of typically developing children (Freedman et al.,, 2012; Hartley et al., 2010). A
diagnosis of ASD and learning disability significantly changed the primary caregivers’ lives
they stated that they had to structure their schedules around their children’s lives, moods,
and affect. In addition to changes in their personal and professional lives, families also were
concerned about others’ opinions of their children’s behaviours (Sansosti et al., 2014).
Sensory features are described as unusual behavioural responses to sensory experiences;
they are common among children with ASD and are also found in some children with
learning disabilities (Baranek et al., 2014). Sensory features can impact family functioning
and routines (Karst & Van Hecke, 2012; Marquenie et al., 2011).

Due to the complex nature of ASD and the intricate subsets found within the family unit, it is
necessary to develop a theoretical framework that addresses these complicated needs
throughout the research process (Cridland et al.,, 2014). The Family Systems framework
allows researchers to understand the intricate challenges family members face concerning
the child with ASD and within the family as a whole (Cridland et al., 2014; Cridland et al.,
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2016). Autism behaviour problems were found to be the most consistent predictor for stress
in the family unit (Roper et al., 2014; Walton, 2016). Caregivers reported increased parental
burden, directly related to the level of autism severity, which in turn caused a disruption in
the normal functioning of the family (Ingersoll & Walton, 2015; Lovell & Wetherell, 2015;
Tomeny et al.,, 2019; Walton, 2016). Researchers have investigated the impact that living
with a child with ASD has on the stress of family members, revealing significant challenges in
obtaining direct care for the affected child, coping with ASD behavioural symptoms,
stigmatisation, social isolation and strained family dynamics and functioning (Gardiner &
larocci, 2014; Gorlin et al., 2016; Thullen & Bonsall, 2017; Whitehead, 2017; Zaidman-Zait et
al., 2018).

Having a child with a dual diagnosis has a significant impact on a family (Spinazzi et al.,
2023). This study has been able to explore the perspectives of caregivers with a child with
cancer and Down Syndrome/ASD. Children with cancer and DS/ASD are a relatively
understudied patient population, and this study offers valuable insight into their families’
lives. Dynamics and role changes within the family when a child is diagnosed with cancer and
has a learning disability or ASD bring extra challenges. This could be seen as an additional
burden that has an impact on the parents in relation to their exhaustion in dealing with the
added complexities of their child's cancer diagnosis.

Studies have reported both positive and negative changes in the marital relationship of
parents whose child has cancer (Da Silva et al., 2010; Khoury et al., 2013; Schweitzer et al.,
2012). Some couples underline how the disease improves their relationship (e.g., via
improved trust, communication, support, and emotional closeness), while others highlight
how it negatively impacted their sexuality (Da Silva et al., 2010; Wiener et al., 2017). Three
participants in the current study talked about their children’s cancer diagnosis’s negative
effects on their relationship. These primary caregivers provided a certain perspective about
their husbands which is limited elsewhere in the data, and does offer some insight that helps
create a picture that includes the entire immediate family system. Sam talked about how
physical separation negatively affected her relationship with her husband. Beeni mentioned
that having to manage childcare tasks without her husband’s support negatively affected
their relationship.

A family member’s experience of stress has the potential to affect everyone else in the
family system and its subsystems that can be explained by the family systems theory.
Caregivers in this study talked about the negative impact of the couple/parental subsystem
due to their child's diagnosis. This finding supports the idea that parents of children with ASD
may face unique challenges related to their child’s disorder (Serrata, 2012) and the that
family system may also be negatively impacted. Similarly, due to highly demanding parenting
duties, including unequal distributions of caregiving and prolonged hospital stays with
children with cancer spouses hardly had time for each other, which led to marital conflicts
(Divan et al., 2012; Hsu et al., 2017; Silva-Rodrigues et al., 2016; Wiener et al., 2017). Beeni
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presented herself as being “drastically busy” and she felt like a “single mum, full time carer”.
This finding is supported by studies that this can be especially burdensome for parents who
do not feel they have the support they need to care for the psychosocial needs of their
children (Wiener et al., 2015). In my research sample, Beeni’s intersection of having a child
with ASD and being a “single mum” appears to represent a burden. The subsequent care
needs of their child with learning disabilities resulted in a caring role that lasted the length of
the child’s life for all mothers and fathers, which was fraught with difficulty but shared
between parents. This joint responsibility took its toll on couples and their marital
relationship, which was illustrated by the parents’ accounts.

Some research has found that parents of children with learning disabilities are more likely to
experience divorce or marital separation (Kousgaard et al., 2018; Hartley et al., 2010;
Freedman et al., 2012). According to Claire, she presents differences between men’s and
women’s parenting and personality, suggesting this has strained her relationship with her
husband. Similarly, this finding supports that in the literature that mothers claimed that
fathers did not react with the same instinct (Hjelmstedt et al., 2021). Mothers may be
reluctant to relinquish the responsibility of care to fathers, based on their maternal instincts
and perceived maternal responsibilities (Yogman & Garfield, 2016). With regard to family
roles, fathers perceived the mothers as the primary caregiver (Friedman et al., 2015; Ojmyr-
Joelsson et al., 2009). Fathers may be unwilling to take on additional responsibility, feel
undervalued in their role caregivers, or take on more comfortable roles such as working
outside the home and managing the finances (Friedman et al., 2015).

Beeni also stated that “fathers” have ego problems and seeing mental healthcare
professionals is perceived as “negative” and “taboo”. The fact that her husband was not
willing to receive psychological support, and is depressed negatively affects their
relationship, both as a family and as a couple. This finding is supported by previous research
that has found that fathers may not seek emotional support due to their own inability to
express emotions (Swallow et al., 2012). Cultural-gendered roles and expectations also
appear to have impacted fathers’ emotional responses to their children’s cancer diagnosis
(Banchefsky & Park, 2016). Fathers expressed a need to be “strong” for their family
(Robinson et al., 2019). Davies et al.’s (2023) study revealed that sociocultural norms
requiring men to be “strong” are still prevalent, despite the changing roles of fathers. Two
studies found that mothers used significantly more instrumental and emotional social
support in seeking to cope than fathers (Gage-Bouchard et al., 2013; Hoekstra Weebers et
al., 2011), particularly around the time of diagnosis.

Self-stigma is a subtype of stigma which occurs when negative attitudes are internalised
(Pattyn et al., 2014). In terms of this research finding, Vogel et al. (2011) and Wasylkiw &
Clairo (2018) indicate that self-stigma has been shown to have the largest direct effect size
on help-seeking and to partially mediate the relationship between conformity to masculine
norms and help-seeking. Financial challenges were another factor that contributed to
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marital conflict between parents of a child with cancer (Yi et al., 2021), given that increased
economic strain is related to poorer marital adjustment among parents of a child with cancer
(Lavi et al., 2018).

Mothers talked about their other children, that is, those who did not have cancer, during the
interviews. Claire mentioned her other daughter acting like a “superstar” and that she was
actually mature and could handle being away from her family. This finding is supported by a
study found that parents spend significant time caring for children with life-limiting
conditions and assume that older siblings are sufficiently mature to cope on their own (Tay
et al., 2024). Research found that siblings highlight the need to be “grown-up” to support
their family (Pariseau et al., 2020; van Schoors et al., 2019). From a theoretical framework,
the results appear to support family systems theory, a child with cancer impacts the entire
family unit, including the sibling. The children without cancer had to adjust to their new role
as siblings of a child with a long-term condition, which included being more mature than
other children of the same age (Piotrowski et al., 2022). This can lead to undue mental and
emotional strain and take away some of the time spent interacting with others, negatively
impacting peer relationships (Niedbalski, 2024).

Three reviews highlighted how siblings had limited social experiences as they often sacrificed
their social interaction time to spend with the sibling with the long-term condition (Long et
al., 2018; Tay et al., 2021; Weiner & Woodley, 2018). Yang et al. (2016) reported that siblings
require appropriate support and guidance to understand their unique situation. Children
without cancer needed and valued the opportunity to connect with peers and friends
(Deavin et al., 2018). There appeared to be limited literature regarding the experiences of
siblings of children with both cancer and Down’s syndrome. Siblings of children with Down’s
syndrome noted they developed personal strengths, including increased levels of caring and
kindness (Lemoine & Schneider, 2021), more helpful attitudes (Skotko et al., 2011), and
greater patience and acceptance (Graff et al., 2012).

Kate mentioned that her son without cancer, could not accept the diagnosis of his sister and
that he had not seen his sister for a long time. When a child is diagnosed with cancer, family
roles, routines, and functioning have to be adjusted to fit the needs of the impacted child
and family (Kobayashi et al., 2015; Long et al., 2015). Families’ adjustment to cancer varies
(Long et al., 2018); they need to redefine their relationships, communicate effectively (i.e.,
“emotional closeness within the family”), and flexibly renegotiate roles and responsibilities
(i.e., “family structure”) to accommodate the demands of cancer, and poorly functioning
families who struggle with these demands may be at risk of adjustment problems in all
family members, including siblings (Long et al., 2013; van Schoors et al., 2017; 2019b). While
most siblings of children with cancer adjust with time (Alderfer et al., 2010), some
experience challenges with regard to psychological functioning (Buchbinder et al., 2011;
Long et al., 2018; van Schoors et al., 2017; Yang et al., 2016; Zegaczewski et al., 2016). These
studies found that these siblings experienced behavioural maladjustment, anxiety,
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depression, and the symptoms of post-traumatic stress (Alderfer et al., 2010; Buchbinder et
al., 2011; Long et al., 2018; van Schoors et al., 2017; Yang et al., 2016; Zegaczewski et al.,
2016).

Siblings also reported worrying about the prognosis and potential death of the child with
cancer (Prchal & Landolt, 2012), including anticipatory grief, even when the patient's
prognosis was good (Jenholt Nolbris et al., 2014). Kumar and Nyatsuro (2020) define
anticipatory grief as an active process of sadness that occurs before an actual loss. Kate’s
other child also seems to have experienced behavioural maladjustment to his sister’s cancer
diagnosis. Conversely, some siblings did show positive psychological and social growth, and
developed adaptive behaviour, including increased responsibility, stronger family bonds,
personal maturation, and an increased ability to exhibit empathy, especially as older siblings
adopt a caregiving role (Prchal & Landol, 2012; Long et al., 2015; Nolbris & Ahlstrom, 2014).
The findings relating to changes in siblings’ lives due to cancer may also have relevance to
the context of family systems theory, which attempts to account for the variance of positive
and negative family adaptation and the way behaviours and relationships are intertwined in
family units (Burke & Dunne, 2023).

Julie shared her experiences about the fact that they could not be together as a family due
to the intensity of the cancer treatment and that each of her family members had concerns.
She experienced a situation in which she attempted to protect her family members by
avoiding sharing worries with them and carrying out emotion work (Hochschild 2003). This is
consistent with the family systems theory, in that changes in one family member influences
all family members (Bronbrenner, 1986; Kaakinen et al., 2010). The thoughts, feelings and
emotions of one member can significantly affect the thoughts, feelings and emotions of the
other members within a given family unit. Kate mentioned that her other child had
adjustment problems, Julie mentioned that her other children experienced significant
anxiety, and Claire reported her other child’s significant isolation due to having a sibling with
cancer. Beeni also mentioned her husband who was negatively affected by her child’s
cancer. Family systems theory contributes to bringing social and cultural variables to the
picture, such as the stigma attached to cancer and the family’s isolation from the community
(Yi, 2009).

Beeni talked about her experiences of experiencing stigma. Cancer is a serious, life-
threatening illness that impacts the entire family system, with implications not only for
patients themselves, but their siblings, parents, and extended family (Rolland, 2018, 2019).
In the case of childhood illness, family members’ previous roles and responsibilities can be
affected by a shift in focus to the sick child’s care. Consequently, daily life is often disrupted
for all members, changing the balance within the family unit (Bowen, 1974). Childhood
cancer is a highly stressful experience that can challenge and disrupt the family dynamic and
its members (Long et al., 2011; Kim et al., 2020). As cancer is a life-threatening illness, when
a child is diagnosed with cancer the whole family is affected (Prchal & Landolt, 2012; Khoury
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et al., 2013). The family systems theory lens reinforces the importance of attending to the
family’s needs as a whole as well as the individuals’ needs to support family functioning and
well-being.

5.3 Conclusion

The discussion chapter has attempted to comprehend the experiences of primary carers of
children with cancer in connection to the results chapter, theoretical frameworks, and the
current literature. In this study, results were also obtained on which subjects primary
caregivers expect support from nurses during the difficult treatment process.

Some of the findings in this study differ from those in the literature. One notable finding was
that Claire used her health literacy to navigate the healthcare system, in contrast to the
current evidence. The uncertainty noted by the participants of this study appeared different
from the findings reported in the literature and somewhat divergent from the common
evidence base. Also, Beeni has a non-verbal child diagnosed with both ASD and cancer and
the intersectional nature of these three factors has not previously been explored in the
literature; additionally, the sense of guilt related to a child’s being nonverbal has not been
discussed in the extant literature.

There is a limited degree of exploration about primary caregivers who experience anxiety
due to the recurrence of cancer in their child, quality of life due to ASD, and the child's non-
verbal state, as Beeni experienced. Beeni and her husband needed information about their
son’s specific condition’s effect on cancer treatment options and medications; this finding is
also different from studies in the current evidence-base. Parents emphasised that they
monitored their child’s symptoms while receiving active treatment. My data also finds that
constantly monitoring and performing risk assessment for their children results in extra
emotional labour for these primary caregivers.

These research findings reflect about family systems theory and the effects of diagnoses of
childhood cancer on the family system (parents and well siblings). Nurses providing care for
children with cancer must ensure that they help families adapt to the multitude of changes
brought about by the cancer diagnosis. Emotional support from healthcare professionals is
vital to the management of paediatric cancer. The emotional support provided by healthcare
professionals should target multiple levels (considering subsystems) rather than the
individual level to effectively assist the family to regain balance and adapt (Kaakinen et al.,
2018).

This chapter has further investigated the specific meaning of the identified concepts and
other experiences shared by the participants, making links between theoretical frameworks

156



and this study’s findings. The concluding chapter, as follows, summarises the overall findings
of the study and provides vital recommendations and implications for practice.
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Chapter 6

Conclusion

6.1 Introduction

First, this chapter presents the key findings based on a qualitative study of the experiences
of primary caregivers of a child with cancer. This concluding chapter gives an overview of the
key findings from the research in this thesis and will address the research question and
objectives outlined at its beginning. This is followed by a discussion of the strengths and
limitations of the study, as well as possible directions for future research on caregivers of
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children with cancer and learning disabilities. Finally, this chapter ends with an overall
summary of the entire thesis.

6.2 Interpretation of the findings

My unique contribution to knowledge is producing an in-depth analysis of what it is like to
be a parent of a child who has been diagnosed with cancer and highlighting the specific
issues of having children with cancer, who are also neurodiversity, and learning disabilities.
This thesis has taken the opportunity to build on areas which have received an insufficient
amount of attention to contribute new knowledge to the field. An important contribution of
this dissertation is the interconnectedness observed in the family system. Families
considered transitions in the lives of their family member with cancer and a learning
disability and ASD to be transitions in their family life cycle, with effects on all family
members. It has provided a greater understanding of the interrelatedness of individual and
subsystem functioning, and the relationship between subsystems and overall family
functioning in families of children with cancer and a learning disability and ASD. Primary
caregivers of children with a diagnosis of cancer have various difficulties in the diagnosis and
treatment of cancer and need support in this regard. Uncertainty, guilt, helplessness, shock
and anxiety were prevalent among the caregivers of children with cancer in this research.
Caregivers experienced psychological challenges in light of their children’s medical
condition(s) and the therapy that their children were receiving. Primary caregivers also
experienced emotional work, stigma, financial difficulties, disruption of their normal lives
and inadequate emotional support, all of which point to gaps/inadequacy in the level of
emotional support that they received. This indicated that the caregivers experienced a wide
range of sociological challenges in light of their children’s medical condition(s). Learning
more about the disease and its treatment, and seeking support from family members,
friends and healthcare professionals were the principal ways the caregivers reported of
coping with the associated psychological challenges. Primary caregivers need a nurse’s care,
support, and information to address the psychological challenges.

The primary caregiver of a child with autism’s information needs were not fulfilled in this
study. These information needs were different from those of the other caregivers. This
primary caregiver needed information about the impact of her son’s ASD diagnosis on his
cancer treatment options and medications. Assessment to understand the information
needs of parents is essential to nursing practice. In order to meet the information needs of
parents, nurses must accurately evaluate the needs of parents and, when necessary, share
information with multiple professionals and receive support from them to meet their
information needs. The information needs scale can be used to determine the issues that
primary caregivers need to be addressed (Borjalilu et al., 2017; Motlagh et al., 2019). The
Oncology Family App was also found to be an efficient and convenient way to provide the
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needed information (Slater et al., 2018). The results from this study thereby indicate that
family-focused care could be improved with increased communication between staff and
parents. Individualising communication practices by healthcare professionals to meet the
needs of particular parents could assist them in their role.

The primary caregiver of a child with ASD in this research believed that the healthcare
providers had ignored her concerns. Nurses can listen, address the parents’ concerns, and
assist with finding available resources and support for the children and their families. If the
nurse who cares and supports the child with cancer and her/his family knew what the
caregivers went through during the difficult cancer treatment process, they could be more
supportive. Paediatric oncology nurses provide therapeutic relationships through application
of their clinical expertise, therapeutic communication, and by being physically available and
emotionally connected to the patient, a concept known as nursing presence (Kostovich,
2012; Kostovich et al., 2016). When establishing therapeutic relationships in paediatric
oncology, nurses require an understanding not only of the child’s needs, but also those of
the parents, as these are inextricably linked.

The data utilised for this dissertation provided a great deal of information about how cancer
affects the family system. A family-centred approach to dealing with the impact of childhood
cancer should become the norm when a child is diagnosed with cancer. Childhood cancer
has come to be a called a “family disease” and, in accordance with this designation it is
imperative to treat it as one. As clearly demonstrated by the various data in this dissertation,
all family members are affected by the presence of cancer and thus all need to be
considered when doing assessments and devising interventions or resource plans. All family
members of a child who has been diagnosed with cancer are affected by the diagnosis and
should accordingly receive support (Lewandowska, 2021).

6.3 Strengths and limitations of the research

There are some strengths to this PhD study that should be emphasised. Firstly, this thesis
uses the IPA methodology, which examines in depth the experiences of primary caregivers of
children diagnosed with cancer. IPA permitted me to embrace and integrate my knowledge
from past professional experiences into an understanding and interpretation of the primary
caregiver’s accounts of their experiences. Adopting the double hermeneutic approach
promoted in IPA research enabled me to attempt to and synthesise the sense-making of the
primary caregivers describing their experiences; this approach can be seen as a strength of
the study. IPA enabled me to move from formulating themes effectively to coding the actual
collected data, focusing on all the participants’ outstanding characteristics and traits both
collectively and individually. IPA has been largely used in health research, especially in
studies investigating caregivers’ subjective experiences (Atout et al.,, 2021; Cardon &
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Marshall, 2021; Demirtepe-Saygil et al., 2018; Schweitzer et al., 2012). The utilisation of in-
depth interviews and the IPA methodology to examine the study’s objectives are considered
strengths of this study. Every step of this research study’s methodology matched the steps in
IPA (Smith, 2011). Semi-structured interviews with participants and using IPA methods to
analyse interview data allowed me to collect “rich, detailed, first-person accounts of their
experiences” (Smith et al., 2009:15), which was consistent with the study’s objectives. The
IPA methodology promotes small samples in order to allow for a deep, idiographic
assessment of participant experiences. IPA is an inductive approach concerned with
understanding how a particular cohort of people have made sense of a particular
phenomenon (Gauntlett et al.,, 2017). IPA’s open-ended, inductive research methodology
aims to “give voice” to those accounts that tend to be from marginalised individuals or
communities (Larkin et al., 2019). IPA’s inductive principles are designed to facilitate the
emergence of unexpected themes and the generation of expansive data. This methodology
contributed to the exploration of this research’s findings, such as emotional work and
stigma.

Secondly, another contribution of this thesis to the literature is that this study explores how
parents of children with cancer experience, make sense of, and narrate their stories of their
child’s additional diagnosis of ASD and Down’s syndrome. This study uniquely increased the
insight available to healthcare professionals into the range and complexity of perspectives
and needs of mothers of children with ASD, Down’s syndrome and cancer. This research
makes a unique contribution to the literature on the complex and multi-level experiences of
caregivers of children with ASD, Down’s syndrome, and cancer in caring for their children,
and what kind of support caregivers need regarding the intersection of the dual diagnosis of
a child with these conditions.

Thirdly, this study shows that mothers experience significant emotional work while caring for
their children with cancer, and it is one of the few studies that emphasise this finding. This is
significantly detrimental to their emotional and psychological health. Emotional work is
related to parental exhaustion and burnout (Lin et al., 2021). Burnout has a negative impact
not only on the parent, the functioning of the family, and the relationship between partners,
but also affects the parent-child relationship. Parental burnout is an area requiring attention
from nurses in view of the potential negative impact on the health of both parents and
children.

Finally, my background as a paediatric nurse and researcher solidified my understanding of
this research data. | believe that through my varied experiences and background, | was able
to connect effectively with the primary caregivers in this study. | have acquired a strong
interest in paediatric health and disease, particularly since it affects not just the child patient
but also the family as a whole. When a child is diagnosed with cancer, their parents are
subjected to a variety of devastating stressors, starting with the diagnosis and continuing
throughout their unique and personal journey. My experience as a paediatric nurse
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strengthened my grasp of the facts through reflective investigation, which has given me
insight into from a health professional perspective in nursing. While mothers share their
experiences about the process after their children are diagnosed with cancer, | would like to
be there for them when they need it, so that | can support them as a nurse. Supporting not
only children with cancer, but also their parents, and seeing the emotional and psychological
challenges that parents often experience when supporting their children, influences my role
in my own clinical practice. These research findings gave me insight and significantly
strengthened my nursing experience.

Despite the study’s contribution to the existing body of research, there are several
limitations to consider. The present study has eight limitations that should be acknowledged.
First, there are limitations with the sample of the current study that are gender related.
Male participation could have been valuable to the study, however, there were five female
participants. Similarly, in the family caregivers group, there were more women, in fact,
mothers, participating than other family members relevant to the children’s patients.
Mothers seem to prefer participant research to share their experiences. In particular, fathers
of children with cancer may be more difficult to reach because of “inaccessibility or lack of
invitation” (Davison et al., 2017). This thesis focused on the parent/child subsystem. Future
research should expand the family systems examined to include father, siblings, and other
family member subsystems. Second, there was a lack of diversity in the sample with all
parents identifying as female, and four out of five participants were White British. The
majority of this research sample was not from a diverse ethnic or racial group, except for
one participant who was Pakistani. This observed and reported lack of diversity impacts the
transferability of the findings, and efforts should be made in future similar studies to
attempt to recruit a more representative sample and collect more detailed demographic
data, particularly regarding parental ethnicity. Future researchers may gain greater
participant diversity by also recruiting from hospitals/ clinics (especially those serving a
significant proportion of low-income and/or ethnic minority populations), regional and local
and community organisations serving children with cancer. Third, although this study’s
inclusion criteria included all caregivers (i.e., single, mixed-sex, and same-sex were invited to
participate), only one participant in the current study was a single parent whilst the rest
were married. Fourth, due to the challenges that | encountered during the recruitment
phase (as discussed in the ‘Recruitment’ section of the Methodology chapter), the inclusion
criteria were broadened which meant that primary caregivers of children who have
completed any childhood cancer treatment were also to be included. Although this
facilitated the recruitment, it is an important methodological consideration as the children
were at different stages of their illnesses (see ‘Challenges and Amendments’ section in the
Methodology chapter). This may have led to different experiences among primary caregivers
of children with cancer. As this could not be assessed in the current study, it could well be an
important aspect for future research to take this into consideration and explore it further.
Fifth, primary caregivers were recruited from charities. Given that the study used a voluntary
convenience sample, it is likely that these participants volunteered to partake in telling their
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stories. Those who declined might have had a different experience. Sixth, due to COVID-19
pandemic restrictions interviews were conducted online. Qualitative methodologists
historically recommended face-to-face contact for qualitative interviewing (Gillham, 2005;
Rubin & Rubin, 2011), cautioning that remote meetings may impede rapport, engender
participant fatigue, and restrict the depth of interaction (Irvine et al., 2013). However, as
video-call platforms become increasingly advanced and widely used, methodological
discussion of video interviewing has emerged in qualitative research (Archibald et al., 2019;
Lobe et al.,, 2020). Using communication methods such as Zoom and Teams may have
allowed for the convenience and sense of safety provided, whilst still allowing access to
non—verbal communication between both parties (Daniels et al., 2019). Seventh, it is also
challenging to support participants remotely if they experience emotional distress during
online interviews (Keen et al., 2022). | addressed this limitation by using the distress
protocol. A distress protocol developed for qualitative data by Haigh et al. (2013) was
applied during the online interviews in case the participants felt stressed. Interviews were
stopped when the study participants could not continue and only continued when the
participants felt that they were able to. Finally, interpretation, especially the double
hermeneutic process in IPA, is dependent on the researcher making meaning of the person's
experience (Brocki et al., 2006). As a result, this is a complicated and intensive process, and
it is acknowledged that novice researchers employing this technique frequently confine their
studies to more descriptive accounts, rather than embracing the creative aspect of
interpretation (Smith et al., 2015). The efficient use of supervision, reflexivity, and recording
of how the individual superordinate and group themes were arrived at has demonstrated to
me that they are effective facilitators of interpretation.

6.4 Implications for research/practice

The present study generates a number of clinical practice implications.

1. The implications of these data for research and practice would imply that the cancer
treatment process is a considerable difficulty for primary carers of children with cancer.
Increasing understanding of the needs and experiences of primary carers of children with
cancer and learning disabilties is the key clinical implication of this research. Participants in
the study reported that it was extremely distressing, and extremely traumatic and uncertain
for their child to receive a diagnosis of cancer. Similar experiences are well documented in
the available literature (Nurhidayah et al., 2023; Schepers et al., 2018; Ljungman et al., 2015;
Lewandowska, 2021; Borrescio-Higa & Valdés, 2022; Bretones-Nieto et al., 2022), and given
that primary caregivers play a key role in managing their child's illness, it appears vital that
health professionals (nurses, doctors, psychologists) be able to provide appropriate
emotional and informational support (Atout et al., 2021; Bohnenkamp & Anderson, 2022;
Gibson et al., 2018; Ringnér et al., 2015). Emotional support also reduces parental stress,
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which may then help them feel better placed to make decisions (Gage et al., 2013). Giving
primary carers the chance to speak about their difficulties from their own points of view
could be critical when developing a holistic and family-centred care plan.

2. This research’s findings suggest that healthcare professionals should support parents in
their emotional work. Emotion work is the critical component that constitutes caregiving and
should be appropriately made visible and supported. Jeung et al. (2018) reported that both
stress management programmes and personal coping skills are important to reducing the
adverse outcomes of emotional work/labour. It can be suggested that parents meet with
supportive psychological counselling services to offer a dimension of spiritual wellness and
to promote healthy self-expression within roles that require the management of emotions.
Nurses can teach parents effective coping strategies to enhance emotional labour to manage
negative internal feelings. Hospitals also need to consider the institutionalising of ongoing
support groups for parents (possibly led by parents who have already faced similar
situations) directed towards acknowledging the exhausting emotion work required as
mothers or other caregivers manage to negotiate with other family and friends and the
medical care team. Peer support groups, counselling, psychoeducation and parenting
support programmes are found helpful by parents (Wakefield et al., 2016; Archibald et al.,
2021; Coulson et al., 2012). Some of the caregivers in this study also talked about grieving.
The experience of grief is intense and individualised. Additional support early in
bereavement is needed; this support should be tailored and include flexibility in its content
and delivery.

3. The findings of this study and studies in the literature highlight the negative effects of
stigma on the family and child. Policymakers should prioritise stigma-reduction policies that
consider multiple intersecting stigmas to maximise improved health outcomes. Interventions
that provide explanatory information about ASD, learning disabilities and increased
awareness through education about cancer reduce stigma (Kim et al.,, 2023; Zheng et al.,
2024). To overcome this, policy development can be aimed at increasing the awareness on
learning disabilities, not only to the general public to reduce stigma but also to healthcare
providers on the importance of communicating the availability and benefits of support
groups to parents in order to reduce the judgment and isolation they feel.

4. Healthcare professionals are in a key position to offer guidance, support, and reassurance.
Primary carers could benefit from healthcare providers preparing them for the time between
diagnosis and treatment. Some of the participants in this study were dissatisfied with the
help they received from their relationships with healthcare professionals. Primary caregivers
of children with and without learning disabilities require multiple forms of support, including
informational and emotional support. The caregiver of a child with ASD in this study felt that
nurses did not understand her experience of daily struggle. As a consequence, her needs
regarding communication and reassurance were not being recognised by nurses. This parent
thought there was a lack of nursing input regarding emotional support. While psychosocial
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nursing care is undoubtedly important, research indicates that psychosocial issues in
paediatric cancer care are likely to be overlooked and unmet (Paterson et al., 2023; Lovgren
et al., 2020). Healthcare professionals should recognise the value of helping primary carers
talk about their “cancer stories” and relax by expressing themselves. Effective
communication with patients and their families is crucial and integral to nursing. Nurses
should listen to parents and encourage them to share their experiences; they can show
empathy and provide comforting gestures, kindness, compassion and a caring attitude.
Because children with learning disabilities and their parents are often positioned as different
and sometimes marginalised, it is imperative that nurses take the time to understand their
unique beliefs and practices. Nurses should pay particular attention to complaints related to
parents’ difficulties and thus guide them adequately to deal with their children’s
temperaments. Nurses can talk to parents about healthy coping mechanisms for stress and
stigma related to ASD. Assessing the psychological and substantive needs of family members
during diagnosis and treatment should be a fundamental care technique for nurses to
develop supportive interventions. Nurses can support and encourage families, over time, to
express their true feelings, through therapeutic conversations, and provision of time, and
private spaces where their feelings can be expressed and processed. The acknowledgment
and compassionate understanding of potential emotional difficulties associated with this
challenging life journey will then be fundamental for oncology nurses, in engaging in family-
centred care, tailoring and adapting to each family’s unique situation.

5. Another consequence that may be explored is for parents to talk to other parents who are
in similar circumstances if this is likely to be beneficial to the parent's well-being and the
parent is willing for this to happen. Nurses can contribute to the communication of primary
caregivers whose children are diagnosed with cancer and thus bring them together; this way,
they maintain social ties online. It may also be helpful for these caregivers to share the
information they have learned with each other. Different parents could find this parent-to-
parent communication beneficial. According to the most recent NICE guidelines, all parents
of children with cancer should have access to specialised psychological and social care (NICE,
2014). Nurses should also assist in connecting parents to resources in their community, such
as ASD and Down’s syndrome specialty centres or websites (Mencap, The Child Autism UK,
Support from Ambitious about Autism and Together Matters, DSUK (Down Syndrome UK),
Down’s Syndrome Development Trust). This research highlights that parents rely on building
a community with the families of other children with cancer. Establishing dedicated
emotional support provisions, for example, through formal parent support networks or a
group psychosocial intervention (Lodder et al., 2020; Gomes et al., 2015) would also be
useful to parents. In the UK, primary caregivers of children diagnosed with cancer can
contact other primary caregivers who share their experiences through charities. The names
of some of these charities are as follows: The Brain Tumour Charity, Children with Cancer
UK, and Children with Cancer and Leukaemia. In addition, there are some hospitals that run
support groups and/or parent-to-parent mentoring programmes for primary caregivers with
a child with cancer. These programmes are conducted online or with in-person participation.
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Additionally, there are Facebook groups for parents of children with cancer (CCLG parents
and carers Facebook group) on social media platforms. Moreover, there is a specially
designed camp, Barretstown, for children with serious illnesses and their families. In the UK,
primary caregivers of children diagnosed with cancer can also receive support from
healthcare professionals in charities. The names of some of these charities are as follows:
Children’s Cancer and Leukaemia Group, Young Lives vs Cancer, Kids Cancer Charity, Teenage
Cancer Trust, Macmillan Cancer Charity, Cancer Research UK. Some hospitals within NHS
England also provide support and information for parents of children with cancer, some of
the names of which are: The Children’s Cancer Support Group, Jenny Lind Children's
Hospital, Great Ormond Street Hospital, and Chelsea and Westminster Hospital. These
charities have teams to support caregivers. These teams consist of social care personnel and
health professionals. These team members answer and offer support for any questions
regarding money issues, benefits, emotional support or living with cancer in general. The
priorities of these teams should be to make caregivers feel that they are not alone and to
support their information needs.

6. The theme ‘I learned what | needed to learn’, which is one of the themes of this study, is
clinically significant to nursing. Primary caregivers in this study stated that they needed
information about managing the cancer treatment process. This need has resulted in their
efforts to access the necessary information themselves. Since the participants in this study
are primary caregivers whose children also have ASD and Down’s syndrome, it is important
that health professionals be aware of these families’ possible needs, to make necessary
arrangements in the treatment process, and to arrange consultation with experts on genetic
diseases and learning disabilities for these families. Young Lives vs Cancer, a UK organisation
that supports children with cancer, suggested a new model of care in 2009. The following
were central to this model: every child and family should have a specialist nurse key worker
responsible for the coordination of care and support in the community; their needs would be
systematically assessed and reassessed using the Common Assessment Framework
(Snowden et al., 2015); they would be able to easily access support/advice at any time; and
they would be given information to enable them to understand/manage their illness,
empowering them to make informed decisions (CLIC Sargent, 2009). In 2022, research was
carried out to evaluate the key staff role connected with this project and its influence on
patient and family experience; parental emotional well-being; and the delivery of care closer
to home and its advantages for children and their families (Martins et al., 2022). According
to the findings of this survey, about half of the parents reported receiving sufficient
assistance on “learning the best ways of helping my child” (48%, n = 46) and “having
someone to talk about my child with” (50%, n = 47). Giving primary carers assistance in the
form of knowledge may enable them to deal with the situation successfully, enabling
appropriate management of children who have been diagnosed with cancer. The expertise
and experience of key workers such as nurses are at the heart of ensuring continuity in the
needs of the primary caregivers of the child with cancer.
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7. This research found that the staff working within oncology did not proactively engage with
the primary caregiver of a child with autism-related needs. This highlights the need for more
systematic training and support to meet the often complex co-morbidities and is reflected
within the literature related to learning disabilities and cancer care. Training, knowledge,
and awareness-raising for healthcare providers, family members, carers, and support
services are essential; for example, training for healthcare providers in communicating with
children who have learning disabilities and/or ASD and Down’s syndrome. Educational
interventions should also be emplaced to empower nurses and other healthcare providers
currently working in oncology clinics and enable them to respond better to the challenging
situations of families with children with Down’s syndrome and ASD. The Oliver McGowan
Mandatory Training on Learning Disability and Autism by trainers with lived experiences of
learning disabilities and autism training can be used for training (Health Education England,
2023). This training is the UK government’s preferred and recommended training for health
and social care staff. Oliver’s training is delivered in two tiers. Staff need to complete either
Tier 1 or Tier 2. Both tiers consist of two parts. The first part of both Tier 1 and Tier 2 are e-
learning. Everyone will need the e-learning regardless of where they work and the tier of
training they require. Tier 1 of the training is for people who require general awareness of
the support that people with ASD or people with a learning disability may need. Tier 2 of the
training is for people who may need to provide care and support for people with ASD or
people with a learning disability. The second part of the training is either a live one-hour
online interactive session for those needing Tier 1, or, a one-day face-to-face training session
for people who require Tier 2. There is a need to review routine policies and practices on the
ward, to create an environment that values communication and encourages child-centred
care by all staff. Information from recent studies and this research findings could also
potentially be used as a training resource for staff working with families affected by ASD in
order to facilitate optimal levels of empathy and care provision for the family. Sharing these
findings through presentations and discussions can contribute to a better understanding of
primary caregivers’ experiences. The results provide a starting point for further study as well
as a guide for nurses to deliver holistic and comprehensive healthcare for parents of children
receiving cancer treatment. In addition, actively providing input into undergraduate and
postgraduate training programmes will help equip future healthcare professionals with the
necessary knowledge and skills to navigate diverse paediatric patient lists and cases. Training
in learning disabilities needs to be firmly embedded in the undergraduate curriculum for all
professional groups, as well as be consolidated in practice through mandated education that
includes face-to-face learning with experts by experience (Oulton et al., 2022). Being better
informed and trained should lead to increased confidence and a more equitable partnership
between parents and staff when discussing and providing care for children with learning
disabilities (Kenten et al., 2019).

8. This research found that parents need financial support. Policymakers must provide
policies and improve mandates on allowing informal caregivers to take paid leave, and
flexible hours to accommodate those whose children have longer treatment trajectories or
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receive compensation or aid in caring for their children. Establishing a continuous economic
support policy would be beneficial to lowering the financial burden on childhood cancer
patients and their families.

9. One of the key messages from this research is that every children’s unit should have a
current restraint policy and training should be provided to guide and support all members of
the multidisciplinary team. It is particularly important that healthcare professionals and
parents talk with each other after a procedure has been performed that included physical
restraint or that caused suffering to the child. All healthcare staff who care for children
should familairise themselves with restraint policy and receive training in communication
skills, therapeutic holding, guided imagery, and alternative techniques. The Autism Spectrum
Disorder Care Pathway is recommended for use if restrictions are necessary during the
treatment of children with cancer and learning disabilities. Paediatric oncology nurse
education should include the issues of physical restraint in this patient population,
encompassing the associated ethical, legal, and psychological factors, as well as holding
techniques, and the use of alternative strategies.

10. Best practice suggests that children with learning disabilities should be flagged when
admitted to hospital (Kenten et al., 2019). Practice implications may include, first,
recognising the unique needs of families of children with ASD in the healthcare setting.
Because of the behavioural and communication challenges of a child with severe ASD, the
family may require additional support when the child has a health care visit to hospital. This
should include more staff to support the family in assisting with procedures and healthcare
providers who are sensitive to families experiencing significant stress. The findings from the
current research could be incorporated into staff training for other health and social care
professionals involved in assessing and supporting parents with cancer and learning
disability.

11. The present study showed that the developmental needs of children diagnosed with
learning disabilities must be taken into account when receiving cancer treatment. Children
should also have access to support from speech/language therapists, occupational
therapists, and child life specialists.

12. As this research findings can be useful in terms of providing insights that can help
relevant policymakers to develop effective policy actions to address the challenges of
mothers of children with cancer, ASD, and Down’s syndrome, and improve their wellbeing
and quality of life. Identifying the stressors for these mothers could lead mental health
policymakers and service providers to coherent and appropriate planning to provide
psychological, social, and cultural support for them.

13. The present study showed that parents of children with learning disabilities and ASD
need practical ideas for managing their child’s behaviour. This is related to the hospital
services’ lack of sensitivity and flexibility in cancer care for children with ASD and learning
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disabilities. The process of cancer treatment care should be person-centred. Professionals
working with different families of children with learning disabilities are in an ideal position to
share strategies with other families who may be looking for such support. To meet the needs
of children with learning disabilities and cancer, health professionals must imperatively and
effectively collaborate with parent/families and other caregivers with the aims to constantly
adapt communication and monitor/manage the clinical environment. Examples, such as
having toys, specialist nursery nurses, a more sensory-friendly environment (Kopecky et al.,
2013), and shorter wait times (Muskat et al., 2015) would help to reduce the challenges in a
clinical environment, in the aim of reducing challenging behaviours.

14. Children with learning disabilities and ASD may be at risk of experiencing inequities at
various points along the cancer continuum, including cancer diagnosis and treatment. There
is a need to make special arrangements for these children and their families and to ensure
equality of care to provide support. Nursing staff should adopt a flexible approach to the
hospital care of children with a learning disability and hospitals make all staff aware of their
duty to provide reasonable adjustments to the care of these patients. General staff training
can improve understanding and awareness of reasonable adjustments and patient needs will
help improve patient safety and outcomes. Cancer therapies can be lengthy and complex
and involve procedures that are psychologically stressful to children with ASD and Down’s
syndrome. For example, radiotherapy, chemotherapy regimens and diagnostic scanning can
all require a level of co-operation and adaptation not easily available within these population
groups. To address this problem health professionals within oncology settings would need to
provide services that can adapt to the complex requirements of children with complex
needs. Oncology teams need to be particularly vigilant to children with ASD, as their unique
physiological and neuro-psychological (i.e., behavioural, cognitive, and motor) profiles might
cause difficulties in their adherence/compliance with the “standard of care” clinical
strategies in place for other patients. As with all care plans, reasonable and flexible
adjustments must be monitored and evaluated. People’s needs change over time, so the
type of adjustments needed can also change. It is important to reassess people’s needs at
each admission and tailor reasonable adjustments accordingly.

15. The present study showed that children with learning disabilities often face additional
challenges communicating their needs and wishes or reporting pain and discomfort, fears, or
abuse. It is therefore vital that the systems, policies and practices in place to help safeguard
them are joined up and underpinned by a robust strategy for ensuring good communication
at every level. Examples of visual support methods related to care protocols for children with
ASD can be used (Richards, 2017; Vuattoux et al., 2021). The Autism Speaks website is also
valuable resource and provides toolkits for communication in many situations
(www.autismspeaks.org/tool-kit).

16. The findings from this study highlight that professionals adopt a subjective approach
when working with children with cancer and their families. They need to approach each child
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and parent individually as they are each unique with their own histories and dynamics.
Children with ASD, Down’s syndrome and cancer need special consideration in nursing care.
Taking into account the physical and cognitive abilities of each patient, nursing care should
be individualised. These findings suggest individualised treatment and care to improve the
outcomes and prognoses for these children and to better accommodate their needs. Each
family will have its own strengths and limitations. Understanding these will help nurses tailor
their support to the individual needs of the child or young person and the family. Providing
individualised care promotes patient and carer satisfaction (Foster & Shields 2020). A multi-
disciplinary approach also is important to promote the development of these patients and to
support their families.

17. These research findings highlight the need for policy and interventions that focus on
assisting parents in balancing the demands associated with caring for a seriously ill child,
which include maintaining family finances, caring for their other children, and managing
their sick child’s medical care. Policy and intervention aimed at reducing the burden of these
competing responsibilities would increase parents’ abilities, build productive relationships
with health professionals, and manage their child’s treatment outside of clinical setting.

18. The present study showed that primary caregivers in this study reported uncertainty
related to their children’s condition, about the long-term impact of learning disabilities on
the child’s future, and the recurrence of cancer in their child. Nurses should attempt to
understand parents’ views of uncertainty. The constant provision of information and timely
responses to the mother’s uncertainty might be necessary to assure the quality of life of the
mother and, in turn, the quality of care for the child.

19. Primary caregivers in this study reported that siblings are significantly impacted by a
cancer diagnosis. Nurses can encourage parents to allow the younger siblings to the hospital
visit and accompany the ill child and to let older siblings be involved in their care, which will
help to enhance the siblings’ self-autonomy and their ability to take charge. Nurses could
help siblings’ positive adjustment by encouraging the siblings participation in the sick child’s
life, and providing the siblings age-appropriate health education strategies and methods to
understand ill-related knowledge. There is a need for a more comprehensive and
coordinated programme to support siblings of children with cancer. Providing support to
siblings has the potential to improve their well-being which ultimately supports the whole
family.

20. The findings from this study also highlight the negative effects of cancer on fathers. It is
important for healthcare providers to recognise the variety of roles that fathers play in the
life of their child, including more, or less, of a direct role in care. Similar to mothers, the
actual and desired role of fathers in their child’s care needs to be considered and supported
within family-centred models that honour varying caregiving configurations of families.
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6.5 Future research and recommendations

It is hoped that this study will help healthcare professionals better understand what it is like
to be the child’s primary carer after receiving a cancer diagnosis, and that it will also guide
future research that could lead to the development of interventions for this clinical
population. This study has served as an opportunity for further exploration of families
receiving treatment for childhood cancer through the NHS.

The research questions of this study were asked to better understand the experiences of
primary caregivers of the child with cancer. The findings of this study have the potential to
benefit policymakers in the health sector as it has the potential to inform the review of
existing policies or the development of new policies regarding managing the psychosocial
challenges faced by primary caregivers of children with cancer, including those experiencing
the intersections of neurodiversity and learning disabilities. Improving family-centred care
will necessitate changes in the healthcare system as well as explicit support for these
practices through funding, recognition, and policy changes. These findings should be
included in key policies and guidelines to ensure that individuals working with primary carers
maximise beneficial interactions while maintaining engagement with support services.
Collaborative care that includes addressing the needs of primary carers has the potential to
enhance care quality and health outcomes at the individual, family, and community levels.
By identifying and escalating priority issues and obstacles, nurses play a crucial role in
system transformation. Nurses also provide on-the-ground input on protocol usability and
efficacy, gaps in implementation or follow-through, and other general quality issues. To
support nurses and other clinicians in the provision of ongoing psychosocial care to children
with cancer and their carers, robust clinical procedures and system-level change will be
necessary. | expect that the findings will be helpful in the identification of service gaps, assist
clinical personnel in understanding their role throughout the survival period, and influence
policy and service development.

The findings of the current study have opened up a plethora of potential areas that could be
addressed by future research. To other academicians, this study could act as a literature
source and reference point for those who may undertake further research on this subject.
Researching the experiences of primary caregivers with different recent experiences,
including those who have relapsed or transitioned to palliative care, is recommended for
future research. It would be interesting for further research to consider both qualitative and
guantitative exploration of parents’ experiences in order to develop a broader
understanding and improve generalisability. Among the primary caregiver participants of my
study, there were those whose children had both cancer and ASD and Down’s syndrome, it
may be recommended that studies be conducted on this subject in the future. The
participants of the present study were mothers. Future research could explore the
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experiences of other primary caregivers (such as fathers, grandparents, siblings etc.). It is
important that future research examine how the experiences of other primary caregivers
might be similar to, or indeed different from those of mothers who are caring for a child with
cancer. Future studies are recommended that focus on children with cancer and with
parents across the range of socio-economic, educational, and cultural demographics. It is
also suggested that future research examine the experiences of siblings, fathers, and same-
sex parents of children with both cancer and Down’s syndrome or ASD. There is also a lack
of literature focusing specifically on the experiences of families of children diagnosed with
ASD who cannot communicate verbally. More autism research about such non-verbal
children is needed as it will foster growth in research agendas for the future and help shape
policy for completely nonverbal children with ASD.

It is recommended that lead medical and nursing staff be appointed as care coordinators
who regularly follow up with children with learning disabilities and his/her family. The
establishment of support services such as early counselling and bereavement services, peer
support groups, and informational resources to help parents cope with the emotional
distress and uncertainty that often accompanies childhood cancer diagnoses is needed.
Given family caregivers’ experiences of anticipatory grief and psychological distress, mental
health and psychosocial services should be integrated within every unit where paediatric
patients with cancer are treated to increase access to support for those who desire it.

6.6 Summary

The transcripts were extraordinarily rich, and it was an honour to hear the stories of the
main carers who participated. However, there is still much to be discovered in this area, and
more study is needed, but it is critical not to lose sight of the meanings that parents of
children with cancer attribute to their own lives. Knowledge and comprehension of these
meanings should remain fundamental to all academics and health professionals working
with this extraordinary population in order to promote good results and reduce the risk of
distress.

It is hoped that this study would provide healthcare practitioners with a better knowledge of
the particular experiences of being a parent of a child with cancer, as well as influence future
research into developing interventions for this specific clinical group. It is also hoped that the
results and implications discussed above would enhance the assistance provided by nurses
and the wider healthcare team to primary carers of children with cancer. Continued
exploration of the experiences families have when a child is diagnosed with cancer will assist
nurses in providing care which optimises health and development for families with a child
with cancer.
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In conclusion, the present study indicated that the primary caregivers' experiences were
deep, life-changing, and complex. IPA made it possible to thoroughly illuminate and study
these encounters. The participants in this study wanted to share their experiences as
primary caregivers of children with cancer, raise awareness about this issue, and make their
voices heard. | anticipate it will be valuable as a clinical resource for primary caregivers of
children with cancer, as well as contributing to our overall understanding of what it means to
be a primary caregiver of a child with cancer. Hopefully, these results will encourage
healthcare practitioners to be more aware of the experiences primary carers have and how
they affect other aspects of their lives.

Since nurses are on the front lines of patient care, they can see gaps in clinical practice and
come up with concepts and plans to enhance patients’ access to healthcare. In order to
provide nurses the chance to address the problems they observe in clinical practice, it is
crucial that nurses be encouraged to engage in nursing research. We can bridge the gap
between nursing research and practice by supporting evidence-based nursing care.

The experiences of the primary carers of children with cancer were examined in this study.
The participants talked about the difficulties they experienced during the cancer process
that their children had. As a nurse, | think it is our responsibility to support paediatric
patients and their primary caregivers with a holistic approach. | hope this doctoral thesis will
contribute to healthcare professionals’ better understanding of the experiences of primary
caregivers while caring for their children with cancer, with the added knowledge that
includes the intersectional experience of parents with children who are neurodiverse or has
a learning disability.

In this thesis’ final chapter, the conclusion, | reviewed the study findings in relation to how
they addressed the objectives set for this study. | also provided an overview of the study’s
contributions to knowledge and implications for practitioners.

Nurses will be better able to care for families of children with cancer by maximising their
health and development if they continue to research the experiences families have when
their children are diagnosed with cancer.
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Appendices

Appendix 1: Invitation letter

Are you a care-giver of a child 2
with a cancer diagnosis? panchester

University

Are you a primary caregiver over the age of 18?
Do you have a child between the ages of 1-17 with a diagnosis of cancer?
Have you been caring for a child with cancer for more than 4 months?

Elifnur Giines | would like to invite you to participate in a research study looking at the experiences

PhD Student of primary caregivers of children with cancer. This is an area that has been identified
Manchester Metropolitan as under-researched, and | would like to understand how health professionals can If you are interested in
University, make the cancer journey easier for carers of diagnosed children. | am a qualified and taking part and would like
Manchest‘er M15 6GX experienced nurse studying for a doctorate in the Department of Nursing at more information please
Email: Manchester Metropolitan University. contact me directly via
Elifnur.Gunes@stu.mmu.ac.uk o . Email:
As a participant you will be asked to: Elifnur Gunes@stu.mmu.ac uk
+ Take part in a one-to-one interview online, on the telephone, or in-person Many thanks in advance
+  One follow-up appointment for your consideration of
Dr Gary Witham, this project. Please let me
SULEED Although | can't guarantee that there will be a direct impact on your situation, | hope know if you require further

Department of Nursing
Faculty of Health & Education
Manchester Mefropolitan
University

Email:g witham@mmu_ac.uk

to use the research results to improve services for other carer-givers in the future. information.

Ethical approval number:32142
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Appendix 2: MMU University Ethical Approval

Manchester
Metropolitan

22/11/2021 University

Project Title: Evaluation of Caregiving Burden in Caregivers of Children with Cancer
EthOS Reference Number: 32142

Ethical Opinion
Dear Elifnur Gunes,

The above amendment was reviewed by the Health, Psychology and Social Care Research Ethics and Governance
Committee and, on the 22/11/2021, was given a favourable ethical opinion. The approval is in place until 04/04/2022 .

Conditions of favourable ethical opinion

Application Documents

The Health, Psychology and Social Care Research Ethics and Governance Committee favourable ethical opinion is granted
with the following conditions

i . - .. i
This ethical approval is conditional on adherence to Manchester Metropolitan University’s Palicies, Procedures, guidance
and Standard Operating procedures. Thess can be found on the Manchester Metropolitan University Research Ethics and
Governance webpages.
Amendments
If you wish to make further changes to this approved application, you will be required to submit an amendment. Pleass

visit the Manchester Metropolitan University Research Ethics and Governance webpages or contact your Faculty research
officer for advice arcund how to do this.

We wish you every success with your project.

HPSC Research Ethics and Governance Committee
HPSC Research Ethics and Governance Committee

For help with this application, please first contact your Faculty Research Officer. Their details can be found here

241



Appendix 3: Participant information sheet

Manchester
Metropolitan
University

Participant Information Sheet
The Experiences of Primary Caregivers of Children with Cancer
1. Invitation to research

I would like to invite you to take part in my research project. My name is Elifnur Gunes and |
am a PhD student at Manchester Metropolitan University, Faculty of Health, Psychology &
Social Care department. My research project is about the burden of a caregiver who has a
child with cancer and how her/him life is affected.

2. Why have | been invited?

You have been invited to participate in my study since you fit into one of the categories of
people we would like to talk to and because we feel that you could help us gain a deeper
understanding of experiences about a caregiver who has children with cancer. Your
perspective would be really helpful in helping us contextualise our thinking and we hope that
you will enjoy taking part in this work.

3. Do | have to take part?

It is up to you to decide. We will describe the study and go through the information sheet,
which we will give to you. We will then ask you to sign a consent form to show you agreed to
take part. You are free to withdraw at any time, without giving a reason.

4. What will | be asked to do?

You will be asked to take part in an interview which will include your experiences and your
feelings. It should 60 minutes take approximately. The information you give will be audio
recorded for accuracy but your name and any identifying information will not be used. We
will use the collected data to writing my thesis.
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Only the research team will have access to these data. Your data will be anonymised and no
personal information will be stored. All data will be kept on an encrypted and password
protected drive. This information will be stored for a maximum of five years and then
destroyed. You can withdraw from the study at any point without having to give a reason. If
any questions during the interview make you feel uncomfortable, you do not have to answer
them. Withdrawing from the study will have no effect on you whatsoever. If you withdraw
from the study we will not retain the information you have given thus far, unless you are
happy for us to do so.

5. Are there any risks if | participate?

There is no foreseeable risk or disadvantage for taking part in this study. If, however, you
become distressed whilst taking part in the interview | will take a time out from the
interview and the researcher, (who is an experienced health care professional) will offer
immediate support. If necessary, with your consent, | would also be able to put you in
contact with other health professionals for ongoing support.

6. Are there any advantages if | participate?

There will be no direct advantages or rewards for engaging in this study, but the information
you provided will contribute to the literature and my thesis.

7. What will happen with the data | provide?

The Manchester Metropolitan University is the Data Controller in respect of this research
and any personal data that you provide as a research participant.

The Manchester Metropolitan University is registered with the Information Commissioner’s
Office (ICO), and manages personal data in accordance with the General Data Protection
Regulation (GDPR) and the University’s Data Protection Policy.

We will not collect personal data as part of this research.

Your rights to access, change or move your information are limited, as we need to manage
your information in specific ways in order for the research to be reliable and accurate. If you
withdraw from the study, we will keep the information about you that we have already
obtained only if you consent for us to do so.

We will not share your data with any third parties.

We will only retain your personal data for as long as is necessary to achieve the research
purpose. Data from this study will be confidential and held on a password and encrypted
hard drive. All data will be destroyed within five years of this data collection period. Only the
research team will have access to the data and no hard copies of photographs or data will be
held unless in the form of written papers or articles.
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For further information about use of your personal data and your data protection rights
please see the University’s Data Protection Pages (https://www2.mmu.ac.uk/data-
protection/).

8. What will happen to the results of the research study?

The study will produce my thesis, research papers and articles together with presentations
at conferences. The research findings will be published as part of my PhD. So that the nurses
and doctors can learn from the results, | will publicize my findings more widely at health-
related conferences and in medical/nursing journals to enhance their understanding of how
it is like to as a caregiver who has a child with cancer.

9. Who has reviewed this research project?

This study has undergone ethics review in accordance with the Manchester Metropolitan
University Research Ethics Policy and Procedure.

10. Who do | contact if | have concerns about this study or | wish to complain?

General questions about the project can be presented to Elifnur Gunes,
email:elifnur.gunes@stu.mmu.ac.uk; tel:+44 07761060589 and supervisor Gary Witham
email: g.witham@mmu.ac.uk; tel: +44 (0)161 247 2464. The Faculty ethics committee chair
is Professor Khatidja Chantler, email:k.chantler@mmu.ac.uk; tel: 0161 247 2023 and can be
contacted regarding concerns or complaints about the project. The address for each of us is
the Faculty of Health, Psychology & Social Care, Manchester Metropolitan University, Brooks
Building (1.06), 53 Bonsall Street, Manchester, M15 6GX.

If you have any concerns regarding the personal data collected from you, our Data
Protection Officer can be contacted using the legal@mmu.ac.uk e-mail address, by calling
0161 247 3331 or in writing to: Data Protection Officer, Legal Services, All Saints Building,
Manchester Metropolitan University, Manchester, M15 6BH. You also have a right to lodge a
complaint in respect of the processing of your personal data with the Information
Commissioner’s Office as the supervisory authority. Please see:
https://ico.org.uk/global/contact-us/

THANK YOU FOR CONSIDERING PARTICIPATING IN THIS PROJECT
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Appendix 4: Consent form

Version 1 {19/
Eth0S 1D:32142
Manchester
Metropolitan
University

CONSENT FORM

Title of Project: Evaluation of Caregiving Burden in Caregivers of Children with
Cancer

Mame of Researcher E Gunes
Please initial box

1.1 confirmthatl have read and understandthe information sheetforthe above
study. | have had the opportunity to considerthe infarmation, ask questions and
have had these answered satisfactorily.

2. | understandthat my participation is voluntary and that | am free to withdraw at
any time without giving any reason, without my medical care or legal rights being
affected.

3.1 agree to the interview being audio recorded andtranscribed.

4. | agreeto the use of anonymised quotes in publications.

NN NN

5.1 agreeto take partin the above study.

Mame of Participant Date Signature

245



Appendix 5: Research Interview Guide

Manchester
Metropolitan
University

Interview Guide
Research Title: The Experiences of Primary Caregivers of Children with Cancer
Research Aim: To explore the impact childhood cancer has on primary caregivers

Researcher’s Notes: Focus on the experience of the research participant and what it means
to them — Probe

Open with an introduction of the project, ensure the participant is comfortable being
recorded and take them through the consent form. When consent form has been signed and

the participant has asked any questions they may have, proceed with recording.

Q1. Everyone’s experiences will be different. I'd really like to find out about how you
experience things. Tell me about your child...

Q2. Please tell me what your child was diagnosed with and how long ago was this?
Q3. What can you remember about when your child was first assessed and diagnosed?

Q4. How did you feel emotionally at the time of diagnosis? And how did that change as time
went on?

Q5. Can you tell me what it has been like for you being a caregiver of a child with cancer?
How does it impact on daily life?
-Family (other children and other parent/ extended family/ key relationships)?

-What is the most challenging thing about being 's parent?
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-What's the best thing about it?.

Q6. Did you have any support? Any healthcare professional, any friends? Family/Hospital/etc
Q7. Did impact on your daily life? negative effect or? Finances? Caring for other children?
Q8. What was your main long term worry for your child?

Q9. When you child came home, how did you cope with caring for them
physically/emotionally?

Q10. What is the situation now?

Q11. Do you have anything else you would like to share that you feel you did not have the
opprtunity to say/express from that time, related to providing care for your child that was
suffering from cancer?

Recap, thanks and close.
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Appendix 6: Distress policy

The protocol for managing distress in the context of a research interview

Distress Protocol 1:The protocol for managing distress in the context of a research focus group finterview
[Modified from : Draucker C B, Martsolf D 5 and Poole C (2009) Developing Distress Protocols for research on Sensitive Topics.
Archives of Psychistric Nursing 23 (3] pp 343-350)

Stage 1
Response

Stage 2
Response

~
* A partidipant indicates they are experiencing a high level of stress or emotional distress
OR

sexhibit behaviours suggestive that the discussion/interview is too stressful such as
uncontrolled crying, shaking etc

A
*5top the discussion/interview. ™
#0ne of the researchers (who is a health professional) will offer immediate support
*Assess mental status:
Tell me what thoughts you are having?
Tell me what you are feeling right now?
Do you feel you are able 1o go on about your day?
Do you feel safe? J
~\
=|f participant feels able to carry on;
resume interview /discussion
+If participant is unable to carry on
Go to stage 2
-
~

#*Remove participant from discussion and accompany to quiet area or discontinue
interview
*Encourage the participant to contact their GP or mental health provider
OR
= Oiffer, with participant consent, for a member of the research team to do so OR
*\With partidpant consent contact a member of the health care team treating them at for

further advice/support J

~
#Follow participant up with courtesy call (if participant consents)
OR

*Encourage the participant to call either if he/she experiences increased distress in the
hours/days following the focus group
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Appendix 7: Debrief Sheet

Thank you very much for agreeing to participate in this research.

| hope you found your participation in this research interesting and that our discussion
following the interview has alleviated any concerns you may have had afterwards.

However, if your experiences as the primary caregiver of a child with cancer make you feel
sad or stressed over the next few days and this continues, there are local support that you
can contact.

Following this interview, if you would like to address your experiences in a safe environment
further, you may find the following sources helpful:

1. You can contact your GP.

2. Childhood Cancer Parents Alliance (CCPA)- 01785 283435 (9am-5pm, Mon, Tue, Wed)

The interviews are audio-recorded and transcribed. All names, dates, addresses, and other
identifying details will be changed to ensure that you cannot be identified and remain
anonymous. Audio recordings will be destroyed after the completion of the research.
Information provided for this study will remain strictly confidential.

If in the future you would like more information about this study, you can contact me by
telephone, via e-mail, or in writing c/o the university. My details are below.

Elifnur Gunes,
Email:19024110@stu.mmu.ac.uk

Thank you again for your participation.
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Appendix 8: NVivo example of the organisation of data

e File Home Import Create  Explore  Share  Modules
R

(D Firsttheme and codes &8 G concepts

[ Edit @ ~
@ Name -
O codes

[ codes for theme

) concepts

@ first participant

(D First theme and codes

@ literature themes

He had temporary diabetes,
from the steroids and
treatment, lung infections,
ed six months of daily IV,

was for the other parents
that | was meeting at that
point with with ALL.
(Transcrpits)

A EG 6Items # Editable

Mind Map

Mastery of the

| felt quite confident that I've learned
what | needed to learn, and I had this
this | could manage her drugs. Well, you
know, | put the hours in to understand
what was going on (Transcripts)

C@ - 2N B -

treatment
protocol

I wanted to
know

t was going
on for her. |
wanted to

make sure that
| didn't miss

8.
(Transcripts)

—+

100%
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Appendix 9: Interview transcript excerpt

Claire’s Transcript

The need-based
nursing role 24/7

Changes as a result of
cancer

289
290
291

293
294
295
296
297
298
299
300
301
302
303
304
305
306
307
308
309
310
311
312

314
315
316
317
318
319
320

thought for a while)

Well, | already was because of his Down syndrome.
You know, I, | went back to work when he was a year
old. And I went back four days a week because he had
that many medical appointments that | needed a day
during the week to be able to do that. So | was
already already doing that. Yeah, it's I'm not an actual
nurse. | didn't choose nursing as a degree. But it turns
out I'm quite good asset. | mean, he's, he's my son. |
don't think I'd want to do it for other people's
children. But | do it for mine. And he's just such an
innocent happy soul. You know, it just yeah, do
anything for him. Do anything for him. So don't even
think about it really do you? | actually because he has
an overnight feed. And sometimes he rolls over in the
night and the line work if it gets a kink in it, then it
stops the flow. So then the feed pump will alarm and
unless | deal with it, he'll wake up so I don't really
want him to have unbroken sleep. He's not physically
active. He's not being mentally stretched once he's not
going to school so I don't really want him sitting
awake for an hour in bed in the middle of the night
because he won't raise the alarm you won't shower
won't call for me. And so I'm when we're in hospital
when we were in hospital initially, obviously I slept on
a chair bed in his room and and eventually got a camp
bed so I'm just so used to being there with him for
dealing with things in the night and there's you know
there's been chemo causes lots of vomiting and that
can happen in night as well and so | sleep in a single
bed in at the edge of his room sleeping there with him
CME full time 24/7 nurse but it's vou know, it's

She says ‘l already had the role of caregiver’. |
perceive the emphasis that she has taken on this
role for a long time in her use of the word
‘already’. Even if she did not choose nursing as a
professional, it is understood how difficult it is to
take the responsibility of this role, especially at
night, by emphasizing that her son 'needs'. | can
feel how difficult it is for her to list the things her
child cannot do. I can feel the emphasis of how
much they need to be protected and loved while
defining them as 'happy innocent souls'. She
emphasizes her duty as a nurse, stemming from
her need to help her son. She also states that
while she was taking on the role of caregiver for
her son, she did not receive help from anyone as
follows: nobody else to do it.

She stated that she quit her successful career,
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Appendix 10: Identifying patterns across themes

Impact of
cancer

*Financial
implications

*Dyadic
relationship
problems

*Impact on
siblings

*Changes in
family
dynamics

Themes

A range of | learned Complexity
Cancer related emotions what | challenging

changes needed to the cancer

learn journey

*Uncertainty
*Pivotal moment related to
related to survival and
diagnosis treatment

*Guilt related to
seeking

*The necessity professional help

of treatment
versus the
psychological

*Helplessness
trauma

. . ' *Hope for cure and
Decision making hope for a future
and consenting in

paediatric cancer

Anxiety for the
future

*Feeling lucky
*Living in a having
shielded treatment
restricted world options and
surviving

*Significant
shock in
response to
cancer diagnosis

Intersectional
complexity in
care




Appendix 11: Reflective Diary excerpt
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Appendix 12: Relevant conference presentations

2023: International Family Nursing Conference, Ireland, June 20 — 23th

Oral presentation: The Experiences of Primary Caregivers of Children with Cancer using
Interpretative Phenomenological Analysis

2022: SIOP Congress, Spain, September 28th - October 1st

Poster Presentation: Primary Caregivers Experiences of Having a Child with Cancer: a Scoping
Literature Review of Qualitative Studies
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