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ABSTRACT
Lived Experiences of Parents of

Children and Adolescents With Cancer in Tiirkiye

The purpose of the current study is to investigate the lived experiences of parents of
children and adolescents with cancer in Tirkiye. In this qualitative study which
aimed to understand how having a child undergoing cancer treatment influences the
parents, the participants talked about their experiences before the diagnosis,
challenging experiences, sources of support, coping strategies and changes in their
perspective. Ten parents whose children were between the ages of 7 and 17 and were
diagnosed with any type of cancer at least three months ago were interviewed. The
data emerged from the interviews were analyzed with the content analysis method.
The findings of the study were presented under the headings of being a parent of a
child diagnosed with cancer, challenging experiences, sources of support, coping
strategies, and changes in perspective. The findings were examined in relation to the
literature. Roles and practices of psychological counselors were highlighted.
Limitations of the study were identified. Based on the results, recommendations were

made for the professionals, policy makers, and researchers.
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OZET

Tiirkiye’deki Kanserli Cocuk ve Ergen Ebeveynlerinin Yasanmis Deneyimleri

Bu c¢aligmanin amaci Tiirkiye’deki kanserli ¢ocuk ve ergen ebeveynlerinin
yasantilarini incelemektir. Kanser tedavisi goren bir ¢ocuga sahip olmanin
ebeveynleri nasil etkiledigini anlamak i¢in yapilan bu nitel ¢alismada, katilimcilar
teshisten onceki deneyimlerinden, yasadiklar1 zorluklardan, ihtiyaglarindan, destek
kaynaklarindan, bag etme mekanizmalarindan ve bu deneyimin onlarin yasama bakis
acilarini nasil degistirdiginden bahsetmislerdir. Bu amagla, cocugu 7-17 yaslar
arasinda olup herhangi bir kanser tiirii ile tan1 almis ve teshislerinin {izerinden en az
ic ay gecmis on ebeveyn ile goriisiilmiistiir. Goriismelerden elde edilen veriler, igerik
analizi yontemiyle analiz edilmistir. Arastirma bulgulari, kanserli bir ¢gocugun
ebeveyni olmak, zorluklar, ihtiyaclar, destek kaynaklari, bag etme stratejileri ve bakis
acisinda meydana gelen degisimler basliklari altinda sunulmustur. Bulgular
literatiirle iliskilendirilerek incelenmistir. Psikolojik danigmanlarin bu konudaki
rollerine ve uygulamalarina dikkat ¢ekilmistir. Arastirmanin sinirliliklarina
deginilmistir. Sonuglara dayal1 olarak profesyoneller, politika yapicilar ve

arastirmacilar igin onerilerde bulunulmustur.
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CHAPTER 1
INTRODUCTION

Cancer is one of the most prevalent serious diseases from which children aged 0-19
suffer, and it is the second leading cause of death for children in the world, after
injuries (World Health Organization, 2023). It includes many different types that
have different patterns and treatment procedures (Erdman et al., 2020; Bhakta et al.,
2019). And yet, all types of cancer create significant changes for those who are
diagnosed as well as their family members (Darcy, 2018; Gibbins, et al., 2012;
Khoury, et al., 2013; Schweitzer et al., 2012).

Cancer is a burden with often long and intensive treatment periods. Hence, it
leads to major changes in the lives of children who are diagnosed as a result who are
impacted by this process physically, socially and psychologically (Gibbins et al.,
2012; Taleghani, et al., 2012). And family members of these children also experience
noteworthy shifts in their lives (Bjork et al., 2005; DZombi¢ et al., 2020; Young et
al., 2021). They too experience physical, social and psychological changes through
the course of their child’s diagnosis and recovery and their quality of life is affected
in many ways as well. Literature on the subject tends to focus on siblings as well as
parents.

Studies investigating different challenges the parents may experience during
the diagnosis and treatment of children underline that there are a number of issues
that make parents overwhelmed and these challenges may reduce their physical and
psychosocial functioning (Mogensen et al., 2022; Ovayolu et al., 2014).
Additionally, it is also suggested that the quality of life and life satisfaction of

parents of children suffering from cancer is lower compared to the parents who have



children with other chronic illnesses (Ovayolu et al., 2014). The common
experiences that make parents’ lives harder can be listed as adaptation to diagnosis,
emotional distress, major lifestyle and daily routine changes, isolation from social
contexts, and other family problems including financial issues, sibling problems and
couple relationships (Bjork et al., 2005; Carlsson et al, 2019; Gibbins et al., 2012;
Khoury, et al., 2013, Schweitzer et al., 2012). Studies also show that these challenges
are not only limited to the treatment process and the parents tend to have some
psychosocial problems such as anxiety, depression, fear of recurrence in the long run
even after the child recovers (Wakefield et al., 2021).

The first thing that parents have to deal with is to come to terms with the
diagnosis and face the possibility of losing their child to this illness (Schweitzer et
al., 2012). This adaptation period includes feelings of shock, anxiety, denial, anger,
and deep sadness (Khoury, et al., 2013; Schweitzer et al., 2012). In this period,
parents suffer from lack of information about the diagnosis and treatment and
experience stress because they do not know how to manage these processes properly,
including how to explain the illness to their child (Carlsson et al., 2019; Tremolado
etal., 2021).

Following the first feelings and reactions to diagnosis, parents have to
manage high levels of emotional distress throughout the treatment (Gibbins et al.,
2012; Picci et al., 2015). The intense and prolonged emotional stress puts parents at
risk to develop post-traumatic stress disorder (PTSD), other anxiety disorders, and
depression (Ay & Akyar, 2020; Karadeniz Cerit et al., 2017; Ozdemir Koyu & Tas
Arslan, 2021; Salloum et al., 2014; Yalug et al., 2011). It is possible to observe that
parents show the highest levels of anxiety, depression, and PTSD symptoms

especially in the first 3 months of the diagnosis compared to the next months of the



treatment (Katz et al, 2018). It was observed that the parents usually adjust to their
new life 3-6 months after diagnosis (Kearney et al., 2015). However, although most
of the symptoms parents suffer decrease and stabilize later in the treatment process, it
is noticed that some parents may suffer from these symptoms throughout the first
year of the treatment (Katz et al, 2018; Lewandowska et al., 2021). It can be said that
the first year after diagnosis is a vulnerable period for the parents in terms of
emotional distress. And given this vulnerability, it is important to conduct a
psychosocial assessment both at the beginning and also later on to determine their
needs and apply an intervention plan to make their adjustment process easier and
improve their quality of life (Bretones Niedo et al., 2022; Kearney et al., 2015;
Racine et al., 2018).

In addition to adjusting to the news of cancer and managing emotions, there
are many more challenges that parents have to adjust both physically and
psychologically. Cancer treatment requires special medical procedures and
hospitalization. It creates a busy schedule that changes the lifestyle and daily routine
of the children and their parents (Khoury et al., 2013). Parents experience additional
stress as they rearrange their work and life around their child’s medical needs and let
go of various celebrations or leisure time activities (Santos et al., 2018).

Another concern that parents of children receiving cancer treatment face is
isolation. Because cancer treatment requires hospitalization and weakens the immune
system of the children, parents and children often have to avoid social contexts
(Gibbins et al., 2012; Taleghani, et al., 2012). Moreover, families can be left alone as
people in their social network including relatives may not want to interact with them
to avoid feeling triggered by the family’s experience or to avoid “catching cancer”

assuming it is an infectious disease.



The study conducted by Gibbins et al. (2012) reveals additional themes
including financial drawbacks of the cancer treatment, problems with siblings, and
couple problems. These issues add to the burden that parents carry and make the
treatment process even harder for them (Dzombi¢ et al., 2020; Khoury et al., 2013;
Gibbins et al., 2012; Young et al., 2021).

Research indicates that parents of children with cancer also identify some
supporting experiences as resources, which help them develop positive outcomes
(Gibbins et al., 2012; Schweitzer et al., 2011). The most highlighted resources
supporting parents and making it easier to cope with this process are identified as
families and close friends, support from the workplace, and support from the
education institutions (Schweitzer et al., 2011). Furthermore, religion and spiritual
activities, and support from Non-Governmental Organizations (NGOs) are named as
additional supporting experiences for parents through this difficult period (DZombi¢
et al., 2020).

When it comes to Tiirkiye, it is possible to observe that parents of children
with cancer have similar experiences as parents in other countries. Studies conducted
in Tiirkiye show that parents of children receiving cancer treatment also encounter
psychological challenges such as anxiety, depression, or post-traumatic stress
disorder, as well as physical and social challenges (Giinay & Ozkan, 2019).
Moreover, parents participating in studies also acknowledge the existence of
resources that are helpful in their effort to cope with the diagnosis and treatment
process (Altay et al., 2014). However, there has been a very limited number of
studies focusing on the lived experiences of parents of children with cancer in

Tiirkiye, and their unmet needs and support mechanisms are yet to be differentiated.



1.1 Purpose of the study
The current study aimed to investigate the lived experiences of parents of children
receiving cancer treatment in Tiirkiye. In other words, the current study attempted to
explore how parents describe their experiences as a caregiver of a child with cancer
to clarify what their challenges are, what types of support they receive, what their
unmet needs are and how they cope with and change through this process.
The research questions of the present study are as followed:
e How do parents of children and adolescents with cancer describe their
experiences in the process of diagnosis and treatment?
e What are the challenging experiences of parents of children and adolescents
with cancer in the diagnosis and treatment?
e What are the supportive needs of parents of children and adolescents with
cancer in the diagnosis and treatment?
e What are the sources of support for parents of children and adolescents with
cancer in the diagnosis and treatment?
e How do parents of children and adolescents with cancer cope with the
diagnosis and treatment?
e How do parents of children and adolescents with cancer change in their ways

of seeing self, others and the world as a result of this experience?

1.2 Significance of the study

There are considerable amounts of findings showing that parents are important
figures for children receiving cancer treatment and they are also affected from the
diagnosis and the treatment process as well as their children in different ways (Bjork

et al., 2005; Dzombic¢ et al., 2020; Young et al., 2021). However, the studies focusing



on the experiences of parents of children with cancer in Tiirkiye are scarce. Studies
show that the experiences of these parents can be varied from culture to culture,
especially in terms of their support systems (Khoury et al., 2013; Taleghani et al.,
2012). To illustrate, compared to the Western literature, studies conducted in Iran and
Lebanon highlight different themes of support such as religious activities, having
faith, and extended family support more (Khoury et al., 2013; Taleghani et al., 2012).
Hence, it would be important to study parents' experience in Tiirkiye, establish to
what extent it matches the existing literature, and identify what their unique

experiences might be.

The significance of the current study lies in the exploration of the personal
experiences of parenting children with cancer. Cancer treatment includes many
different options based on its types and stages, each eliciting different needs.
Although the experiences and supportive needs of parents have common themes, it is
possible to observe unique experiences and needs that parents might encounter in the
treatment process (Schweitzer et al., 2011). Some of the conducted studies in Tiirkiye
examine the quality of life of parents of children with cancer (Kudubes et al., 2014;
Ovayolu et al., 2014). And some research focuses on the psychological outcomes of
the diagnosis and treatment process for parents (Cinar et al., 2021; Giinay & Ozkan,
2019; Yalug et al., 2011). There is one systematic review that examines both the
psychological challenges of family and support needs in relation to childhood cancer,
and it was seen that most of the studies in Tiirkiye focuses only on the children’s or
mothers’ experiences (Ay & Akyar, 2020). Literature review showed that there are
some different studies focusing on the different dimensions of childhood cancer and
the experiences of the parents in Tiirkiye, but a study that examines challenges,

supportive experiences and coping strategies collectively seem to be missing.



1.2.1 Implication for counseling

When the literature regarding childhood cancer is examined, it seems that most of the
studies were conducted by the experts in the fields of psychiatry and nursing. These
studies also focus on the different dimensions of the experiences of parents of
children with cancer such as their challenging experiences, needs, and coping coping
strategies (Kalayc1 & Caliskan, 2021; Karadeniz Cerit et al., 2017; Kudubes et al.,
2014). However, the studies aim to understand the experiences of children with
cancer and their parents from the counseling perspective remain scarce in Tiirkiye.
The current study aims to approach the subject matter from the lens of mental health
and wellness, and hence, it can be a guide for mental health professionals, especially
for those in the field of psychological counseling. Results of this study can guide
mental health counselors and other experts in the field of psychosocial oncology in
their individual and family work when they provide services to this unique
population. Specifically, counselors at the school settings may benefit from an
increased understanding of parents’ lived experiences and could be instrumental in
facilitating the students’ wellness through guiding parents in a supportive way.
Results can also be informative in counselors’ efforts to develop intervention
programs for both parents and children in the treatment process before developing

negative outcomes.

In addition, research shows that it is important to determine the psychological
and social needs of parents and children in cancer care to prevent the health disparity
(Deatrick et al., 2022). Health disparity is defined as differences in health outcomes
among individuals due to their different social, psychological, and economic needs

and it might result from poverty, limited social support or inadequate access to
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healthcare services (Venkatapuram, 2019). Such inequalities and lack of social and
financial resources for people who are holding minority identities poses a threat to
social justice (Bravemen, 2014, Krau, 2015). Promoting social justice is a core
counseling value (Herlihy & Corey, 2015). Counselors are expected to facilitate
individuals’ access to health services and especially advocate for those who are
experiencing drawbacks due to their backgrounds (Krau, 2015; Lee, 2013). Making
the experiences of these people visible and also conducting need assessments for
them are important roles of counselors for social justice and advocacy (Chwalisz
2008). Through deepening our understanding of the experiences and needs of parents
of children with cancer, this study has the potential to further equip counselors to
first understand the healthcare access concerns among this unique population and

then reduce health disparity and promote social justice.



CHAPTER 2

LITERATURE REVIEW

In this section, the theoretical framework of the lived experiences of parents of
children and adolescents with cancer will be explained based on Urie
Bronfenbrenner’s ecological systems approach. Additionally, childhood cancer, its
treatment, psychosocial consideration of childhood cancer for the diagnosed children
and their parents, and childhood cancer in school settings will be investigated in light

of the existing studies in the literature.

2.1 An ecological understanding of childhood cancer

Ecological systems model that was developed by Urie Bronfenbrenner in 1979
provides a solid foundation to explore and understand childhood cancer.
Bronfenbrenner (1979) highlighted that human development is shaped by
bidirectional interaction between the individual and his/her multiple physical and
social environment. Below we would explain the model first and then identify the
ways in which this model could be applied to understand experiences of families
suffering from a chronic illness.

According to the ecological systems model, there are five subsystems of
ecological context that have influence on human development: microsystem,
mesosystem, exosystem, macrosystem, and chronosystem. These systems create a
nested structure, and they are interrelated with each other (Bronfenbrenner, 1977;
Bailey & Im-Bolter, 2018). The microsystems are the immediate environment the

individuals inhabit, such as home, school and peers (Bronfenbrenner, 1979). When



these microsystems interact with each other, a mesosystem is established, and the
individuals are influenced by these interactions (Bronfenbrenner, 1979). The
relationship between the school and home could be an example to the mesosystem.
Encompassing the mesosystem, there is a larger social structure on which the
individuals do not have to have direct influence, but they are indirectly affected, that
is the exosystem. For instance, the parent's workplace and working hours may
influence the development of the children indirectly. Another ecological system that
includes all of the interactions among these systems is the macrosystem
(Bronfenbrenner, 1979). Macrosystem is composed of the more complex societal
values and policies like religion, education or health policies and mass media, and it
does not only affect the individuals but also the whole society (Bronfenbrenner,
1979; Hosek et al., 2008). The last and the most recent ecological system proposed
by Bronfenbrenner is the chronosystem. (Hosek et al., 2008). The chronosystem is
composed of the transitions and environmental changes of the individual's life, and it
includes both life events like marriage, divorce, starting to the school, and also social
and historical changes across lifespan (Hosek et al., 2008).

Kazak, Segal-Andrews, and Johnson (1995) applied the Bronfenbrenner’s
ecological model to understand the experiences of family members of the children
diagnosed with chronic illnesses, and they highlighted that a chronic illness is one of
the microsystems itself. In addition, the medical setting, health care teams, and
parents are other microsystems, and there are reciprocal interactions among them
which create a mesosystem (Kazak et al. 2009; Steele & Aylward, 2009). When it
comes to the exosystem, social support systems of parents like family support, work
environments, community services influence all of the microsystems, and

experiences of parents are shaped based on these structures (Steele & Aylward,
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2009). In the macrosystem, the healthcare laws and regulations, the economic
condition of the government and culture, religion or beliefs might influence the
experience of the parents as supportive or challenging (Steele & Aylward, 2009). The
experiences of parents of children with cancer can also be examined in the
chronosystem because diagnosing with cancer is a big transition for all family
members, and the treatment process takes a long time. The adjustment and
experiences of parents might change over time (Hosek et al., 2008; Steele &
Aylward, 2009).

Bronfenbrenner’s ecological systems theory seems to offer a strong and
fitting theoretical framework for the present study. As we investigate the experiences
of parents of children with cancer, it would be important to recognize the
multifaceted and bidirectional interaction between the individuals and their physical

and social environment.

2.2 Childhood cancer

Cancer is defined as a disease that is characterized by uncontrolled division and
growth of the body's cells. It has been one of the most common diseases for a few
decades in the world. According to the World Health Organization (WHO), about
400,000 children and adolescents suffer from cancer in the world each year, and it is
expected that this rate will increase in the next few years. This rate is also increasing
among children in Tiirkiye, and every year 2500-3000 children are diagnosed with
cancer in the country (Yigit, 2018; Kebudi & Alkaya, 2021). On the other hand,
while 80% of childhood cancers can be cured in high-income countries, this rate is
less than 30% in low-income countries (World Health Organization, 2023). Based on

this expectation, WHO launched the Global Initiative of Childhood Cancer, aiming to
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construct and sustain high-quality childhood cancer intervention programs for
governments to be able to reach 60% of survival of children suffering from cancer by
2030.

Childhood cancers occur between 0-19 years of age. The most common types
of childhood cancers in the world are leukemia, lymphomas, brain and spinal cord
tumors, and neuroblastoma (World Health Organization 2023; American Cancer
Society, 2023). When it comes to prevalence in Tiirkiye, it is possible to observe
similar numbers. Leukemia (33,8%) is the most prevalent cancer in children in
Tiirkiye, and it is followed by nervous system tumors (19,8%) and lymphomas
(11,8%) (Uzsen 2021; Yigit, 2018).

Through the advancement in and expansion of available medical treatments
and procedures, the survival rate of childhood cancer has been increasing compared
to the past years. Today, about 85% of children with cancer survive 5 years or more,
while this rate was about 58% in the 1970’s in Tiirkiye as well as other countries
(American Cancer Society, 2023; Yigit 2018). In addition, the advances in cancer
treatment means larger numbers of children, and hence their families, undergo the
treatment process and face the related challenges.

The effects of cancer treatment do not end with the treatment process. As
pointed out in the previous studies, the parents of children with cancer tend to
experience more mental health problems compared to parents of typically developing
children even if their children have survived and many years have passed since the
treatment process (Howard Sharp et al., 2020). Literature highlights that while
parents of these children can adjust to and cope well with the diagnosis and treatment
process, there are a significant number of parents who have poor quality of life and

experience serious anxiety, depression, PTSD, and other psychological symptoms
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following the treatment (Howard Sharp et al., 2020; Quast et al., 2021). Especially,
the first two years after the treatment completion is another important period like the
first months of the diagnosis because the child continues to recover and has still a
risk of recurrence of the disease (Quast et al., 2021). This period requires special
attention, care and medical visits which create an uncertainty for all family members
who are prone to experience prolonged anxiety, depression, and fear of recurrence in
the long run (Quast et al., 2021; Tutelman et al., 2022). Additionally, studies also
outline that long-term survivor of childhood cancer, who completed the treatment
period five or more years ago, still have a risk to face late effects of the treatment in
forms of physical health concerns and psychosocial problems (Erdmann et al., 2021;
Koumarianou et al., 2021). And these late effects may weaken the quality of life of
both the children and their family members, and the parents’ lives are impacted by
the above-mentioned challenging experiences (Koumarianou et al., 2021; Williams et
al., 2013; Quast et al., 2021; Young et al., 2021).

While these challenges were observed by the researchers, families tend to not
undergo routine psychosocial assessment that could give way to prevention or
intervention. Family members need special and systematic psychosocial assessment
in both early and later periods of the treatment process (Kazak et al., 2015).

In summary, despite having far better treatment options and survival rates, cancer
remains to be known as a life-threatening disease. Moreover, the treatment process
remains highly challenging due to various factors including its lengthy nature and
side-effects. Hence, cancer continues to create fear, anxiety, and additional struggles
for both children and their parents (Somkome, 2020; Gibbins et al., 2012; Patterson,
et al., 2004). Intentional and systemic psychosocial assessment is needed to support

the families.
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2.3 Terms and definitions in cancer

There are some basic terms and definitions that are mostly utilized in the literature
regarding childhood cancer and treatment. To facilitate readers’ understanding of
families’ experiences with cancer, brief definitions of these terms, common types of

childhood cancer and its treatment, obtained from the official websites of American

Cancer Society (2023) and National Cancer Institute (2023), will be provided

here. Table 1 shows the common terms in cancer.

Table 1. Common Terms in Cancer

Terms Definitions
Oncology Branch of medicine that studies diagnosis and treatment of cancer
Hematology Branch of medicine that studies blood and blood tissues, including blood cancers

like leukemia or lymphoma

Benign tumors

Not spreading and non-cancerous tissue that is mild compared to cancer

Malignant tumors Cancerous and spreading tissue and they are mostly life-threatening

Metastases Spreading of the tumors to other parts of the body

Staging To determine where the cancerous tissues spread and what the level of the disease is

Prognosis Outcome of the disease and the possibility of the recovery and treatment

Recurrence Cancer comes back some time after the treatment in the primary tissue or a different
tissue

Remission Partial or complete disappearance of cancerous tissue

Follow-up Screening the people’s health condition after the end of active treatment

Long-term effects

Side effects that are observed long after the end of the treatment

Sources: American Cancer Society, 2023 & National Cancer Institute, 2023

Some types of cancer are more common in childhood period. Table 2 briefly

defines the most common types of childhood cancer, including the diagnosis of the

children of the participating parents in the current study.

Cancer treatment can require different treatment plans depending on the types

and stages of it. Studies highlight that these treatment options can be applied

separately or also used together (Schirrmacher, 2019). Table 3 summarizes the most

common treatment options in cancer.
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Table 2. Common Types of Childhood Cancer

Type of Cancer

Definitions

Leukemia

A bone marrow and blood cancer that is the most common and accounts for 28% of
all pediatric cancer. The most common types of leukemia in children are acute
lymphoblastic leukemia (ALL) and acute myeloid leukemia (AML). ALL is most
common in children aged between 2-5. AML tends to spread more widely during
childhood ages

Brain and spinal Cord
tumors

The second most common type of pediatric cancer, and it accounts for about 26%
pediatric cancers. Depending on the location of tumors, there are different types of
brain and spinal cord tumors, and these different types have different treatment
progress

Neuroblastoma

A type of cancer which is related to the early and immature nerve cells called
neuroblast. It affects infants and young children, especially under 5-year-old and it
accounts for about 6% of pediatric cancer. It is not a common disease for children
older than 10-year-old

Lymphoma

A cancer related to the lymphocytes, which are a type of immune system cell, and
may also influence the bone marrow. Two major types: Hodgkin lymphoma (HL)
and Non-Hodgkin lymphoma. HL accounts for about 3% of all pediatric cancer and
is rare in the early childhood period and it is the most common type of cancer
among adolescents. NHL accounts for 5% of all pediatric cancer and commonly
affects children aged between 5-19

Osteosarcoma

One of the most common types of bone cancer in children. It accounts for about 2%
of pediatric cancer and it is common in adolescents.

Ewing sarcoma

Another most common type of bone cancer in children. It accounts for about 1% of
all pediatric cancer and is common in teens, but it may also influence younger
children

Soft tissue sarcoma

A type of cancer which can start in muscles, fat, blood vessels and different parts of
the body. It accounts for 6% of pediatric cancer and it is common in children aged
between 15-1

Sources: American Cancer Society, 2023 & National Cancer Institute, 2023

Table 3. Treatment Options in Cancer

Treatment Definitions

Chemotherapy A treatment plan including the drugs killing the tumors or slowing the
uncontrollable growth of cancer cells. It is the most common treatment option for
cancer treatment

Radiotherapy A treatment plan including high-dose radiation and aiming to kill cancer cells, and
slow down the prognoses of the disease

Surgery A treatment plan including the medical procedure of removing the cancer tissue

Immunotherapy One of the newer treatment options compared to other treatment plans; It includes a
biological therapy that uses materials made from living organisms

Transplantation A treatment plan including the procedure of replacing blood-forming tissue with the
healthy tissue. This replacement can be done with the person’s own tissue or from a
donor. It is generally used in treatment of blood cancers, like leukemia and
lymphoma

Sources: American Cancer Society, 2023 & National Cancer Institute, 2023

2.4 Psychosocial considerations in childhood cancer

Although there are many different improvements in medical treatment and that

survival rates of cancer have increased in recent years, childhood cancer is still seen

as a life-threatening disease. There is no doubt that having a diagnosis and going
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through an exhausting treatment process hinder the psychosocial functioning and the
quality of life of the family members as well as the diagnosed child both during and
after the treatment (Dongen-Melman & Sanders-Woudstra, 1986; Evan & Zeltzer,
2006; Castellano-Tejador et al., 2016). In this section, the psychosocial experiences
of diagnosed children and the parenting children with were reviewed separately in

light of the previous studies.

2.4.1 Experiences of children and adolescents with cancer

While the current study’s focus is the experiences of parents, it was intended to
provide a summary of experiences of children and adolescents with cancer since as
the ecological approach recognizes, childhood cancer is a microsystem that is in
direct interplay with the parents’ experiences (Kazak et al., 1995). Having an
understanding of the unique experiences of children and adolescents would facilitate
a deeper understanding of the parents’ experiences.

Cancer is a disease that necessitates complex treatment procedures which
then require life changes (Ebob-Anya, 2022). Children cancer patients are affected
by this treatment process differently compared to the adult patients because of their
developmental needs and differences (Mcloone, 2021). In addition to physical
challenges of the cancer treatment, children are vulnerable to experience severe
psychological challenges in their sensitive periods of developmental milestones, and
cancer treatment can affect them in the short and the long term (Maurice-Stam, 2022;
Darcy, 2019).

A longitudinal and inductive study by Darcy, Enskér, and Bjork (2019),
focusing on experiences of young children living with cancer, outlines children’s

struggles in a comprehensive manner. In this study, twelve children, who were
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diagnosed at the ages between 1-6 years, were interviewed three years after the
diagnosis, and three main categories were identified from the children's answers.

First theme was recognizing the differences between themselves and their
peers and wishing that they could be like their peers. Their physical differences such
as hair loss or having tubes on their body, having a more dependent relationship with
their caregivers and having lower levels of energy that inhibit play were identified as
examples to this theme. Second theme was the need for security and control.
Suddenness of the diagnosis and the start of the treatment, having unplanned hospital
visits, having health care professionals touch their body and implement the necessary
procedures without any explanation or permission were identified as some of the
experiences that contribute to the child’s sense of losing control. The third and last
theme from this study was feeling lonely and left out. Cancer treatment requires
significant sacrifices for long periods of time. Missing school and the social
interactions that come with it as well as remaining in isolation due to a jeopardized
immune system appeared to lead to a lack of connectedness and feelings of
loneliness for the children which seemed to continue when they came back to school
as well due to experiences such as not having enough energy to engage in play or
being left out by the peers. Another notable finding from Darcy et al.'s (2019) was
that parents expressed that their children overlooked social codes throughout the
treatment, and they have started to behave in ways that were socially inappropriate.
To illustrate, children could have a very hard time finishing a play session, holding
onto a game even if others have had enough.

One of the important studies by Giircan and Atay Turan (2020) examining the
experience of adolescents receiving cancer treatment in Tiirkiye revealed themes

very similar to the themes by Darcy, Enskér, and Bjork (2019). The study was
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conducted with twelve adolescents aged 12-18 years by using descriptive qualitative
research design and revealed two larger themes. The first main theme was coined as
being an adolescent with cancer, and it included the sub-themes of changes in health,
restriction of freedom, and feeling lonely. First, participating adolescents expressed
that the treatment changed their body in numerous ways, and side effects of the
chemotherapy made them feel sick. Second, adolescents expressed losing their
freedom, and they reported experiencing this life as undesirable because the required
treatment imposed certain restraints such as, restriction of certain food items and the
necessity of being in isolation to prevent infection. And the third and last sub-theme
was adolescents’ sense of deep loneliness. They reported that they could not share
their feelings and thoughts with their close friends, and they missed their school and
social life. Because their physical looks and body images had changed, they felt ugly
and avoided others which has disconnected them further, and hence, increased their
feeling of loneliness.

The second main theme that Giircan and Atay Turan (2020) derived from
their data was coined as coping with cancer, and it consisted of two sub-themes of
psychological growth and hope for healing. The majority of participants expressed
that their perspectives on life had changed; they did not feel too much sadness about
daily problems and they were more mindful after the disease. In addition, they stated
that this disease was not permanent, and they had hope for healing and getting better.
This hope appeared to both contribute to their psychological wellbeing and growth,
and support their recovery.

Conducted studies confirm that the experiences of children and adolescents
receiving cancer treatment have rather similar experiences. Changes of body image,

missing their daily routine, schools and friends and also feeling lonely are major

18



challenging issues for children and adolescents with cancer (McLoone, 2021; Vena &
Copel, 2021; Darcy et al., 2019; Giircan et al., 2020).

These findings can also be reviewed from the lens of International
Classification of Functioning (ICF) which was informed by the biopsychosocial
approach and developed by the World Health Organization (WHO, 2001). ICF
provides an international standard for examining and potentially increasing the
functioning of a person with a disability or illness by taking into account both the
medical and social factors which they have experienced through exploring four
domains of (1) body functions, (2) body structures, (3) activities and participation,
and (4) environmental factors (WHO, 2001).

Indeed, the studies identified above showcases how childhood cancer impacts
a child’s and adolescents’ functioning especially at the first three levels (WHO,
2007). Children and adolescents treated for cancer do experience changes in the
domain of body function whether it is their energy level, sleep quality, or
psychomotor systems. Those who had surgical procedures experience changes in the
body structure domain. Activities in which they can engage and their participation in
different social contexts change throughout the treatment process. Children and
adolescents are likely to experience difficulties in carrying out their daily life,
education program or household tasks.

When it comes to the fourth domain, which is the domain of environmental
factors, it would be equally important to understand the ways in which certain
healthcare policies and systems might be a barrier and facilitator of children’s and
adolescents’ functioning. In addition, ICF points out that attitudes of certain
individuals such as health care professionals, friends and immediate family members

might be a facilitator of the children’s and adolescents’ functioning (WHO, 2007).
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Hence, it is pivotal to study parental experiences and find ways to support those who
do have the potential to contribute to the patients’ functioning. Next, we shift our

attention to the literature focusing on experiences of parents of children with cancer.

2.4.2 Parenting children with cancer

Parenting of a child with cancer has many facets. Studies show that cancer leads to
major changes in family dynamics, and parents of children with cancer experience
common challenges (Gibbins et al., 2012; Khoury et al., 2013 Taleghani et al., 2012).
Although most of the findings focused on the challenging experiences of these
parents, studies also investigated supporting experiences of parents of children with
cancer (Gibbins et al., 2012, Schweitzer et al., 2011). In this section, the experiences
of being a parent of a child diagnosed with cancer will be examined to reflect on the

challenges they face and support they receive.

2.4.2.1 Challenging experiences of parents

In the light of the literature, the main challenging experiences of parenting children
with cancer are identified as adaptation process, emotional distress, major lifestyle
and daily routine changes, parents’ isolation from social contexts, and other different
problems in family dynamics (Gibbins et al., 2012; Khoury et al., 2013; Taleghani et

al., 2012). In this section, these experiences will be introduced in detail.

2.4.2.1.1 Adaptation to diagnosis and treatment
A study by Schweitzer, Griffiths, and Yates (2012) examined the parental experiences
of childhood cancer through interpretative phenomenological analysis in Australia,

and it derived that parental experiences of facing diagnosis were intense and unique,
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but the common and the most important phenomenon was the vulnerability of their
child and facing the potential of losing him/her. The study emphasized that parents’
first reactions to diagnosis was shock, sorrow, and denial of the potential mortality of
their offspring. Another study in Sweden, regarding the parent’s experiences of the
diagnosis and treatment process of childhood cancer, found that the parents defined
the diagnosis time as chaotic and uncontrollable, and they expressed a deep sense of
unfairness and anger in the beginning (Carlsson et al., 2019).

Existing studies also stated that it was a challenging experience for parents to
see their children suffer from treatment side effects (Tan et al., 2022; Warman, 2021).
A qualitative study conducted with four Latina mothers of children with cancer has
shown that it was difficult for mothers to observe their children experiencing the side
effects of the cancer treatment and it was unbearable for them to witness their child
in pain (Warman, 2021).

In addition to the difficulty of the first feelings and witnessing the side effects
of the treatment, another challenge in the adaptation process for parents was talking
about cancer with their child (Tan et al. 2022). A study by Tan et al. (2022) stated that
mothers did not want to tell their child that this disease was serious, and they tried
not to use the word “cancer”. Also, it was emphasized that they could not know how
to inform their child and they needed support from professionals in this period (Tan
et al., 2022).

When the studies conducted in Tiirkiye are examined, it is possible to observe
similar results. A quantitative study conducted with 130 parents and examining the
burnout and coping skills of parents of children treated in oncology and hematology
services in Tiirkiye indicated that the parents reacted with hopelessness, shock,

denial, and deep sadness when they were faced with the diagnosis of childhood
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cancer (Uzun, 2016). Another qualitative study with 12 parents also supported the
mentioned findings and it contended that the parents experienced astonishment,
shock, and denial at the very first time of the diagnosis (Giinay & Ozkan, 2019).
Moreover, the participants stated that in the beginning of the process they thought
that cancer was a life-threatening disease and it reminded them of the possibility of
death of their children (Giinay & Ozkan, 2019). Similar to international studies,
studies conducted in Tiirkiye also highlighted that facing side effects of the cancer
treatment was a very stressful experience for the parents especially since there was
nothing they could do to protect their children from these side effects (Ay & Akyar,

2020).

2.4.2.1.2 Emotional distress

Given its demanding nature, cancer has an emotional toll on everyone involved in the
process, most certainly including the parents of the children going through the cancer
treatment. The treatment process, including hospitalization, surgery, regular clinical
appointments, and changes in family dynamics, roles and routines, leads to high
levels of parental emotional distress (DZombi¢ & Ogresta, 2020).

Studies have shown that parents of children with cancer experience various
challenging feelings, such as anxiety, fear, sadness, and uncertainty (Gibbins et al.,
2012; Schweitzer et al., 2012; Somkome, 2020). These challenging feelings might
cause some physical and psychological problems for parents. It is found that parents
exposed to stressful feelings suffer from physical symptoms including insomnia,
headaches, and weight changes. In addition to these symptoms, they are prone to
develop depression, post-traumatic stress disorder (PTSD), and other anxiety

disorders. (Maryam et al., 2022; Picci et al., 2015; Seth, 2022).
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A hermeneutic qualitative study examining the lived experiences of parents of
children with cancer in Lebanon reported that the shock reaction in the diagnosis
process triggered very high levels of stress on parents, and most of the parents
highlighted that it was the most overwhelming feeling they had experienced in the
whole treatment process. The study also noted that living with uncertainty was a
major issue and it increased parents’ stress and anxiety levels (Khoury et al., 2013).
Likewise, Taleghani et al. (2013) also conducted a hermeneutic qualitative study with
15 parents of children diagnosed with cancer in Iran and focused on their lived
experiences. Participating parents revealed that parenting a child with cancer can
lead to emotional instability, anxiety, and depression, and they expressed feeling
trapped by the thought of death of their children in this process (Taleghani et al.,
2013).

These results are consistent with the study by Ovayolu et al. (2014), focusing
on the quality of life of the caregivers of children with cancer in Tiirkiye.
Researchers outlined that caregivers of children with cancer feel anger, guilt, despair
and also, they experience exhaustion, depression, and anxiety as well as physical
health problems.

Additional studies conducted in Tiirkiye support the relation between
developing PTSD and parenting children with cancer. A study conducted with 117
parents of children with cancer indicated that 17 % of mothers of children with
cancer suffered from PTSD symptoms (Mogolkog, 2014). Another study by
Karadeniz Cerit et al. (2017), examining mothers of children who underwent
oncological surgery and their reactions and PTSD symptoms, had consistent findings

and showed that cancer treatment, hospitalization and surgical procedures can trigger
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PTSD symptoms on mothers, and lack of information and support can worsen these

reactions.

2.4.2.1.3 Lifestyle and daily routine changes
Cancer diagnosis and treatment bring about noteworthy changes in lifestyle and daily
routines of both parents and family. After diagnosis, cancer becomes the very first
and maybe the only major item on the family’s agenda. Studies have shown that
parents usually structure their daily lives around their children’s school before the
diagnosis. However, after the diagnosis, the medical need of the child becomes the
determining factor (Schweitzer et al., 2012; Dzombi¢ & Ogresta, 2020).

Additionally, other fundamental routines at home like mealtime and leisurely
activities undergo a shift to accommodate the treatment requirements (Khoury et al.,
2013). Santos, Crespo, Canavorra, and Kazak (2018) reported in a study of family
rituals of children with cancer and their parents in Portugal, that there are two
categories of changes in family: (1) loss of the family rituals, and (2) transformation
of the family rituals. The loss of the family rituals includes the loss of mealtime,
regular celebrations, or weekend activities. And the transformation of the family
rituals means that the basic rituals have to be re-established in a different way. To
illustrate, birthday celebrations cannot be at a restaurant because of the necessity of
isolation. Another example is that the whole family cannot eat together at the same
table at the same time because of isolation or hospitalization. These changes can
cause a lack of socialization and communication within the family.

Another important point that changes the parents’ and family routine and
affects the socialization is the working hours of parents. Research reveals a tendency

where one of the parents spends more time at work while the other parent takes care
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of the child in the treatment process. Mothers generally quit their job and spend time
caring for their children, and the fathers mostly have to work more to balance the
economical drawbacks (Somkome, 2020; Nicholas & Gearing, 2009; Bennett
Murphy et al., 2008).

When it comes to the studies in Tiirkiye, it is possible to find similar results.
A qualitative study by Yildirim Sari et al. (2013), and conducted with twelve parents,
focusing on the experiences of parents of children with cancer and need physical
care, highlighted that parents had difficulties to lead their daily routines in the
treatment process. Moreover, there are also studies that confirm that the fathers spend
limited time with their children, and mostly the mothers care for the children and
undertake the treatment process, which further changes the family routines (Giinay et

al., 2019; Ovayolu et al., 2014).

2.4.2.1.4 Parental isolation from social contexts

Research illustrates that one of the challenging experiences of parents of children
with cancer is being isolated from social context (Gibbins et al., 2012; Khoury et
al.,2013; Taleghani et al., 2012). This increased isolation is explained by various
factors that can be grouped as (1) family-initiated reasons, and (2) reasons facilitated
by decisions of other individuals. For instance, since the children undergoing cancer
treatment have a lower immunity and higher risk of infection, parents limit their
social contact in an effort to protect their child's health (Khoury et al, 2013).
Additionally, certain treatments, such as a bone marrow transplant increases the need
for isolation in terms of the infection and the children and their parents have to stay

in an isolated room for 4-6 weeks after the transplant (Luo et al., 2019; Mangurian et

25



al., 2018). Understandably, such a condition creates additional emotional burden for
both caregivers and the children (Luo et al., 2019; Mangurian et al., 2018).

With respect to the second category, literature suggests that others’ emotional
processes and beliefs might limit family’s socialization. People who are not familiar
with cancer and its treatment may not want to communicate with the child diagnosed
with cancer and their family since this situation makes them anxious and scared. And
they may avoid witnessing the realities of this serious disease including the
possibility of its causing death (Taleghani et al., 2012; Dzombi¢ & Ogresta, 2020).
Taleghani et al. (2012) also reported that some people believe that cancer is a
contagious disease, and they might be infected if they get in contact with a person
with cancer. Hence, they do not contact the families in the treatment process, adding
onto the reason why children diagnosed with cancer and their parents have limited
sources for socialization.

Cinar et al. (2021) reported in a study of parenting stress in parents of
children with cancer in Tiirkiye that the parents suffer from the same distancing and
lack of social support. These results of the study were consistent with an earlier study
from Tiirkiye which has identified social isolation as one of the experiences
decreasing the quality of life of the parents of children with cancer (Ovayolu et al.,

2014).

2.4.2.1.5 Other problems in family

According to systematic review study of existing literature across the world by
Gibbins, Steinhardt, and Beinart (2012), challenges on financial issues, couple’s
relationship, and problems with siblings of children with cancer are other significant

experiences that parents can encounter during the cancer treatment. The review study
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includes 28 qualitative studies regarding the experiences of parents of children with
cancer, and across different cultures and genders, the following three themes are
repeated in the studies.

First, as it is mentioned in the lifestyle and daily routine changes section, one
of the parents usually quit their job because of caring for their child. This situation
naturally creates a financial drawback. In addition to this, cancer treatment has many
requirements, like special medical products, limited dietary options, hospitalization,
and restricted transportation. All of these lead to additional financial burden for the
parents (DZombic¢ et al., 2020; Gibbins et al., 2012; Khoury et al., 2013).

Second, problems in marital relationships are another noteworthy challenge
for parents. The above-mentioned division of tasks between parents where mothers
are more involved in caring during the treatment and the fathers are responsible for
the financial aspects causes them to spend limited time together and experience
communication problems between them (Young et al., 2021; Taleghani et al., 2012;
Clarke, 20006).

Last, siblings of children with cancer are also affected by these lifestyle
changes. A systematic review study by Young, Bowers, and Bradford (2021), dealing
with the experiences of the families of children and adolescents who have brain
tumors, highlighted that siblings can be missed out during the treatment. In this
study, it is observed that siblings can feel deep-seated anger and rivalry because they
spend limited time with their parents and miss them. Participating siblings expressed
that they need more support in their school tasks or other daily activities, but they
cannot reach their parents. Therefore, it can be concluded that siblings too experience
adaptation problems and unique challenges as their parents do (Young et al., 2021;

Gibbins et al., 2012; Taleghani et al., 2012; Khoury et al., 2012).
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Another systematic review study focusing on the psychosocial status of
families of pediatric cancer patients in Tiirkiye features that siblings strive to adapt to
their new lives, and they are at risk to develop psychosocial problems. And as parents
try to meet their needs, they can experience a burden of care which increases their

likelihood of developing psychological problems (Ay & Akyar, 2020).

2.4.2.2 Needs of parents

When the literature was covered, it can be observed that the need assessment of the
parents of children diagnosed with cancer was generally made based on inferences
from their challenging experiences by the professionals. In a qualitative study,
focusing on the needs of the parents of children and adolescents treated for cancer,
conducted in Spain by Bretones Nieto et al. (2022), twenty parents were interviewed
and based on the answers, five main themes were determined as the priority areas of
needs of the parents. These themes included health problems of parents, stressors of
parents, fears or worries, coping and informal social support, including emotional or
instrumental support from their families and friends (Bretones Nieto et al., 2022).
Additionally, it was also highlighted that parents stated their needs about their child's
education, formal support, including information from health care professionals and

social support from NGOs (Bretones Nieto et al., 2022).

Another qualitative study conducted in Singapore by Tan et al., (2020),
focusing on the experiences of the parents of children and adolescents with cancer,
emphasized the similar needs. In this study, ten parents of children and adolescents
receiving cancer treatment were interviewed, and the parents reported their
informational needs about the disease, financial burden of the treatment process,

moral and emotional needs (Tan et al., 2020).
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Studies conducted in Tiirkiye also emphasized the similar needs of parents of
children and adolescents receiving cancer treatment as the above studies highlighted
(Altay et al., 2014; Ay & Akyar, 2020; Giinay & Ozkan, 2019). The study by Altay et
al. (2014) stated that the primary needs of caregivers of children with cancer were
emotional or psychological and informational support. Social needs, including the
moral, financial and practical support were other mentioned needs of the parents of
children treated for cancer in Tiirkiye (Altay et al., 2014; Ay & Akyar, 2020; Giinay

& Ozkan, 2019; Ozdemir Koyu & Tas Arslan, 2021).

2.4.2.3 Sources of support for parents

As mentioned above, cancer diagnosis and treatment process include different
challenging experiences for the whole family (Gibbins et al., 2012, Young et al.,
2021). And these experiences can result in physical and emotional exhaustion for
parents of children receiving cancer treatment. However, literature also shows that
these experiences might create positive outcomes when parents receive valuable
support (Gibbins et al., 2012, Schweitzer et al., 2011).

The above-mentioned qualitative study conducted in Australia by Schweitzer
et al. (2011) clarified four basic resources that parents of children diagnosed with
cancer can benefit from as a support while their child undergoes the treatment
process. Conducted with ten parents of children receiving cancer treatment, this
study identified four important resources, namely family support and friends,
supportive workplace, the education system, and being accepted (Schweitzer et al.,

2011).
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First, participating parents expressed that the extended family and friends
network were a huge support. Parents indicated that it was a positive experience to
find people that might have never experienced the same challenges, but support them
unconditionally (Schweitzer et al., 2011).

Second, a supportive workplace seemed to ease a parent's burden. As it is
mentioned in the challenging experiences section, children’s doctor appointments
and hospitalization force parents to arrange their working hours and daily routine,
and sometimes they need to quit their job and experience the financial drawback
(DZombi¢ & Ogresta, 2020; Khoury et al., 2013). In this study, it was observed that
the workplace’s offering flexible working hours and days, and earning a satisfactory
salary were noticeable supporting experiences that parents appreciated in that
challenging process (Schweitzer et al., 2011).

Third support was how the parents experienced the education system.
Because the treatment process causes attendance problems and children miss their
coursework for a long time, they have a risk of repeating a grade which creates
anxiety for both parents and children. However, if the school principals guarantee
that the child will be supported in their education setting and will not fall behind in
the education schedule, parents experience a deep relief (Schweitzer et al., 2011).

The fourth and last supporting experience of parents was being accepted by
the wider community. In this study, parents expressed that they felt themselves as an
outsider when their children were diagnosed with cancer. And yet they felt confident
when they encountered helpful behavior and generous attitudes from the people
outside of their circle. And this type of community presence was perceived as a

supporting experience by them (Schweitzer et al., 2011).

30



The study by Nicholas et al. (2009), focusing on the experiences of fathers of
children with cancer in Canada adds spiritual practices to this list of support that
make it easier for parents to cope with the treatment process. Parents reported that
engaging in spiritual activities, such as praying or receiving spiritual counseling,
made them feel like they do something meaningful for their children’s health, which
in turn seemed to reduce their level of anxiety. And the findings of the above-
mentioned systematic review study by Gibbins et al. (2012) was consistent with this
study and highlighted that religious practices could be a coping mechanism for
parents.

Studies conducted later on not only confirmed that social, workplace,
educational and community support mattered to parents of children with cancer but
also revealed additional resources. A study in Croatia by Dzombi¢ and Ogresta
(2020) stated that the assistance offered by nongovernmental organizations (NGOs)
is an important supportive action for parents, because these organizations create an
environment where parents can communicate with each other and be socialized.
Also, organizations that raise money for families in need are identified as another
support for the parents who have financial difficulties (DZombi¢ & Ogresta, 2020).
Additionally, parents also have an opportunity to be informed about the diagnosis
and treatment process in these organizations, and this informational support fulfills
an important need and relieves their worries about the uncertainty of the process
especially when it is provided by healthcare professionals (DZombi¢ & Ogresta,
2020; Gibbins et al., 2012).

Patterson et al. (2004) stated different resources of the parents which were not
commonly mentioned in the literature. This qualitative study was conducted with 99

parents of children diagnosed with cancer and examined the experiences of them in

31



this period. In addition to the above-mentioned resources, it was highlighted that the
diagnosed children had become an important resource for the parents by being strong
and behaving maturely. Moreover, Patterson et al. (2004) also asserted that the other
parents who experienced a similar situation had become another important resource
for the parents. They were relieved when they could get information and advice
about the process from the other parents of children treated with cancer (Patterson et
al., 2004).

Studies show that parents of children receiving cancer treatment report a
number of positive outcomes of the treatment process if they receive enough
resources and support (Gibbins et al., 2012; Schweitzer et al., 2011). The most
highlighted positive life experience can be summarized as increased awareness of the
preciousness of the present moment. Participating parents expressed that they wanted
to be cognizant of the importance of life and found meaning in every moment that
they are together. They reported that they attempted not to postpone the opportunities
they could experience together because they recognized how fragile life was
(Schweitzer et al., 2011). Second, the sense of family and relationship among family
members underwent a change in a positive way (Gibbins et al., 2012; Porter et al.,
2019; Schweitzer et al., 2011). A study by Porter et al. (2019) that was focusing on
the couples parenting children with cancer in the US argued that couples’
relationships were strengthened if they were supported. Although the division of
labor causes parents to communicate less, Gibbins et al. (2012) also highlighted that
parents worked as a team in this period and this divided labor has the potential to
make partners’ relationship better especially if they did not have enough support
from others. Also, they stated they experienced personal growth and felt the sense of

surviving. Furthermore, it is shown that parents give an increased attention to family
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units, and other relationship dynamics in the family are also nurtured (Gibbins et al.,
2012; Schwitzer et al., 2011).

When it comes to the studies in Tiirkiye, there are limited resources focusing
on the supporting experiences and positive outcomes that parents of children with
cancer can encounter in the treatment process. A study by Altay et al. (2014)
examined the social support needs of mothers of children with cancer in Tiirkiye. The
study was conducted with 88 mothers, and found that mothers needed different types
of social support, and they reached these supports via different resources, but mostly
through their families (83%). Physicians (44.6%), nurses (38.4%), friends (30.7%),
and neighbors (24.6%) were other noteworthy sources of support for mothers. Also,
the study showed that the most important needs of mothers of children with cancer
were emotional and informational support. However, it was highlighted that the
mothers could obtain less social support than they needed. These findings are
important for the parents of children receiving cancer treatment in Tiirkiye, and they
are consistent with the studies conducted in other countries.

Another study by Ozdemir-Koyu and Tas-Arslan (2021), examining the
symptoms of caregiver burden for parents of children with cancer and conducted
with 172 parents, found that social support is a strong moderator reducing the
psychological symptoms of parents’ burden such as anxiety and depression.
However, the study did not specify the types of social support that were discussed in
the above-mentioned study by Altay et al. (2014).

All in all, when the studies conducted in Tirkiye regarding the supporting
experiences and needs of this population are reviewed, there are no comprehensive

studies focusing on the helpful support that can be a resource and meet the existing
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supportive needs of parents. More studies focusing on the supporting experiences of

parents of children receiving cancer treatment in Tiirkiye is needed.

2.4.2.4 Coping strategies of parents

After talking about the challenging experiences of parents of children receiving
cancer treatment, it is important to highlight how they cope with those situations and
what coping strategies they use in the diagnosis and treatment process. Lazarus and
Folkman (1984) defined coping as “constantly changing cognitive and behavioral
efforts to manage specific external and/or internal demands that are appraised as
taxing or exceeding resources of the person” (p. 141). In other words, coping
includes all psychological and behavioral strategies that make it easier to handle
stressful situations and crises (Desai et al., 2016). Lazarus and Folkman (1984)
highlighted different dimensions of coping. First, coping is a process-oriented
response, not a stable or trait-oriented attribute, and these responses can change
constantly during the process (Lazarus & Folkman, 1984). Second, coping is not an
automated adaptive behavior, and it is important to differentiate between coping and
automatic responses that do not require effort (Lazarus & Folkman, 1984). Third,
coping strategies include all efforts that people think or do to manage that situation,
and it cannot be determined as working well or badly (Lazarus & Folkman, 1984).
Last, coping does not mean only mastery, managing is a better word to express it
because it includes both accepting, avoiding, minimizing, and tolerating the event as
well as mastering (Lazarus & Folkman, 1984).

Literature on this subject divided coping into three categories as appraisal-
focused coping, emotion-focused coping and problem-focused coping (Lazarus &

Folkman, 1984; Patterson et al., 2004; Sodi & Kgopa, 2016). Appraisal-focused
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coping involves how the people think about the situation and what types of
perspectives they have, such as denying what is going on or focusing on the positive
sides of the event, and maintaining hope (Patterson et al, 2004; Sodi & Kgopa,
2016). It generally interferes with the thinking process and thoughts (Sodi & Kgopa,
2016). Emotion-focused coping refers to the way of managing and releasing
overwhelming feelings such as humor, crying or being strong (Lazarus & Folkman,
1984; Miedema et al., 2010; Patterson et al., 2004). Problem-focused coping includes
the ways of problem solving and its steps such as defining the problem, thinking
about pros and cons of the situation, and acting to solve the problem, such as seeking
information about the issue, being organized and taking actions (Lazarus & Folkman,
1984; Miedema et al., 2010; Patterson et al., 2004). The most used parental coping
strategies for childhood cancer may vary from culture to culture, yet literature shows
that there are common strategies used by parents of children treated for cancer (Desai
et al., 2016; Ghorbani et al., 2020; Lyu et al., 2019).

The results of the Miedema et al.'s (2010) qualitative study highlighted the
majority of parents of children with cancer used emotion-focused coping strategies.
The study was conducted with 28 English and French caregivers of children treated
for cancer and it showed that some of the parents used emotion-focused coping by
trying to hide overwhelming emotions and some of them used positive emotion-
focused coping by seeking support, humor or fun and writing their feelings and
experiences.

The review study conducted by Desai, Rivera and Backes (2016) examined
how Latino caregivers of children with chronic illness cope with the chronic illnesses
while caring for their children. The study involved 21 research focusing on the

coping strategies of parents of children with chronic pediatric illnesses, including
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cancer, conducted between in 1985 and in 2014, and it identified major coping
strategies of these parents as religion and spirituality that is a form of appraisal-
focused coping strategy, expressing their feelings to family members that is a
emotion-focused coping strategy, and being informed about the illness, that is one of
the problem-focused coping strategies.

One more study examining the coping strategies of parents of children with
chronic illness showed that parents used both three types of coping strategies (Sodi &
Kgopa, 2016). The qualitative study was conducted with 10 participating mother
caregivers of children diagnosed with a chronic illness in South Africa and it was
found that emotion-focused coping was the most common coping strategies among
caregivers of children suffering from chronic illness and the mothers sought support
from their relatives or a group of people having experiences to feel sense of
belonging. Moreover, mothers also tried to reach information and educate themselves
about the illness of their children as a problem-focused coping. Sodi and Kgopa
(2016) also emphasized that mothers utilized appraisal-focused coping by accepting
the situation and facing the realities of illness.

Another qualitative study focusing on the coping strategies of Chinese parents
of children receiving cancer treatment by Lyu et al. (2019) asserted that the most
prominent coping strategies that parents used are increasing bonding among family
members and seeking support that are the types of emotion-focused coping and also
optimistic thoughts, and not disclosing the unfavorable information that are
appraisal-focused coping strategies.

Literature asserted that the parents of children receiving cancer treatment in
Tirkiye used similar coping strategies (Usluoglu, 2018). The study conducted with

24 caregiver of children with cancer in Tiirkiye showed that parents utilized both
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three type of coping strategies however the least used strategy is the problem-focused
coping, and seeking the information about the disease and its treatment is the most
common form of this coping strategy (Usluoglu, 2018). Almost all of the
participating parents applied emotion-focused coping by trying to be strong for the
role of being a parent and seeking the support from their surroundings (Usluoglu,
2018). Additionally, they tend to maintain their hopes and be positive and also trust
God to cope with that situation as a form of appraisal-focused coping (Usluoglu,
2018).

When the general picture about the experiences of parents of children and
adolescents treated for cancer was considered, their challenging experiences, needs,
sources of support and coping strategies can be evaluated in light of the ecological
system approach because their experiences as a whole shows layers as indicated by
the ecological system, which were microsystem, mesosystem, exosystem,
macrosystem and chronosystem (Kazak et al. 2009; Steele & Aylward, 2009).
Ecological framework would continue to guide our understanding as we reflect on
the assessment and management of psychosocial problems experienced in relation to

childhood cancer, which will be explored in the next section.

2.4.3 Assessment and management psychosocial problems in childhood cancer

As it was stated above, childhood cancer has significant psychosocial effects on all
family members. Although these psychosocial effects and needs of children with
cancer and their families were highlighted by multiple studies, it can be observed that
systematic psychosocial care appears to be missing even in the pediatric cancer

intervention programs (Kazak et al., 2015). However, studies highlight the
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importance of conducting an assessment to meet the needs of these children and their
families, and even note this assessment as the first step to be taken (Kazak et al.,
2015; Kazak et al., 2020). Additionally, since the needs of children diagnosed with
cancer and their families may change during the course of treatment and follow-up
process, this assessment needs to be conducted on a regular basis, not just at the
beginning (Kazak et al., 2015). Given our ecological understanding of the way
childhood cancer operates, it is also important that such assessments should take
other microsystems and macrosystems into the account including the parents,
siblings, and also broader systems, including health care providers, schools, or
cultures (Kazak et al., 2015; Wiener et al., 2015).

A study by Wiener et al. (2015), focusing on the psychosocial care for
children with cancer and their families, identified assessment as the first of
significant standards of pediatric cancer care. Scientifically determined standards
suggest the patients and also survivors should receive an assessment each year in
terms of social, emotional, education or vocational progress (Wiener et al., 2015).
Also, if the child has specific needs depending on his/her age, the developmentally
appropriate assessment should be considered (Wiener et al., 2015). Additionally,
needs of the family members should be determined and the intervention plans should
be designed for the factors which cause physical, emotional or financial burden for
them and influence their quality of life negatively (Wiener et al., 2015). Another
important factor for the standard of care was open communication among the child,
the family members and health care providers, the psychosocial providers work as a
team while considering the different dimensions of the children with cancer and their
family members (Wiener et al., 2015). One more standard of care for the children

with cancer is school re-entry and collaboration with the school staff (Wiener et al.,
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2015). The school staff should be informed about the diagnosis, treatment plan, the
needs of the child by the psychosocial providers and given recommendations to
support the diagnosed children and their families (Wiener et al., 2015).

When it comes to Tiirkiye, the Ministry of Health (2011) published a guideline,
focusing on the implementation of specific health services in Tiirkiye between the
years 2011-2023. This guideline asserted that an oncology unit is composed of a
multidisciplinary team, including the professionals who can provide psychological
and social services as well as the experts in the field of medicine. However, to the
best of our knowledge, there is not a standardized assessment and care for the
psychosocial dimension of childhood cancer. It appears that psychosocial evaluation
and support for the children with cancer and their families in Tiirkiye is not a
common implementation which is similar to the situation in many countries although
there are some institutions which provide an intervention program for them (Kazak et

al., 2015).

2.5 Childhood cancer in school setting

Childhood cancer is generally an underestimated issue in school settings because it is
a rare situation and typically school staff, including administrators, teachers, and
school counselors, do not have enough information about it (Armstrong & Briery,
2004). However, they can play a significant role in this difficult process to assist the
diagnosed children and their parents (Armstrong & Briery, 2004; Klein et al., 2022).
Studies showed that the children diagnosed with cancer may experience
different physical, social, emotional, and also academic problems in school settings.

Some of them could continue their education in their schools, but most of the
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diagnosed children suffer from long-term absenteeism due to the hospitalization and
the serious side-effects of the treatment (Klein et al., 2022; Otth & Scheinemann,
2022). Thus, it is important to be aware of the special needs of the diagnosed
children in school.

As mentioned before, children with cancer experience numerous side-effects
because of the treatment. First observable side-effects are often related to the
appearance of the children (Armstrong & Briery, 2004). Children may lose their hair,
experience weight changes, or may have other physical changes due to a surgical
operation (Armstrong & Briery, 2004). Other side effects which can be less
noticeable but highly impactful for their schooling experience would be child's
feeling tired or suffering from nausea or pain (Armstrong & Briery, 2004; Klein et
al., 2022). Additionally, they may also face some cognitive problems, including
related with the working memory, attention span or processing speed (Klein et al.,
2022). Under this condition, going back to school is not an easy process neither for
the children, nor for the parents and teachers (Klein et al., 2022; Otth &
Scheinemann, 2022). All of these factors often put the diagnosed children under
strain socially and academically, which requires the school staff to be aware of all
these needs (Bryan et al., 2021; Klein et al., 2022).

Klein et al. (2022) emphasized that school support was an important part of
the psychosocial standard of care for children diagnosed with cancer and it should
include specific information about the child’s diagnosis, treatment process, potential
side-effects, and recommendations for the school staff regarding how to support the
children in school setting. Authors highlighted that there should be ongoing
communication among the medical staff, parents, teachers and the child, and the

school staff should be informed about the physical, social, emotional needs of the
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children under the treatment as well as the survivors. Moreover, it was recommended
that school staff should be offered training about childhood cancer.

When it comes to regulations for the education of the children treated for
cancer in Tiirkiye, the Ministry of National Education (2010) published directives for
home and hospital education services. This guideline offers some regulations and
rules about the children who cannot continue their education because of their special
needs and health conditions (Tiirkiye Ministry of National Education, 2023).
According to this guideline, children at preschool and primary school level are to be
provided educational services at home or in hospitals. In Tiirkiye, some hospitals
have a classroom in the oncology units, and with the approval of their parents and
doctors the preschool or primary school children can continue their education in this
classroom. On the other hand, children attending middle or high school are offered
homeschooling services. For these children, an individualized education program
(IEP) is to be collectively prepared by the counselors, teachers and administrators.
Identified staff members prepare a curriculum focusing on the needs of the child and
also they are expected to offer guidance for the family members about the
preparation and implementation of IEP.

When these recommendations are considered, it is important to highlight the
roles of school counselors to provide functional support for the children diagnosed
with cancer in the school. In the next section, the roles of school counselor will be

explained as discussed in the literature.

2.5.1 Role of the school counselor

Karayanni and Spitzer (1984) identified the roles of school counselor for the children

diagnosed with cancer and the target groups which should be worked in this period.
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According to the authors, the school counselors were regarded as a key person for the
adaptation process of the diagnosed child in the school and it was stated that their
counseling process for the children with cancer should include four target groups as
the diagnosed child, classmates, the school staff, and the family members of the
diagnosed child (Karayanni & Spitzer, 1984). Similar to this study, a study by
Kaftenberger (2006), focusing on the role of the school counselors in the process of
re-entering school for the children with chronic illness, emphasized six features of
the school integration programs for the children with cancer. This type of integration
program was recommended to include direct services to the diagnosed child,
information for the classmates, training for the school staff, consulting with the
family, and collaboration with the medical team with a school-based or medical team
coordinator (Kaffenberger, 2006). School counselors had a key role as the
coordinator of this integration program and were expected to identify the specific
needs of all target groups according to Kaffenberger (2006).

As Kaffenberger (2006) asserted the role of coordination of the school
counselors, Karayanni and Spitzer (1984) talked about three roles of the school
counselors for the children treated for cancer. It was stated that the school counselors
should be aware of the needs of children while considering their roles as coordinator,
resource person and counselor. With respect to coordination, a school counselor is
expected to coordinate the communication and the meetings among child, family and
medical staff, which was reported to be one of the most significant parts of the school
re-entry (Karayanni & Spitzer, 1984; Klein et al. 2022). As a resource person, a
school counselor is expected to keep up to date information about the medical,
psychosocial, and counseling needs of the diagnosed children and share them with

the relevant people when necessary (Karayanni & Spitzer, 1984). And also school
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counselors are seen responsible for monitoring children's functioning both inside and
outside the school and are expected to provide individual or group counseling
(Karayanni & Spitzer, 1984).

In addition to these above-mentioned roles, advocacy is identified as another
role of the school counselors (Herlihy & Corey, 2015). Most of the diagnosed
children and their parents in this period are not aware of their needs or rights in
educational setting, and it can be said that the school counselors have a key position
to bridge that gap and advocate for these families’ needs to be met and rights to be
protected (Armstrong & Briery, 2004).

In Tiirkiye, the school counselors are expected to be part of a student’s
chronic illness process either through School Risk Maps and IEPs. School Risk Map
is an evaluation form offered by the Tiirkiye Ministry of National Education and it
aims to determine the risk status of students such as chronic illnesses, mental
disorders, poverty or family problems. School counselors are responsible for the
implementation of the risk maps, and they collect necessary information from the
administrators, teachers, or parents so that they can navigate the process of preparing
and implementing an effective individualized education program (IEP). As
introduced in the above section, IEPs are intended for middle school or high school
students in need and school counselors are responsible for examining the
developmental and special needs of these children and offering guidance and
counseling for them and their parents. However, how these required processes are
implemented with respect to children and adolescents with cancer and to what degree
school counselors are familiar with childhood cancer appear to be a topic that needs

further attention.
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In conclusion, it can be seen that the school counselors have a vital position
for the integration of children with cancer in the school setting. Childhood cancer is
not a well-known disease in the school setting. The children and the parents may not
be aware of their educational needs and rights (Armstrong & Briery, 2004; Klein et
al., 2022). And also, the teachers and the other school staff may not know how they
lead the process with these children and their families (Klein et al., 2022). Therefore,
it is very crucial for the school counselor to recognize their potential roles and own
the responsibility in order to be able to offer a comprehensive intervention program
for the children with cancer and their families (Bryan et al., 2021; Kaffenberger,
2006; Klein et al., 2022). School counselors as an important aspect of the school
microsystem have the potential to be a great resource for the parents whose children
are undergoing cancer treatment, which would directly benefit the student.

All in all, the current study aims to investigate the lived experiences of parents of
children and adolescents with cancer in Tiirkiye. Based on the findings of the
previous studies, the parents of children diagnosed with cancer encounter some
physical, social and emotional challenging experiences and they have special needs
to overcome these challenging experiences. From this respect, sources of support
have become a significant issue for the parents, and friends, family members, NGOs,
and religion were important sources of support for them. If they reach enough
support they are able to apply coping strategies and they might experience some
important perspective changes in their lives. Also, the roles of counselors and their
implementation might be an important resource for the well-being of parents of

children and adolescents with cancer.
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CHAPTER 3

METHOD

In this section, information about the research design, participants, instruments for
the data collection, and procedure for the data recruitment, data analysis, and the

identity of the researcher will be introduced.

3.1 Research design

In the present study, a qualitative approach was utilized in order to investigate the
experiences of parents whose children are going through cancer treatment in Tiirkiye.
According to Hammarberg et al. (2016), qualitative design is a suitable method when
the researcher aims to determine the experiences of people and their meaning making
process about a phenomenon, and in-depth interviews can be used to understand
experiences and the issues from personal perspectives. It provides researchers to
understand how individuals subjectively respond to a specific concept and classify
the written or oral materials that emerged from these personal experiences, their
differences and similarities (Creswell, 1998; Creswell, 2007). For this reason,
qualitative design is determined as a better suited approach to understand the lived
experiences of parents of children and adolescents diagnosed with cancer and make

the unique and similar experiences of them visible.

3.2 Participants
For the present study, the parents of children and adolescents diagnosed with any

type of cancer and under treatment for at least three months were chosen as
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participants. Because adjusting to diagnosis takes at least three months, parents of
children diagnosed with cancer in less than three months were excluded (Kearney et
al., 2015). In order to prevent confounding factors and to ensure homogeneity, the
parents of school-aged children and adolescents aged between 6 and 17 were
included for the study because infancy and early childhood periods have different
characteristics, developmental needs and special care requirements. Other exclusion
criteria to prevent confounding factors and ensure homogeneity are as follows:

e parents whose children’s active treatment period is over and currently only

having follow-up meetings with their health provider,

e parents whose children are in remission,

e parents whose children have had one or more relapses with cancer,

e parents whose children are in palliative care and continue their treatment just

at home,

e parents whose children have a concurrent disease with cancer, and

e parents who have other family members having a chronic illness.
Participants of the study were reached via snowball sampling which is known as non-
probability chain referral sampling (Johnson, 2005). This sampling method allows
researchers to reach a group of people having specific characteristics by using their
social networks (Noy, 2008). Based on the above-determined criteria, the current
study was conducted with ten parents of children and adolescents receiving active
cancer treatment. The data collection ceased once the content provided by the
participants’ started to repeat itself and it was deemed that data saturation was
reached (Saunders et al., 2018). Participants consisted of two fathers and nine
mothers. The age range of the diagnosed children of participating parents was 7-17,

and they were under treatment between four months and two years. The participants
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were anonymized in order to ensure confidentiality and they were called with their
participant numbers (i.e., P2) in the study. Table 4 summarizes the characteristics of
the participants. Then, the participants of the current study are introduced

individually, and their demographic information is shared.

Table 4. Demographic Information of the Participants

Age of the

.. Parental ) Sex of . . Receiving
Participant status dlacghnii)jed the child Diagnosis Stage psychosocial support

Pl Father 12 Female ALL N/A No

P2 Mother 17 Female Hodgkin Lymphoma 3 No

P3 Father 7 Female Medulloblastoma 4 No

P4 Mother 11 Female Ewing sarcoma 3 No

P5 Mother 17 Male Osteosarcoma 4 No

P6 Mother 16 Male Osteosarcoma 4 Yes

P7 Mother 16 Male Osteosarcoma 2 No

P8 Mother 10 Male Osteosarcoma N/A No

P9 Mother 12 Female Soft-tissue sarcoma N/A No
P10 Mother 14 Male Osteosarcoma N/A No

Participant 1 (P1) is a father. He has three children aged 15, 12 and 8. His 12-
year-old daughter was diagnosed with Acute Lymphoblastic Leukemia (ALL) two
years ago and she has been treated with chemotherapy and radiotherapy since then.
He reported that they were not informed about the stage of the disease. During the
treatment process, the diagnosed child received psychological support from the
psychologist of the hospital. He and his wife did not receive specific psychosocial
support for themselves. Per his preference, the interview was conducted in the
hospital cafeteria on a day when they came to the hospital for his daughter’s blood
test. During the interview, he seemed calm and talkative; he tried to give detailed
answers to the asked questions.

Participant 2 (P2) is a mother. She has four children aged 23, 18, 17 and 12.
Her 17-year-old daughter was diagnosed with stage III Hodgkin Lymphoma (HL)

and she has been treated with chemotherapy and radiotherapy for seven months. She
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preferred to interview in the hospital, thus the interview was conducted in the
hospital cafeteria on a day when they came to the hospital for her daughter’s
radiotherapy session. During the interview, she expressed her experiences and
feelings willingly. At some moments of the interview, she seemed very sad and she
cried. She said she did not receive psychosocial support for this period.

Participant 3 (P3) is a father. He has four children aged 3, 5, 7 and 10. His 7-
year-old daughter was diagnosed with stage [V Medulloblastoma and she has been
treated with chemotherapy and radiotherapy for eight months, and she also had a
surgical operation in the first month of the diagnosis. He preferred to interview at
home, because he was working and did not have time for an interview at work. Thus,
he invited the researcher to their home which was very close to his workplace. The
interview was conducted in the living room of the house and there was no one in the
setting besides the participant and the researcher. During the interview, P3 seemed in
a hurry and gave short answers to some questions. He also mentioned he did not
receive psychosocial support during the treatment period.

Participant 4 (P4) is a mother. She has four children aged 12, 11, 10 and 7.
Her 7-year-old daughter was diagnosed with stage III Ewing Sarcoma and she has
been treated with chemotherapy and radiotherapy for eight months, and she also had
stem cell transplant a month prior to the interview. She preferred to interview in the
garden of a cafe close to her home. Because of her daughter’s stem cell transplant,
she said they were very careful about the infection; her daughter had to stay at home
for a while and they could not accept a visitor to their home. During the interview,
she seemed very calm and relaxed, and she was generally smiling. She mentioned

she did not receive any psychosocial support.
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Participant 5 (P5) is a mother. She has three children aged 21, 17 and 9. Her
17-year-old son was diagnosed with stage IV Osteosarcoma, and he was treated with
chemotherapy for six months and he also had a surgical operation in the third month
of the diagnosis. She expressed she was about to divorce and was living apart from
her husband due to the marital problems that started before the diagnosis. She stated
these marital problems were not related with the child’s illness. She had to move
from Bursa to Istanbul because of the lack of treatment options in their hometown.
The interview was conducted in the hospital cafeteria on a day her child was
receiving inpatient chemotherapy. During the interview, she seemed very tired, and
she cried a few times. She also said she did not receive any psychosocial support.

Participant 6 (P6) is a mother. She has three children aged 16, 11 and 5. Her
16-year-old son was diagnosed with stage IV Osteosarcoma, and he was treated with
chemotherapy and radiotherapy for two years and he also had a surgical operation in
the fourth month of the diagnosis. She had to move from Malatya to Istanbul because
of the insufficient treatment services for childhood cancer in their hometown. In the
first year of the treatment, she stayed with her diagnosed child in a family house that
was offered by an NGO, which works with the children diagnosed with cancer and
their families, and her husband and other children stayed in Malatya. Then she rented
a house with the support of another different NGO, which also works with the same
targeting group, and started living with her whole family in Istanbul. She expressed
that she and her diagnosed son received a weekly one-to-one counseling session and
also attended some psycho-educational group studies offered by the clinical
psychologists of the former mentioned NGO when they were in the family house.
She preferred to be interviewed in the hospital and the interview was conducted in an

available quiet room in the hospital on a day when her child was receiving inpatient
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chemotherapy and there was no one in the setting besides the participant and the
researcher. During the interview, she generally looked calm, but at some moments
she was very sad and she cried. The interview was interrupted twice by a phone call
from the diagnosed child because of his needs.

Participant 7 (P7) is a mother. She has four children aged 26, 24, 18 and 16.
Her 16-year-old son was diagnosed with stage I Osteosarcoma, and he was treated
with chemotherapy and radiotherapy for a year and he also had two surgical
operations in this period. The interview was conducted in an available quiet room in
the hospital on a day when her son was receiving inpatient chemotherapy and there
was no one in the setting besides the participant and the researcher. During the
interview, she looked very sad, depressed, and also physically tired, and she cried a
few times. She expressed she did not want psychosocial support and has not received
it until now.

Participant 8 (P8) is a mother. She has three children aged 14, 10 and 2. Her
10-year-old son was diagnosed with Osteosarcoma, and he was treated with
chemotherapy for five months. He also had a surgery in the second month of the
diagnosis. She had to move from Malatya to Istanbul with her whole family because
of the insufficient treatment services for childhood cancer in Malatya. The interview
was conducted in an available quiet room in the hospital on a day when her child was
receiving inpatient chemotherapy and there was no one in the setting besides the
participant and the researcher. During the interview, she was talkative and sometimes
she seemed frozen and irritable. While talking about her diagnosed child and also
other children, she cried and looked overwhelmed. She expressed that she did not

receive psychosocial support. She said she did not share her experiences and feelings
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about her son’s disease with anyone before, and it was the first time she shared her
story.

Participant 9 (P9) is a mother. She has two children aged 18 and 12. Her 12-
year-old daughter was diagnosed with undifferentiated soft tissue sarcoma, and she
was treated with chemotherapy for ten months and she also had a surgery in the first
month of the diagnosis. She said they did not get information regarding the stage of
the disease. The interview was conducted in an available quiet room in the hospital
on a day when her child was receiving inpatient chemotherapy and there was no one
in the setting besides the participant and the researcher. During the interview, she
looked comfortable and talked about many different coping strategies that made her
feel better. While mentioning the physical changes of her daughter, she got teary, but
she kept smiling. She expressed that she did not receive psychosocial support.

Participant 10 (P10) is a mother. She has three children aged 27, 25 and 14.
Her 14-year-old son was diagnosed with Osteosarcoma, and he was treated with
chemotherapy for four months and he was going to have surgery soon. She moved
from Diizce to Istanbul with her diagnosed child and husband because of the
insufficient treatment services for childhood cancer in Diizce. The interview was
conducted in an available quiet room in the hospital on a day when her child was
receiving inpatient chemotherapy and there was no one in the setting besides the
participant and the researcher. During the interview, she looked calm, shy and also
smiling. She gave relatively short answers to the questions. She mentioned she did

not receive psychosocial support.
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3.3 Instruments
For the data collection, the demographic information form and semi-structured
interview protocol were used. The detailed information about these instruments were

provided below sections.

3.3.1 Demoghraphic information form

The demographic information form was used to obtain personal information of
participants. It included the parental status (i.e. being the mother or the father), total
number of the parent’s children, ages of their children, diagnosis of the child, stage of
the diseases, child’s age at the time of the diagnosis, the type of treatments the child
were received, whether the parent receive psychosocial support or not. (See
Appendix A for the English version of the demographic information form and

Appendix B for the Turkish version of the demographic information form).

3.3.2 Semi-structured interview protocol
In this study, in-depth interviews were conducted with the participants in order to
understand their personal experiences. The semi-structured interview protocol was
prepared based on the existing studies regarding the experiences of parents of
children receiving cancer treatment. The interview questions aimed to address the
experiences of parents of children and adolescents receiving cancer treatment and
how they cope with that situation and consisted of 12 main questions and 10 sub-
questions.

The first part of the interview consisted of the questions about being a parent
of a child diagnosed with cancer, their story and what they experienced when they

first received the diagnosis. Second, questions related to changes in their lives after
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the diagnosis, specifically what they experienced as challenges in the diagnosis and
treatment process and what kind of support would make this process easier, were
asked to participants. Third, the parents were asked their sources of support and how
they cope with their child’s diagnosis and treatment process. The last part of the
interview included a question aiming to identify how their perspective has changed
in this period.

Before conducting the interview with 10 participants, the pilot study was
conducted with two participants that met the mentioned eligible criteria in order to
examine whether the interview questions (1) were understandable for the
participants, and (2) suitable to gather the answers that would address the established
research questions. After the interview, it was observed that the questions were
understandable for participants. However, the questions focusing on the resources
were generally answered as only financial support. Therefore, the sub-question “If
you think about social, emotional and financial support, what kind of resources have
helped you?” was divided into two sub-questions as “If you think about social and
emotional support, what kind of resources have helped you?” and “If you think about
financial and functional support that makes your daily life easier, what kind of
resources have helped you?” to understand the resources of parents more broadly
(See Appendix C for the English version of the interview protocol and Appendix D

for the Turkish version of the interview protocol).

3.4 Procedure
Before the data recruitment, the lead researcher applied to the Bogazici University
Ethics Committee for Master and PhD Thesis for Social Sciences and Humanities

(SOBETIK) with the research information and the informed consent form. Data
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collection, including the pilot study, started only after the official permission was
granted by SOBETIK in November 2022 (See Appendix G for the permission from
the Bogazici University Institute for Graduate Studies in Social Sciences Ethics Sub-
Committee).

For the data collection, a flyer, containing the information about the research
and researcher’s contact information, was posted in social media accounts (e.g.,
Linkedin and Instagram). In addition, the same flyer was also sent to the Non-
Governmental Organizations (NGOs) which are in the researcher's personal network
and work with the children with cancer and their parents.

The researcher first contacted the volunteering parents via phone. The
volunteers who met the established criteria were invited to a face-to-face interview.
The participants were asked where and when they preferred the interview to be
conducted, and the interviews were arranged according to their preferences.
Generally, participating parents did not want to meet at their home, and preferred to
meet on a day when they had to be in the hospital or to meet at an available place that
was close to their home.

Before the interview, all participants were informed verbally about the
purpose of the study, confidentiality, data collection and storage procedures, and their
rights as a participant. Then they were provided with a hard-copy of the consent form
(See Appendix E for the English version of the consent form and Appendix F for the
Turkish version of the consent form).

After parents agreed to sign the consent form, first the demographic
information was obtained, and then the interviews were conducted. All participants
gave permission for audio-recording. Interviews were conducted in Turkish. Each

participant was interviewed once, and interviews lasted between 35 and 50 minutes.

54



At the end of their interviews, the participants were invited to reach out to the
researcher via phone or email in case they would have any questions about the study
afterwards; however, none of the participants initiated contact with the researchers
following the interviews. All interviews were conducted by the main researcher in
December 2022 and January 2023.

After the data collection, interviewed parents were given a participant number
(i.e., P8), and their identity was kept confidential. The recorded audio files were
named with their numbers, and they were transcribed verbatim. All audio-recorded
and transcribed data were saved in an encrypted USB, and this USB was only used in

the researcher's personal computer.

3.5 Data analysis

In the current study, the data were analyzed with content analysis, which is one of the
methods that enables condense phenomenon into different categories or themes
(Shava, 2021). Content analysis provides researchers to infer from the idiosyncratic
experiences or perceptions of individuals, and it is mostly utilized in the field of
social sciences (Krippendorff, 1989).

After the data on the experiences of the parents of children with cancer were
obtained, all of the data were transcribed verbatim. The raw data were categorized
under the research questions of the current study and then divided into small
meaningful units by coding. Then, based on the similarities of the expressions of the
participants, the main categories and subcategories were identified by the researcher
under the supervision of the thesis advisor. The emerged categories and subcategories

were reviewed several times by the researcher and the thesis advisor.
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To ensure the validity of the findings, member checking was conducted by
the researcher. Member checking allows researchers to compare their understanding
with what participants really meant about their statements (Doyle, 2007); and hence
it provides researchers with an opportunity to evaluate and confirm credibility or
trustworthiness of the findings of qualitative studies (Chase, 2017). It is a technique
that can be done in different ways (Chase, 2017). While the literature does not
provide direct instructions to complete member checking, it can be done by returning
transcripts or analyzed data to the participants (Birt et al., 2016; Doyle, 2007)

In the current study, verbatim transcripts were returned to the participants.
Only eight of the participants could be reached again for member checking and they
were asked to provide feedback and confirm that transcribed data reflected their
thoughts and statements. When one participant stated she could not read the
transcript due to being illiterate, the researcher read her the summary of her interview
transcript over the phone. All of the eight participants verified the accuracy of the
transcribed statements. When the researcher asked them if they wanted to add
something new, none of the participants gave a new statement about their process
and the member checking process was completed.

For the data analysis, no software program was used, and the data was
analyzed manually. Lastly, all of the findings in Turkish were translated into English

before included in this thesis study.

3.6 Identity of the researcher
The identity and role of the researcher is a significant part of the qualitative studies
since the researcher is a part of both data collection and analysis and the process of

the study is shaped by the researcher’s perception (Denscombe, 2010). Therefore, the
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reason for choosing the research topic, the professional background of the researcher,
and his/her personal interests and experiences are often explained in qualitative
studies.

The reason why I am interested in this topic as a researcher was shaped by my
personal experience and professional approach. As a childhood cancer survivor, I am
familiar with the experiences of both family members of a child receiving cancer
treatment and how the process is complex and challenging. When I was fifteen, I was
diagnosed with Non-Hodgkin Lymphoma (NHL), and I was treated with
chemotherapy for 2 years and completed the treatment in 2011. And after the
treatment, I was also in contact with my oncology doctor for follow-up-visits for 5
years. In this period, my mother took care of me and led the treatment process in a
different city because of the lack of the pediatric hematology-oncology services in
the city we lived in. As a patient, I experienced the difficult physical, social and
psychological side effects of the cancer treatment. And also, I could observe what my
mother went through as a caregiver of a child with cancer. Moreover, I had the
opportunity to work with children with cancer and their parents as a volunteer in
different projects. That is to say, | witnessed the many different challenging and
sensitive parts of cancer treatment from the lens of a person suffering from cancer.

Additionally, as a person in the field of psychological counseling, I aim to
understand the needs of the disadvantaged and vulnerable populations to be a part of
a preventative intervention plan before developing any clinical outcomes. My past
personal experiences and the stories of other patients and their caregivers that |
encountered in the hospital made me reflect on both what these people need and how
this process influences their lives, and how I can play a role to prevent health

disparity by understanding these children and their families as a psychological
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counselor. Therefore, I decided to focus on this issue and make the experiences of the
children diagnosed with cancer and their parents visible.

As aresearcher, [ was aware of my own personal experiences, beliefs, and
biases, and I tried to be just a researcher not a cancer survivor, both during the
interviews and throughout the data analysis. [ was not familiar with any of the
participants before the data collection process, and they did not know I was a cancer

SUrvivor.
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CHAPTER 4

FINDINGS

In this section, findings emerged from data analysis will be presented under 6
categories based on the research questions, which are (1) description of being a
parent diagnosed with cancer, (2) challenging experiences of parents of children with
cancer, (3) unmet needs of parents of children with cancer, (4) sources of support of
parents of children with cancer, (5) coping strategies of parents of children with
cancer, and (6) changes in perspective of parents of children with cancer. It is
important to note that all given names of children, parents, doctors, or institutions are
pseudonyms in this study. Table 5 shows the list of emerging categories and

subcategories.

4.1 Being a parent of children with cancer

Under this section, the participants were asked how they could describe being a
parent of a child diagnosed with cancer. All of the 10 participants stated that what
they have encountered has been very hard and they have followed up with a
depiction of various challenges that they have experienced. The challenges they have
shared were analyzed under the research question about their challenging
experiences. Four of the participants depicted a portrait about what being a parent of
a child with cancer looked like for them and their answers were presented under the

categories of (1) hardship and (2) standing tall.
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Table 5. The Categories and Sub-categories

Categories

Sub-categories

Being a parent of children with cancer

Hardship
Standing Tall

Challenging experiences of parents

Process until the diagnosis
Adaptation to diagnosis and treatment
Lifestyle and daily routine changes
Financial problems

Family related problems

Emotional distress

Unmet needs of parents

Financial needs
Information needs
Practical needs
Psychological needs

Sources of support for parents

Religion

Extended family and friends

Health care professionals

School

Diagnosed child

Spouses

NGOs

Official institutions

Other parents whose children with cancer
Workplace

Coping strategies of parents

Appraisal-focused coping
Emotion-focused coping
Problem-focused coping

Changes in perspectives of parents

Shift in attributed importance

Changed attitudes towards children
Awareness about the importance of family
Awareness about the cancer

Learning that people may not be who you expect them to be

4.1.1 Hardship

Two of these four participants referred to a very different world for the experience of
being a parent of a child with cancer and tried to describe the hardship of this

experience with a metaphor. For instance, Participant 6 answered this question as

follows:

What to say to that? The day I heard it, I really crossed to another world.
Until today, my troubles were not small. But I was not aware that I did not
suffer from anything. I mean I did not have any problems. I mean, when I
think about these, it's a very heavy thing, you can't see the end. You are in the
darkness in a tunnel, but you can't see any light, you don't know the result.

(P6, Appendix H, 1)
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Similar to Participant 6, Participant 11 utilized a different metaphor to
describe her experience and she said “I was cut off from the world, my wings were

cut.  mean, I was cut off from everything.” (P10, Appendix H, 2).

4.1.2 Standing tall
While describing being a parent of a child with cancer, two of four participants stated
that it was an experience required standing strong. Participant 6 highlighted this point

as following words:

It's really hard to be a mother. As an experience, you have to stay strong when
you're with him [the diagnosed child] all the time. So even if you cry, you
should not show it because he notices everything, he notices when you're sad.
So we have to be strong, we are used to the process already because it has
been our second year in the treatment process. I don't know right now,
because [ am very tired both at home and here [hospital], but we have to
stand. (P6, Appendix H, 3)
Similarly, Participant 1 reported that being a father of a child with cancer was
a very difficult experience. This parent used the phrase of “standing up” to reflect
what appeared to be the same sentiment as Participant 6. His words can be found
below:
Hard, that is hard. Learning that your child has leukemia and walking back
and forth on the line of losing your child is really difficult for both the mother
and the father. Life goes on, you have to fight, you have to stand up. (P1,
Appendix H, 4)
In the end, all parents were describing a significant shift in their ways of
seeing the world and living through their day-to-day life. While Participant 6 and
Participant 11 emphasized the hardship they have faced, Participant 1 and Participant

7 added on the necessity to stay strong in this period.
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4.2 Challenging experiences of parents

The participants were asked what their challenging experiences were in the diagnosis
and treatment process of their children. Based on their answers, the challenging
experiences of parents of children diagnosed with cancer were presented under six
categories, which are (1) process until the diagnosis (2) adaptation to diagnosis and
treatment (3) lifestyle and routine changes (4) financial problems (5) family
problems, (6) emotional distress. Table 6 summarizes the sub-categories of these

challenges.

Table 6. Challenging Experiences of the Parents

Challenging experiences f
Process until the diagnosis 10
Adaptation to diagnosis and the 10
treatment
First reactions 10
Thought of losing the child 10
Informing the child about his/her illness 5
Witnessing the side-effects of the treatment 10
Lifestyle and daily routine changes 10
Moving 4
Work-related changes 4
Isolation 5
Losing family routines 3
Financial problems 9
Family related problems 9
Emotional distress 10
Managing the uncertainty and related fears 9
Symptoms and syndromes 10

4.2.1 Process until the diagnosis

When asked about their story, all of the 10 participants reported going through a very
complicated and challenging process until their children were diagnosed. Each
participant stated they had to visit a number of different doctors and hospitals until
the diagnosis was given which took a long time. Shared stories highlighted long
waiting periods facilitated through getting numerous testing done which could
provide uncertain results and seeing different providers who might be delayed in

coming to a conclusion or disagree with other providers.
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One example could be provided from Participant 4 who shared how
unbearable it was for her to wait for the disease to be diagnosed while her child was
suffering without a way to help the child. An excerpt is shared below:

It was very difficult. In other words, the child cries, shouts, cannot eat

because the pain comes in the form of attacks. We take the child [to the

hospital], there is nothing. We explain where the pain is, the emergency
services do nothing. Helplessness was a very bad thing. Maybe knowing what

it was and starting the treatment gave us some relief. (P4, Appendix H, 5)
An example of the delays experienced in the process of being diagnosed can come
from Participant 6. The quote below speaks to her experience with the third doctor
they have seen during their process:

He [the doctor] said “Take him to the university hospital.” Then I took my

child to the university hospital. We lingered at the university hospital for 1.5-

2 months. They were suspicious but the exact diagnosis could not be made.

The process was a little late. (P6, Appendix H, 6)

After sharing that, Participant 6 continued by indicating that they had a number of
other doctor and hospital visits in different cities beyond what she mentioned in the
quote above. Likewise, Participant 7 gave a similar example and complained about
the late diagnosis because of the delays and perceived doctor’s error. She said:

It was a very difficult process. This is what happened to us anyway, let me

tell you first: When his leg first ached, when we took him to the doctor, we

would have acted early if we had known the diagnosis, but we suffered from
the doctors' mistake. We went back and forth for 2 months, 2,5 months in
vain. In that process, of course, the mass began to grow, and our 2.5 months

passed like that. (P7, Appendix H, 7)

When all interviews were considered, it was observed that all of the 10
participants mentioned the diagnosis took several months and they gave many
examples about the different doctor and hospital visits and delays. However, only
Participant 4 and Participant 7 expressed the difficulty of this process directly. Other

participants indirectly relayed this challenge through statements about medical visits

and delays.
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4.2.2 Adaptation to diagnosis and treatment

When participants were asked what they experienced when they learned their
children’s diagnosis, they talked about how they reacted and what challenged them
while adjusting to diagnosis and treatment. Four sub-categories were determined in
accordance with the participants’ answers. These are (1) first reactions, (2) thought of
losing their child, (3) informing the child about their illness, and (4) witnessing the

side-effects of the treatment.

4.2.2.1 First reactions

When the participants were asked what they had experienced when their child was
diagnosed with cancer, all of the 10 parents expressed that it was a very difficult time
and they were in deep sorrow. Five of the participants responded that they were
shocked and they experienced a breakdown. For instance, a mother expressed her
first reactions as “When I first learned, I could neither sleep, nor do anything. It was
like the world had collapsed on me.” (P6, Appendix H, 8). Similarly, another mother
mentioned her first moments and experiences when her son was diagnosed with this
unexpected disease and said “The hospital collapsed on me. That was something I
never expected.” (P10, Appendix H, 9).

Additionally, 3 of the participants referred to denial as well as shock and
disappointment. A mother participant stated how acceptance of the diagnosis was
difficult for her and denied it as follows:

It was too bad because we did not experience anything like that before. There

is no something like that in our family, in our lineage. In other words, there is

no such disease! I couldn't accept it anyway, I said that was not! I said it was
not! But life has become very difficult. (P9, Appendix H, 10)
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One of these three participants pointed to the difficulty of saying the name of
disease as part of the denial:
I could not say it; I could not even say it to myself! I said “that disease”, or I

said “bad disease”. I don’t know. What was the name of “that disease”? 1
couldn't put it together with my child. (P2, Appendix H, 11).

The last participant who mentioned the denial of the disease reported that
they experienced denial as a family:

I was devastated the first time I heard it. As a family, all of us... [, my

husband's family, my own family, my children... When we heard that, we

were in a very difficult process... In fact, you can't accept it. I don't know, it

was difficult.
(P7, Appendix H, 12).

Two of the participants also mentioned they felt anger and blamed themselves
for the disease when they asked what they experienced after they learned the
diagnosis. One of the mothers expressed her anger and guilt feelings and she said that
“It was very exhausting. I pushed myself so hard. How did I become so blind? How
could I not see? How could I not feel? So I'm so mad at myself.” (P2, Appendix H,
13). Similar to Participant 2, Participant 9 pointed out that the first months were
challenging and blamed herself and said that “The first 2 months were very difficult
for me. I constantly fought with myself.” (P9, Appendix H, 14).

In conclusion, all of the participants stated that learning the diagnosis was a
very difficult experience. Five of them gave specific and direct expressions about
how they were shocked and three of them stated they did not accept the diseases and
denied it. Devastation, anger, and blaming themselves were other reactions that were

expressed by the parents in the beginning of the process.
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4.2.2.2 Thought of losing the child

Another significant sub-category that was highlighted by all of the 10 participants is

the fear of losing the child diagnosed with cancer, especially in the beginning of the

process. Parents stated that cancer meant “death” for them and losing their child was

the first thing that came to their mind. As an example, one of the father participants

said that “The adventure of the first 6 months was very difficult for us. So it's been

really hard. If I am not mistaken, I faced the possibility of losing my daughter 4 or 5

times.” (P1, Appendix H, 15).

Another mother participant also expressed the difficulty of this thought and

how she was overwhelmed because of it. Her statement can be seen below.

You know, the fear of losing! Even the thought of it is crazy. Even that idea!
If the fear of losing is that bad, what happens when you actually lose? You
know, going crazy is a luxury for a mother. If I go crazy, I'll get rid of it! (P2,
Appendix H, 16)

Participant 5 gave another example to the struggle. She expressed her first

experiences in following words:

When I learned that, I was very upset because he is very small and he could
not stand those pains, those things. I suddenly thought that he would die. I do
not know why. When I heard it, I came out of the hospital, I waited outside
for 10-15 minutes, I was very bad. (P5, Appendix H, 17)

Some of the participants did not mention directly their fear of losing their

child but they indirectly implied they had the similar thoughts. For instance, a father

participant gave an example about how Prophet Mohammed lost his children and

said:

I thought that God gave seven children to our prophet [Prophet Muhammad],
he buried six of these seven with his own hands... I mean, he didn't ask us
when God gave the child. He won't even ask when he takes her from us.
Thank God. I'm always grateful, but it's not an easy process.” (P3, Appendix
H, 18).
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Moreover, Participant 10 expressed her fear of losing her child very similarly.
Her words can be seen below:

I passed out. I thought, “My God, take my life, give it to the child”. I just

want to take care of the child. Sometimes I sit next to him and hold his hands.

His father says it's like he's going to run away or go somewhere. (P10,

Appendix H, 19).

In short, all of the participants mentioned they thought about the possibility of

losing their children. Eight of them expressed their fears directly. Three of them

indirectly expressed that they thought about this possibility.

4.2.2.3 Informing the child about his/her illness
One of the highlighted challenges that parents experienced while trying to adjust to
the diagnosis and treatment is informing the children about their illness. Five of the
participants directly expressed that they did not know how they could tell the
children what their diagnosis is and what they would experience because of cancer
and its treatment. One of the mother participants, whose 17-year-old daughter was
diagnosed, expressed her confusion about how she told the child about her diagnosis:
It was found it was malignant. That process was bad! How could I tell the
child? I told the doctor that I could not tell her. In fact, I did not want to tell. I
said not to telling! I told that she would be treated without knowing it. The
doctor said no. She said “She should know because she is not a small child,

she will observe the procedures, she will witness the chemotherapy. She will
search for herself and surely learn.”. (P2, Appendix H, 20)

After her statement above, Participant 2 talked about what she experienced
and how difficult it was to convince her daughter to be treated when she learned of
her illness. Referring to her daughter, Participant 2 added the following:

She said “I do not want to be treated. I do not want my hair to fall out. I want

to go home. Let’s go home!” She started to cry. [ was also crying. She had no

choice but to be convinced! That is how our process started. (P2, Appendix
H,21)
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Similar to Participant 2, Participant 4 also mentioned that she was not sure

about how to tell her 7-year-old daughter the diagnosis, and how to prepare her for

the treatment process. She explained how she informed her child with the following

words:

How will we tell Sena in this process, how will we tell her, will she be afraid?
We talked a lot about these with Feride [an oncology nurse friend of the
mother], and we prepared Sena. Of course, I prepared myself first. As a
family, we will explain how we will get through this process, as if nothing
had happened to Sena, as if it were a normal disease, by supporting Sena in a
way. Sena is a very inquisitive, very curious child and a child who wants to
learn everything, a child who wants to know what is going on. We said that
“It is a malignant inflammation in your waist. You will receive treatment for
this inflammation, but this treatment will shed your eyebrows and eyelashes,
sometimes we will go to the hospital and stay there.” We told Sena these at
first. So we didn't tell Sena that she had cancer. Then we saw that Sena is
more steadfast than us. We told Sena the day before we were going to start
the treatment ... She said, "What about cancer? I can beat it, I'm not afraid of
cancer!". She said "My only problem is why my hair is falling out, why are
my eyelashes falling out? I don't want it to fall out!". Believe me, the only
thing with which we struggled was that. (P4, Appendix H, 22)

On the other hand, another mother participant expressed a similar challenge

but she preferred to go another route and did not tell her 17-year-diagnosed son that

he had cancer. The child was in the sixth month of treatment when the interview was

conducted, and the mother expressed her strain in following words:

I brought the child here [hospital], I did not tell him that he had that disease
[cancer] or there was such a thing. I just told him that he had a tumor in his
foot and that the tumor had to shrink. So he had to undergo chemotherapy.
When the time came, his hair would fall out, he would be sick to his stomach,
he would be weak, his blood values would fall, all of these... He would go
through like these things, but we hoped we would get better after it was over
... When he comes here [hospital], he asks the mothers here, "What is your
child's diagnosis?". When they say leukemia, he says “Oh, cancer patients
also receive chemotherapy here.” ... Sometimes he thinks too much, he
thinks too deeply. It feels like he's learned, but then I'm surprised when he
says some things and I think “Oh he still does not know!”. Now I don't know
if he knows or not ... If only he had met someone [a mental health
professional], I would have understood if he knew about it. I can't ask him, I
can't say if you know about this disease. If I tell, maybe he will start
investigating, it will be worse. For this reason, I'm afraid to elaborate and
that's why it's so hard. (P5, Appendix H, 23)
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One more mother also stated she could not tell her 14-year-old son his
diagnosis, and the child figured it out after searching for the name of the disease by
himself. In this case, the mother said her son’s attitude made it easier for her to go
through that part of the process. You can find her words describing that moment
below:

We didn't say anything, he went online and learned it himself. He said “Mom,

no, look, that’s what it is.” He was saying that with a smile, pinching my

cheek. He is stronger than us, very strong. If he wasn't like that, if he was

troubled by something, I'd probably go crazy. (P10, Appendix H, 24)

In the end, five of the participants directly mentioned how difficult it was
initially to talk to their children about the illness. Although the diagnosed children
are at different ages and parents’ preferences of informing the children about their

disease are different, the participants stated that they experienced a similar difficulty

while talking to their children about the diagnosis and its treatment.

4.2.2.4 Witnessing the side effects of the treatment
One of the most highlighted challenging experiences of parents in the adaptation
process 1s witnessing the changes of their children in treatment. All of the 10
participants mentioned that it was difficult for them to see their child’s experiences
due to the treatment. Because cancer treatment has a number of side effects and
creates physical changes on a patient's body, such as hair loss or weakening,
participants stated that it was difficult to observe their children while adjusting to the
treatment. Additionally, participating parents also emphasized that it was very
uncomfortable for them to see their children in pain. One mother expressed what she
experienced when her daughter's hair was falling out in following words:

It was also very bad for us that her hair started to fall out. It was also a trauma

for both her and me. She got chemotherapy and her hair started to fall into her
hands. I hide it from her and collect it secretly from the pillow so that she will
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not see it, so that she will not be upset. It lasted for 2 days, on the 3rd day,
heaps of hair started to fall out. I said “Dilan, please let’s cut it now.”. She
said “No!” at first. Then she realized it would not be like that, because as it
fell into her hands, it started to get very bad. (P2, Appendix H, 25)

Another mother participant addressed the same point, emphasizing how she
could not bear to see her daughter’s head without hair:

For instance, her hair... I bought her a colorful bandana. For example, even at
night, even at home, she always wears a bandana. I didn't want to see her bare
head. I said “We always cover your head, my daughter”. For example, when
we go to bed at night, it's hot weather, but I said “Let's cover it up” because
it's so painful to see it. (P9, Appendix H, 26)

Hair loss was not the only point highlighted by parents under this sub-
category. Two of the participants talked about the difficulty for them to see that their
child was not physically able to move the way they did before the treatment. One of
the mother participants exemplified about this point by stating:

He was very active, but now he can't stand up, can't walk. He would turn on

the lights with his feet, now he can't even wear his shoes. He has a few

videos, for example, he lifts his foot and turns on the lights. He turns on the
lamp at that height, at that height! [She points to a height of about 1.5 meters

with her hand.] Now, we cannot wear shoes for two years. (P6, Appendix H,

27)

Additionally, the participants identified seeing their child in pain as one of the
challenges they had to endure throughout the treatment process. Four of the
participants directly expressed the helplessness they felt when they watched their
child go through treatment and experience side-effects. One of the mother
participants expressed what she experienced about her son in pain as follows:

You can't sleep at night when the pain hits, you wait for it for hours. When he

cries, we cry as a family, we are turned upside down. We sit until the

mornings; our routine is broken. we all get up. You don't know what to do.

There is a feeling of uneasiness, what should I do, how will the pain stop?

That is like that. And the pain is not just like a normal headache. It is not like

that. If you have pain, you take painkillers and it goes, but this does not go

away. It is triggered once every minute, the boy's yelling as if something is
gouging out his bones. (P7, Appendix H, 28)
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While talking about her own challenging experiences, another mother
reported that it was very difficult to even talk about the difficulties experienced by
her son. She said “If I count the pain that the child has experienced, I would faint and
die here” while crying (P8, Appendix H, 29).

In conclusion, all of the participants mentioned the difficulty of witnessing
their child’s experiences because of the disease and its treatment. Participants
exemplified their challenging experiences under this subcategory as hair loss (n=5),

limitation of physical movement (n=2) and pain (n=4).

4.2.3 Lifestyle and routine changes

In line with the purpose of the present study, the participants were asked what
changed in their lives after their children were diagnosed with cancer and the
answers were classified under the category of lifestyle and routine changes. All of the
participants stated they experienced noteworthy changes in their lives, and these
changes were divided into four sub-categories as (1) moving, (2) work related

changes, (3) isolation, and (4) losing family routines.

4.2.3.1 Moving

Four of the participants expressed they moved to a different city as a family because
of the lack of healthcare services and treatment options in their hometown.
Participants revealed that moving brought on a number of challenges including
struggling with settling into a new place and building a new home, leaving all or
most of personal belongings behind, suffering from poor housing conditions or other
housing problems, and missing out on amenities and/or social interactions to which

they had access before. Moving the family to a new town did not mean staying
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together either. One participant identified family members’ living at different places

as another and an emotionally-charged challenge.
One of the mother participants shared how she was informed about the

necessity of moving in detail. She expressed how their challenging experience

around moving unfolded through the following words:

The doctor called and said that Ahmet needs to go out of the province, there
is no treatment here. He said that he needs to receive chemotherapy first and
then radiotherapy; I can give radiotherapy, but we do not have that treatment
here, we do not have a pediatric oncology unit. He said it was only in three
provinces. I took my child, I got up and came [to Istanbul]. My older child
said “I want my siblings; I want a home environment.”. We did everything to
make him happy. We started from scratch ... It is very difficult to get it
together, to make a house a home. (P6, Appendix H, 30)

Participant 6 also reflected on moving. She mentioned how adapting to a new

city has been socially hard for her and her children:

You move to a different place, everything changes. Even though it wasn't like
there, everything, my whole life has changed. Where children play. For
example, they are in a prison right now. For example, in our hometown, every
apartment has a playground, they have parks. The children would go out and
play. But it's not like that here, there isn't even a proper park here for children
to come out and play. Let me say that the children cannot go out at all, they
are trapped in the house. For example, there are always familiar people there.
But there is no one here. (P6, Appendix H, 31)

In a similar way, Participant § also talked about how she suddenly moved to a
different city. She also added although she moved with her whole family members,

they had to live different places in this period:

The doctor there [hometown] said that you need to go to one of the big cities,
there is no pediatric oncology here. That's how we started. We just took our
suitcases and came on the road with slippers. Then our stuff came. We rented
a furnished house from here. That's how we go ... As a family of five people,
we have now moved to three different locations. I am here [hospital], they
[husband and the bigger child] are at home, my little one is in the home of my
sister-in-law. We are divided, we are shattered. (P8, Appendix H, 32)

As a conclusion, four parents mentioned their experiences of moving to a

different city because cancer treatment, especially pediatric cancer treatment,
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requires specialized units and services. Since this opportunity was not available in
small cities, it was inevitable for participants and their family members to move to a

metropolitan city.

4.2.3.2 Work related changes

During the interviews, work related changes were mentioned among the challenges
that parents have experienced in this period. In particular, four of the participants
expressed that either themselves or their spouse had a change with respect to work.
Out of that four participants, three of them talked about quitting jobs, and two of
them expressed they could no longer work in their own business. One of the mother
participants expressed her experience of quitting her job as follows:

Because I couldn't work, I was fired because of the child. When she was sick

and then I couldn't go, they fired me. I couldn't go anyway; I was in the

hospital during this process. My [older]| daughter started to work. (P2,

Appendix H, 33)

Depending on the child’s age and symptoms, presence of one parent may not
be enough, requiring both parents to devote their time to the medical process.
Participant 8’s statements can be an example for such situations as she stated her
husband could not work to be able to attend to the needs of the child that
participating mother could not meet by herself:

My husband was working [in hometown]. Now he [husband] can't work, he is

at home ... We come two days a week. Actually, my husband is hardworking,

he can't work. We come all the way from Tuzla, the child cannot walk either,
and I cannot bring him. We bring him from there, so it's a hassle. (PS8,

Appendix H, 34)

Larger family needs are also a consideration. One of the father participant

stated that he led the entire hospital process for treatment and his wife took care of

their little children at home and thus he could not work in his own business:
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When needed, I went to the hospital every day. After that, when the

chemotherapy started, we were staying in the hospital for one night ... I have

some financial problems because I cannot work. (P3, Appendix H, 35)

In summary, four of the participants expressed that work related changes is
another challenging experience that parents encountered in this period. Two of them

mentioned they or their spouses had quit their jobs, and others stated they could not

work because of the busy schedule of the treatment process.

4.2.3.3 Isolation

Another challenge highlighted by participating parents that can be categorized under
lifestyle change is isolation. Six of the participants mentioned physical isolation. Five
of the six participants directly stated the fear of getting infected created a social
restriction for them. One of these six participants also pointed to a different
dimension of social isolation and she stated she preferred not to communicate with
people who were not part of their day to day process because she thought their
agendas were different and they could not understand her.

Participant 4 whose daughter had a stem cell transplant mentioned social
isolation. Before the interview, she expressed she could not accept the researcher in
her house because of the risk of being infected and she could only meet with the
researcher somewhere in an open area. In the interview, she said “We have already
restricted others coming to our home, that is, we talked when we met outside, we
talked on the phone [with big family members and friends] (P4, Appendix H, 36).
Participant 7 gave some examples about how she experienced isolation as follows:

When [ intended to go out, I would go out. I used to spend more time with the

little girl when she was at home. We used to walk around together, go to

cafes. I don't have many friends, but I spent more time with the children.

Now they are all restricted. There is none anymore. Even she says “Mom, we

used to go out before”. Now, no! Hospital-home. I do not even meet anyone.
Just on the phone. We don't have a social life anyway, it's over ... You cannot
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let anyone come into your house. So it is forbidden ... You are afraid that
your child's immunity is falling. What if someone comes and the child gets an
infection. (P7, Appendix H, 37).

Participant 9 mentioned the necessity of physical isolation as the above-
mentioned parents highlighted. She also pointed out she did not prefer to have any
contact with outside people because she believed that they could not understand her
experiences:

Of course there were daily changes. I could not go for a walk; I could not be
in a crowded place. Even though I entered a crowd, Ceyda did not. Also this
pandemic [COVID -19] has affected. We have kept away from crowded
places for 2 years. Oh, we're going to work again, we have to go to work. But
we didn't go into social environments too much. (P9, Appendix H, 38).

She continued her speech and rationalized why she did not prefer to communicate
with other people as follows:

There's no point in having too much of a crowd anyway. I have many people,
I have relatives, I have acquaintances. [ have been surrounded by many
people, but being surrounded with many people is of no use to anyone. If you
are in trouble, if you are short of money, if you are sick, it does not matter if
you have billions of friends, no one will even accept you. So, this is the
philosophy of life, we learned it. I don't trust anyone, there are 1-2 people I
trust. I don't say to everyone, "Let's go there, let's go here", I do not go!
Because there is no reason to go, they gab, they talk nonsense. What do I do?
It is in vain, there is no need ... Someone who doesn't lose a loved one and
doesn't see his/her illness can't understand me very well anyway ... The
person who did not experience it does not know it. If he/she knows and does
not understand me, I get angrier with them too. There is a person who
understands me best, a friend. 1-2 of my friends. We talk to each other. I
usually live inside myself. (P9, Appendix H, 39).

In the end, six out of 10 participants reported that they were socially isolated
because they had to protect their children from getting an infection. One of these six
participants mentioned her family members were also isolated because of infection;
but she also preferred isolation for one more reason since she believed nobody could
not understand her experiences and thus communicating with others was

unnecessary.
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4.2.3.4 Losing family routines
Losing family routines have emerged as another challenge for parents whose children
undergo cancer treatment. Three out of 10 participants gave examples about how
their family routines were changed after the treatment. They talked about how they
had spent their holidays before this process and what they were deprived of for now.
Participant 7 exemplified this situation as follows:
For example, we used to go on a vacation in the summer as a family, we used
to go to the seaside on the weekends. None of them exist anymore. For
example, if you take the child, even the [diagnosed] child does not want to
g0, he cannot walk. What happens when he can't walk? It is a big obstacle for
you. You want to take him, but when he doesn't want to go, you don't want to
go either. I mean, we're fastened to the house actually. (P7, Appendix H, 40).
Not being able to go to the seaside for a vacation was also mentioned by Participant
9 who added that as a family they dream of going back again come next summer.
Participant 8 also gave an example about their routines which they used to have
before they moved to a different city and she said “We were close to our village [in
hometown], we used to come and go [with family members]. Thank God, it was
good.” (P8, Appendix H, 41)
In the end, three of the participants talked about activities as their family
routines they had before their children were diagnosed. Not being able to engage in

past routines was identified as one of the challenges that parents experience as their

children go through cancer treatment.

4.2.4 Financial problems
Financial issues are one of the most mentioned challenges by the participating
parents. Nine out of 10 participants reported that they were struggling financially.

When participants' answers were examined, it is seen that financial strain stems from
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two main reasons for them. All of these nine participants highlighted that cancer
treatment is expensive itself because their children may need medicines, other special
medical products, and also special care. The details of the expense of the treatment
process will be elaborated in the heading of “Financial needs”. Additionally, four out
of these nine participants also implied that current economic fluctuations in Tiirkiye
have affected their treatment process prominently.

Participant 5 stated that her son needed special medicines and she had to
spent large sums of money in a limited period of time as follows:

Conditions are not easy in normal life either, so I had a hard time financially.

For example, an injection here, we use allergy injections. Those have been

very difficult for me. The money I paid in just the last 15 days exceeded

1500, 2000 Turkish Liras, that’s only cost of the medicine. It gets very

challenging when such [expenses] occur. (P5, Appendix H, 42)

Participant 6, who stated her son experienced physical movement difficulties
and could not walk because of the location of the disease, also talked about the cost
of transportation as well as the cost of special medicines:

For example, it would be easy for us if there was not the cost of going back

and forth [to and from the hospital]. Transportation. I was a tenant there

[hometown], I am still a tenant here. We are having a lot of trouble going

back and forth. He needs extra medicines. He has some [personal] requests.

(P6, Appendix H, 43)

One of the participants mentioned the high cost of special surgical operations
that her son had and how their costs were increasing day by day:

Now, as we get into it, it gets deeper and deeper. We came to XXX [a specific

hospital] and left with 70 billion [bill]. We had him operated here, and we

gave 90 billion to Prof. YYY [a specific doctor]. Now, he [husband] can't
work, he's at home. I feel sorry for him [husband] on the one hand, and Ali

[the child] on the other. I think about debts. (P8, Appendix H, 44)

Four parents stated that besides the expense of the treatment and medical

necessities, they were also affected by the inflation. Participant 3 gave an example

about how he experienced this economic fluctuation as follows:
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The examination fee was 700 Liras. I do not know how much it is now. I am
sure it has reached 1000 Liras now. When we started it was 400-300 Liras.
There has been a huge increase in bed costs and hospital expenses. There was
an increase in everything, not just there. (P3, Appendix H, 45)
Likewise, Participant 4 also gave an example about the sudden increase of the costs
and she said:
When we started, the bed cost was 150 Turkish Liras per day. Can you
believe it was 500 when we were discharged? We started with 150 Turkish
Liras, the daily bed cost in April, then it suddenly became 500 Liras. (P4,
Appendix H, 46)
All in all, most of the participants (n=9) directly mentioned that cancer treatment
requires special expenses, and it is costly itself, and thus they experienced some
financial difficulties. Moreover, four of these participants also expressed that many

things they needed had been over-priced suddenly and this condition added to the

challenges they have been facing.

4.2.5 Family related problems
Most of the participants mentioned that they have experienced challenges with their
nuclear families. Nine out of 10 participants expressed that their other children were
also influenced by this process and this created an additional struggle for them. It
was stated that siblings had experienced emotional or psychological difficulties, and
also their academic performances were negatively affected from this process.
Participant 1 mentioned what his other children experienced in his diagnosed child’s
treatment process. He said his other children often fell ill during the treatment
period:
Her youngest sister is 8-year-old now. She was younger at that time, and she
could not perceive anything. She was a little bit devastated psychologically
because she was away from her mother, because their mother was always
here [hospital]. I think that her three-month sickness period was due to

sadness, both her and her big brother sickness period due to sadness. (P1,
Appendix H, 47)
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Participant 2 also talked about her experiences with her other children. She
shed some light onto how different siblings may react to the illness in their own way.

Of course I neglected my other children because I have four children. I didn't
care much about what happened to those at home. Others have found a place
to escape. For example, his eldest sister did not even come close to the event.
Maybe it was a self-preservation instinct. She didn't accept, she didn't stand
next to me, she couldn't. But, I would like her to do so. She talked more with
her friends. I said to her “Yelda, I would like you to stand by me, share my
pain”. She chose not to talk. For example, we never spoke during this process
because she ran away. Another older sister, now 18. That time she was 17
years old. She tried to be with me more. Later she said it herself “Mom, I was
always trying to meet my friend, I was not coming home, I was actually
trying to escape. (P2, Appendix H, 48)

Similarly, Participant 4 mentioned, “Of course they [the other children] were
influenced. Their teachers said they always talked about us ... Their behaviors, of
course, changed during this period”. (P4, Appendix H, 49). Participant 6 reflected on
what her younger child experiences emotionally in relation to her mother’s absence.
She shared how her child tries to hold onto the mother when she has to go back to the
hospital:

Sometimes, I cannot take care of them [other children], but God bless, they
[the sisters of the mother] take care. The younger one is struggling a little bit,
she is longing. She is getting used to it now ... For example, she cries. When
I leave, she holds the door and says “Do not go!”. For example, when I go
home to get something, she says “Mom, do not go.”, she says “Let's sleep
together tonight”. So, the child is very much impacted. But she gets used to it
after I leave. (P6, Appendix H, 50).

Participant 7 highlighted that her other children complained that she did not spare
time for themselves, and they experienced academic problems in this period:

For example, all my children are struggling psychologically ... For example,
I can't take care of my other children, they say “Mom, we exist too.” But I
don't know, I can't do anything for them, I can't spare time for them. For
example, the one, who is older than Arda, had very good grades. Last year,
after Arda’s disease, there was a regression in her classes and her hair fell out.
The children were very impacted. Her brother also has the same thing. (P7,
Appendix H, 51)
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The participants did not make a special statement about having relationship
problems with their partners due to the disease. Only one of the participants reported
that she had a disagreement with her husband about sexual intercourse and said “I
don't want to do anything private [sexually] with my husband. He [the husband] says
“it [disease] is different [condition]”. He says “I have rights too”. (P8, Appendix H,
52). However, she did not mention a problem with her marriage during the entire
interview and spoke highly of her husband. Additionally, two of the participants
expressed that they were in the process of getting a divorce due to relationship
problems. When the researcher asked if the divorce process was related to the
disease, they stated that it started before their children were diagnosed and they did
not have any statements about the disease worsening their relationship or

contributing to the divorce process.

4.2.6 Emotional distress

Emotional distress was another category that emerged when the participants were
asked what their challenging experiences in this process were. All of the participating
parents gave examples of psychological distress as well as related physiological
changes. Struggles related to uncertainty including the fear of the unknown future
appeared to be the underlying theme and hence it was explored under a sub-category.
Rest of shared experiences were grouped under the sub-category of “symptoms and

syndromes”.

4.2.6.1 Managing the uncertainty and related fears
Fear of losing one’s child, not knowing whether it is the treatment outcome or side-

effects, witnessing the declining health or death of other children were identified as
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the major sources of uncertainty and fear. These points will be explained below along
with direct quotes from the participants.

As it was mentioned in the adaptation to diagnosis and treatment sub-
category, the first thing that parents think when their child is diagnosed is the
possibility of losing their child. They experienced a big fear because of the disease
and this creates very high levels of stress for them. However, their fears are not
limited to the process of learning about the diagnosis. Especially the fear of losing
the child is one of the major stressors for parents throughout the treatment process as
well.

In the present study, although all of the participants mentioned their stress
sources, what creates stress for them and how they experienced it differs. Ten of the
participants refer to uncertainty existing throughout the process and they talked about
the stress that the uncertainty caused. A father participant, whose daughter’s
treatment is about to end, gave examples about the uncertainty in the different stages
of the treatment:

Morally, it is the fear of losing your child. So in every chemotherapy she

received, every spinal tap [lumbar puncture], every biopsy ... I wonder if she

will wake up from the narcosis or will something happen in there? Those
fears... We have been still experiencing... (P1, Appendix H, 53)

Furthermore, he continued her expressions and referred to the fear of relapse
and late onset side-effects and the uncertainty that comes with it:

Even if our daughter has problems from time to time and we come here

[hospital] once in a while, thank goodness her general condition seems good.

But leukemia is a relative concept. We don't know what tomorrow will bring

for us. We do not know whether it left any damage or not, either. (P1,

Appendix H, 54)

Another mother also exemplified how she had experienced the discomfort of

uncertainty. She said the following words:
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Our minds are not comfortable at all, | mean my mind is not at all

comfortable at all. You know, if there is no such disease, you can do your job

comfortably and you will have a peace of mind. If you would go somewhere,
you would go; you can do your work comfortably. What if she gets a fever,
what if she gets sick, what would we do then? So, my mind is not at ease.

(P9, Appendix H, 55)

Six of the participants highlighted the hopelessness and fear that they have
felt when they witnessed other patients in the hospital whose treatment process went
poorly or when they heard the news of another patient passing away. This situation
inevitably became a source of stress for them. A mother expressed this distress as
follows:

Actually the hospital environment is so bad; you get to relax a little at home.

For example, when you come to the hospital, you see those who suffer from

the same problem. Because they have new relapses or something, you say

that if they have it, I will also, for instance. I see that people whose pathology
results were 100% [clear] are suffering right now; suffering a lot. They have

relapses in various different parts. (P5, Appendix H, 56)

Similarly, another mother also stated witnessing the patients in the hospital
impact her mood and said “You don't see anyone when you go a little far from here
[hospital]. Inevitably, seeing the people here makes you feel more depressed. I'm
getting depressed, I feel sadder when I see them.” (P7, Appendix H, 57).

One more direct example referring to this point was stated by another mother.
She highlighted an array of negative feelings she has felt, including fear, as can be
seen in the following quote:

I am actually very grateful for my condition, thank God it will be fine, but

when [ see [these patients in the hospital], I feel very bad. Thank goodness

our child is fine. But other mothers say that this came out here of my child,

that came out there, I feel very sorry then. I feel afraid too. (P8, Appendix H,

58)

Participant 6 stated that witnessing patient deaths was very hard for her. She

added how she tried to prevent her child from learning about the deaths:

Always afraid of death. It's always that fear. Because a lot of people died, you
say, [ wonder if we would too. For example, the child asks “Mom, where is
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that person, why is he/she not coming?". In fact, he/she passed away, but I say
that the treatment now could be received in their hometown now, they went
back there. So he does not know the truth. A lot of the people passed away.
And all were the people we stayed with, people with whom we stayed at the
foundation, stayed in the family home. Children would die and families
would leave all of a sudden, they would go quietly. We wouldn’t even see it.
(P6, Appendix H, 59)

4.2.6.2 Symptoms and syndromes
In addition to the above-mentioned uncertainty-based fears, all of 10 participants
gave examples about how they experienced these stressors and mentioned an array of
psychological or physical symptoms of anxiety and depression. Loss of interest
(n=3), feeling restless (n=3), feeling disconnected from others (n=2), freeze (n=3),
sleep problems (n=3), forgetfulness (n=1), loss of appetite (n=1), weight loss (n=1),
low sex drive (n=1) were significant highlighted points by participants as a result of
the emotional distress.

Participant 2 talked about how this process influence her emotionally and
implied many different depressive symptoms as follows:

I disconnected from people. For instance, I realized that I'm not smiling
anymore. | cannot help it; [ am not aware of it. In a crowded place, where 3-4
people are sitting, I would normally be the one to start the conversation. I was
the funniest person there. Now, when I entered the environment, I realized
that [ was frozen. I can't adapt to the situation. Even if someone comes, it's
like I'm not there, like I'm in a void. I can't get into that thing again. It's not
like it used to be. It started to improve a bit, but I still don't want to
communicate with anyone. I don't want to meet anyone. I don't want to talk to
people, chat, or share. I have no desire. I feel in a void space. I cannot fully
adapt to anything. I used to cook with love and devotion in the past. I don't
want to do it now. I just want to pass it off like let's fill our stomachs, that
would be enough. I don't enjoy anything. I became intolerant. And I realized
that I was very easily offended. (P2, Appendix H, 60)

Likewise, Participant 7 also talked about how this process affects her
emotionally. She mentioned her forgetfulness and sleep problems:

I live disconnected, it's like I'm disconnected from everything. Now I put
something somewhere, then I can't remember where it is, where did I put it.
Sometimes I think, where did I put this? It did not come to my mind! I have
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become like this. I don't have a sleep pattern anyway, like normal people do.

For example, when I put my head on the pillow before, I fell asleep because

there was no problem. Now, the biggest problem! I cannot sleep, I can't sleep

when I put my head down, it's like that disease is coming, it's eating my brain.

I have become this. Not a minute goes by without thinking about it. How will

it be, will it end, will this disease go away, will it leave my child? You always

have a contradiction. (P7, Appendix H, 61)

Participant 8 also talked about the loss of the interest and how she
experienced these emotional strains similarly:

I don't want to do anything. In the past, they used to build garbage houses

abroad. I watched it on TV. I used to say what kind of people these are. Now

our house is close to being a garbage house. I do not want to do anything.

This is my house where I live! Excuse me if this is a pile of garbage, I don't

feel like cleaning at all. I don't want to go out, I don't want to see anyone. (P8,

Appendix H, 62)

Participant 8 also expressed having experienced weight loss because of this
situation and she said “I was 72 kilos when I heard. I fell to 67 or 68 kilos.” (P8,
Appendix H, 63).

In summary, participating parents expressed a number of cognitive,
emotional, and physical symptoms that appear to be associated with anxiety and
depression. Ten of the participants referred to the uncertainty and mentioned at least

one of the emotional difficulties in these processes and stated some physical or

psychological symptoms related to stressors.

4.3 Unmet needs of parents

When the participants were asked what kinds of support would make their process
easier, they highlighted their unmet needs in the diagnosis and treatment process.
Participating parents expressed they had financial, psychological, information and

practical needs. Table 7 summarizes the sub-categories of unmet needs of parents.
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Table 7. Unmet Needs of the Parents

Unmet needs
Financial needs
Informational needs
Practical needs
Psychological needs

— N W O\

4.3.1 Financial needs

Six out of 10 participants expressed that they had financial needs because cancer
requires long, regular, and special treatment procedures and their financial needs has
been true for every step of the process. During the interview, all of these six
participants stated although they were supported financially by different sources,
they had to afford numerous costs including constant doctor visits and special tests or
medical imaging. It was stated that some of these costs were not covered by their
health insurance which increased their financial burden. Additionally, when the
diagnosed child suffered from physical limitations or their weakened immune
systems were considered, they may need to use private vehicles. In this situation, the
cost of transportation between home and hospital has been identified as another and
often hidden factor that adds to the financial burden. And as mentioned under the
“Challenges” section, moving to a new city for treatment and building a new home
from scratch can be considered another hidden cost.

Participant 2 exemplified her one of the unmet needs as financial need and
she said “If I had financial support, I would not have had a hard time. I mean I am
trying to meet the needs of home; I am trying to cover the hospital expenses.” (P2,
Appendix H, 64). Similarly, Participant 4 reported that they requested from the
hospital’s foundation that some expenses would be kept fixed for the patients of the
oncology unit because of the rapid price inflations, but their request was denied:

Let them fix it, at least 200 (Turkish Liras). Let it be at a certain level. They

had no support. They could have been closer to us, at least by keeping the
oncology department separate. We have completed the deficiencies with a
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friend’s support, because we pay a certain part of the cost of an MRI, and the
government [insurance] does not cover all of them. You know, the others are
paid. (P4, Appendix H, 65)

Participant 7 stated very similar thing. Her word can be found below:
If you go to a hospital, a doctor's examination is 2 billion, 3 billion [meaning
2000-3000 Turkish Liras], so this is how it is. I suffer a little from that aspect
as well. It should have been different. Because this disease is a serious
disease. [ would like the health care providers to be paid less, because the
higher amounts are challenging people. So you can't afford it at a certain
point. (P7, Appendix H, 66)

4.3.2 Informational needs

Three out of the 10 participants reported they suffered from lack of information

about the treatment process. They reported that they did not have enough information

before the diagnosis about cancer and its treatment and they needed someone who

was familiar with that disease. Participant 9 expressed this need in following words:
You don't know anything. A disease has come, the most terrible disease, the
worst disease, and you do not know anything about that disease because there
is nobody who has experienced or known it in your surroundings. In no way.
Zero information. (P9, Appendix H, 67)

4.3.3 Practical needs

Two of the participating parents reported they need someone who could help them

with practical matters. They stated they needed a little break to meet their daily needs

and if someone could help them, they would take this break. Participant 5 expressed

her practical needs in following words:
I wish I had someone in my family who could help me. For example, I wish I
did not stay here for 15 days, but I could rest 1 day out of 15 days. I would
like someone like that, but unfortunately there is no such person ... For
example, sometimes my feet have been swollen, I have tried to go back and
forth with pain in my feet all day long. I would like to have someone who can
take care of him, even if it is 24 hours, so that I could take care of my daily

needs, take a bath, change my clothes, wash my clothes or something. I
would like someone like that but there isn't. (P5, Appendix H, 68)
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Similarly, Participant 2 expressed she did not want to leave her child with a
different person, but she needs someone to help her because she was tired:
I wish someone would take her [to the hospital]. Actually, I want it and I also
don't want it. I do not want to leave her either, but I'm very tired, due to
constantly going back and forth to the hospital. (P2, Appendix H, 69)
4.3.4 Psychological needs
One of the participants stated they needed professional psychological support from a
psychologist or psychiatrist but these needs could not be met in this process.
Participant 2 expressed this need was not provided by the health care professionals:
I would also like to get psychological help. It was not provided. Rather than
being an optional thing, such mothers and children should already be known.
I think that from the moment the child is diagnosed, after the process begins,
just as the oncology-hematology doctor is always with her [diagnosed child],
a psychologist or psychiatrist should always be with her in parallel. There
should be no need for me to request it. (P2, Appendix H, 70)
4.4 Sources of support for parents
In order to understand supportive experiences of parents, the participants were asked
what helpful support was present for them in this period. In answer, the participants
exemplified their sources of support and identified how these resources helped them
socially, emotionally, financially or practically. All of the participants mentioned at
least one of their resources. Based on their answers, their sources of support were
divided into 10 categories as (1) religion, (2) extended family and friends, (3) health
care professionals (4) school, (5) diagnosed child, (6) spouses, (7) NGOs, (8) official

institutions, (9) other parents whose children diagnosed with cancer, and (10)

workplace. Table 8 summarizes the sources of support for the parents.
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Table 8. Sources of Support for the Parents

Sources of support f
Religion 10
Extended family and friends 10
Health care professionals 10
School 5
Diagnosed child 5
Spouses 5
NGO 4
Official institutions 4
Other parents whose children diagnosed with cancer 3
Workplace 1

4.4.1 Religious support

All of 10 participants mentioned their religious belief as a part of their resources in
this period. Nine of these 10 participants directly stated that their religious belief was
the most important source of support and if they did not have their belief, they could
not stand their situation.

In response to the question “What was helpful support for you in this
period?”, Participant 4 reported that the only resource was her religious belief
although she mentioned many different sources of support when answering the
previous questions during the interview. She expressed her religious belief as
following lines:

It's really just faith. So nothing really exists because you are helpless, there is

nothing. You know the drug is poison. Okay, it helps your child, but it also

kills. It kills all blood values. Imagine that you accept that they give poison to
your child. I said, my Mawla, the drugs given, chemotherapy is poison, but it

is your cure, so there is nothing to do. (P4, Appendix H, 71)

Similarly, Participant 1 reported that the most significant resource for him
was his religious belief. He expressed trust, surrender and prayer as important parts
of his faith:

Alhamdulillah, we are Muslims. Nothing more than that. We begged the

Mawla. We opened our hands. We trusted our teachers [doctors], we

surrendered. There is no greater faith than that, what I see. So, my Mawla
reciprocated, I think. (P1, Appendix H, 72)
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Participant 3 mentioned the life story of Prophet Mohammed [who is the
pioneer of Islamic religion] as a resource. He reported that reflecting on how the
Prophet himself lost and buried his children gave him strength to carry on.

As I said that I took our prophet as an example for myself ... 7 sons were

given to him and he buried 6 of them in the ground. It has been a great source

of strength for me. It's always the life of our prophet. There is no other, I did
not take anyone as an example. Our only example. (P3, Appendix H, 73)

Participant 9 stated that relationship with God made her psychological
condition better and it was the biggest resource for her. During the interview, she
gave a number of different coping behavior examples related to her religious belief,
which are also analyzed under the coping style section. One example statement from
Participant 9 that highlights how much of her belief is integrated with her
psychological wellness can be read below:

I think that whoever is at peace with God is also at peace with [their own]

psychology, because that’s life, there is nothing we can do. Let's do our best,

the rest is in the hands of the divine.” (P9, Appendix H, 74).

As it was stated, all of the participants reported that their religious belief was
a very important resource for them. They gave numerous different examples about
their religious practices and thoughts. It was observed that religious support made it
easier for them to cope with their children’s cancer treatment. Religion also seemed
to influence the coping strategies that the participants utilized, and how the

participating parents applied religion as a coping strategy will be explored in the next

section.

4.4.2 Support from extended family and friends

All of the 10 participants reported that they received moral support from their

2

extended families and close friends. They stated their families and close friends

gentle and helpful attitudes have become an important resource for them.
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Additionally, five of the participants stated they were financially supported by their
extended family members and friends. For instance, Participant 1 expressed different
ways in which they were supported by their neighbors as he said:

May God bless our neighbors a thousand times. Fortunately to our neighbors,
thanks to our friends, especially my neighborhood. They still call us; they ask
how we are. They always support us. They support not only financially but
also morally; God bless them a thousand times. They never leave us alone. |
would say our neighbors are in the foreground. (P1, Appendix H, 75)

Likewise, Participant 5 gave a similar example:

Thank God my family is with me financially and morally. For example, he
[the diagnosed child] had an operation, we had him operated on his foot for
150,000 liras. I didn't have that amount, so my family gave me 100,000 liras.
I owed other amounts as well. Then, they paid for those too, God bless them.
(PS5, Appendix H, 76)

Participant 8 also mentioned how they were supported by their extended families:

Of course there are good things as well, not everything is bad. My husband’s
family gave money for the surgery. My mother-in-law collected it. Also my
family. There is support coming from everywhere ... Fortunately, they say
“Do not think about it”. They say “If you ask again, we will send again”.
Both my own family and my husband's family are good in that respect. They
always have our back, they are supporters, God bless them. So it's not all bad,
thank goodness ... I have cousins, who are my aunt’s daughters. They send
walnut, grapes. These also count as financial [support] as well. Moreover, the
house has been built here again, and they sent everything we need God bless.
Some gave this kind of support, some gave money, and some prayed. (P8,
Appendix H, 77)

Moreover, four of the participants stated they were supported by their families
in practical ways. They reported that their relatives took care of their other children
and helped with their chores. Participant 6 exemplified this type of support as she
mentioned her sisters as care-takers for her other children:

As I said, the aunt takes care of the children. She comes and takes care. I can

say aunts rather than aunt. One of them is here. When one of them goes to

work, another takes care [of the children]. That's how we manage. At times |

cannot take care [of my children], but God bless them they look after [the
children]. (P6, Appendix H, 78)
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Participant 7 also mentioned that her husband’s sisters helped her for
domestic work as follows:

He [the diagnosed child] has an aunt. She comes when I go to the hospital.

She has no children, never had. She comes and stays with us. And the boy

wants to stay with her aunt very much. When we get back home, he wants to

see his aunt a lot. Just her; there is no one else besides her anyways. She

comes and stays, many thanks. For example, sometimes she cooks our food, I

cannot do it all. [Even] my underwear, she takes care of it all. (P7, Appendix
H, 79)

Participant 9 and Participant 10 also shared that her relatives and friends
provided moral and financial support. Unlike other participants' examples of moral
support, they said that their relatives and friends engaged in religious practices
including saying prayers and hearing about these practices made them feel stronger.
Participant 10 expressed this resource in following words:

They always talked to us. They called and said, “Don't be afraid. This disease

will pass. Okay, it is a hard disease. There is a treatment for it, but it takes

time. Don’t be sad, don’t worry.”. While we are on the road, the phones start

to ring. They say “We are reading the Quran and praying for you.” I do not
know, when a person hears that, it gives you a power. (P10, Appendix H, 80)

In general, all of the participants reported their extended families and close
friends are a significant source of support for them in this process. It was observed
that they benefit from their support in a number of different social, emotional,

financial and practical ways.

4.4.3 Support from the healthcare professionals

The participants were asked how their experiences with healthcare professionals
have been. Participants’ answers revealed the support from healthcare professionals
as a very important resource for the parents. All of the 10 participants reported that
they were supported by their health care professionals, including doctors, nurses,
caretaker and cleaning crew, in different ways. All of them stated the caring and
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understanding attitude of the healthcare professionals was a significant resource for
them. Four of participants used the word “family” as they refer to their healthcare
providers or providers' attitudes towards them. Participant 1’s following words would
be an example to the sentiment shared and reported by others:

So God bless them [healthcare professionals] a thousand times. I mean, how
can I tell you, they say from the smallest to the biggest. From the cleaning
person to the caretaker. From the smallest to the biggest, they are perfect.
That I say. They saw us not only as an unworthy patient but as their family.
It's not just for me, it's the same for everyone. So I really like this side of
them. (P1, Appendix H, 81).

Participant 9 also stated her appreciation of the healthcare professionals’
attitudes. She emphasized that providers at the hospital has been aware of their
unique and difficult circumstances and behaved accordingly:

They take care of children. I mean, how can I say, there wasn't much
scolding, they take care of children. Well, our psychology also deteriorates
from time to time, but they behave nicely and do not resent it. They are also
aware that these are children with cancer, and the mothers’ psychology is also
important and it's already broken here. Many mothers are upset, they can be
angry, but they [healthcare providers] act accordingly because they are aware.
That also was a thing [in terms of a resource]. They are also conscious after
all. They are behaving nicely. (P9, Appendix H, 82).

In addition to the caring and understanding attitude exemplified above,
availability of the healthcare professionals came up as another significant point that
makes parents’ experiences better. Two of the participants reported that being able to
reach their doctors was a source of relief. Participant 2 expressed this experience as
follows:

Ms. Sinem [the oncology doctor] takes care of every aspect, day and night.
She gave us her phone number and she is a woman who can say “You can call
day and night or weekend. Does not matter. If you have any problem, call
me”. She is so in love with her job, she respects us so much, God bless her.
Imagine that, this woman actually does what psychology or psychiatry needs
to do, both that and that [referring to oncology care]. She does not have to.
That's why, as a doctor, it was more than enough for me, well-qualified. I
wasn't expecting this much. It is a great chance for us to come across a good
doctor, we are glad we came across her. (P2, Appendix H, 83)
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Similar to Participant 2, Participant 5 also talked about the availability of their
doctor:

Doctor Sila [the oncology doctor] is a really good doctor. For example, I can

call her at 2:00 am, in the middle of the night and she answers. I don't think

there is such a doctor around. She answers. God bless her, she may not, she
has no such duty. She does not have to answer me at 3:00 am at night. (P5,

Appendix H, 84)

Furthermore, while talking about the experiences with the healthcare
professionals, one of the participating parents, Participant 3, mentioned receiving
financial support from their doctor. The fact that her daughter’s oncology doctor was
flexible about the examination fee made it easier for the father to carry out this
process. He expressed this support as follows:

Thank God I was very satisfied with that hospital. Prof. Sinem and her team.

So they were interested in us. In other words, if Prof. Sinem had obeyed the

financial rules of the hospital, I would have had a hard time. God is the

witness. They were very flexible with us, both in the examination fee and in
the analysis. I don't know if it was for us or for all her patients, but sometimes
she didn't get an examination fee from us every 2 months or 3 months. (P3,

Appendix H, 85)

In conclusion, participants’ answers show that healthcare professionals are
significant parts of the parents’ sources of support. It was observed that although

what helped the parents might differ, the caring, understanding and flexible attitude

of the healthcare professionals has become an important resource for all participants.

4.4.4 Support from school

When the participants asked if they were supported by their school administration
and counseling and guidance unit, five out of 10 participants exemplified receiving
support from their children’s schools. Based on their answers, support from school

included home tutoring assisting the children with passing their exams and giving
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motivation. Participant 1 highlighted the support they received from the counseling
units of her daughter’s school in following words:

Thanks to the school guidance, they always show their care and interest at the

school which she attends now. If we had asked for special education [home

tutoring] even this year, they would have still given special education this

year. (P1, Appendix H, 86).

Similarly, Participant 4 reported her daughter’s school had also become a
source of moral support through their care and attention in addition to providing the
child with a way to continue her education:

Her teachers were always supportive. Both the school principal and the vice

principal said, “We are ready to support Sena as much as we can, both

financially and morally”. They directed Sena to distance education because

Sena wanted that so much, she was a successful student in her classes so she

wouldn't fall behind. They called Sena and asked about her condition. For

example, her primary school teacher. I mean, they all became supporters,
thank you very much, they all gave their support together. They were very

good to Sena. (P4, Appendix H, 87).

Participant 5 reported that school teachers provided a facility for the child to
pass the exams more easily. She expressed that this was a noteworthy support for her
and her son:

Fortunately, they made it easy for us by saying that “He can study for only

certain things [predetermined topics], we can give the exam online, many

thanks. God bless the teachers. They also created a group, a WhatsApp group.

They sometimes talk to him and ask how he is doing. So it is. Thank

goodness, they are good, God bless. Of course, it was a great support, we do

not want his education to be interrupted. (P5, Appendix H, 88).

All in all, according to five participants, guidance and counseling units, the
school administration, and teachers supported the diagnosed children in different

ways. Support received from school has been a resource for both children and their

parents.
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4.4.5 Support from the diagnosed child
When the participants were asked what was helpful for them in this process, five out
of 10 participating parents mentioned their diagnosed children made the process
easier for them. They reported that their child behaved maturely and appeared strong,
and such positive attitude of the child had become a resource for the parents. For
example, Participant 3 expressed how his diagnosed daughter made the process easy
for him and said “Thankfully, my process went smoothly. I didn't need much. So my
process went smoothly. Beril is also a very strong girl. Thanks to her, we were very
strong while going through this process.” (P3, Appendix H, 89). Similarly,
Participant 4 also mentioned how her diagnosed daughter’s attitude gave her
strength:

During the treatment process, Sena did not cause us any difficulties. She was

very upset only because her hair was falling out, her eyelashes were falling

out, her eyebrows were falling out. She hugged me and cried, I hugged her

and cried. I can say that we had an easy time by supporting each other, thank

Goodness, Alhamdulillah. But as I said, because Sena was strong, it gave me

strength as well. (P4, Appendix H, 90)

Likewise, Participant 8 stated how her son behaved matured and she said the
following words:

I'm fine, thank God. He is such an understanding, big boy on my side. He is

like 15-16 years old even though he is 9 years old. Sometimes I cry and I try

not to let him know. He says “Mom, don't cry. I'm fine”. He's thinking about

me. (P8, Appendix H, 91)

In sum, some of the participants (n=5) reported that their diagnosed child’s

attitude played a significant role as a resource for them. The mature and strong stance

of the children appears to have eased the participating parents’ process.
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4.4.6 Support from spouses
When the participants were asked what was helpful for them, five out of 10
participants said that their spouses helped them in certain ways. Four out of five
indirectly stated that they had a division of labor with their spouses but they did not
exemplify it as a resource. When it comes to the division of labor, based on the
statements of five participants, it was observed that one of the partners tends to
accompany the diagnosed child, while the other takes care of the outside business.
For example, a father participant stated his wife was always with his diagnosed
daughter and he took care of other special procedures himself and said “As I said, in
that process, fevers, blood draws, blood donations, blood irradiations etc. I rushed to
these ... Since the father [referring to himself] was out anyway, the whole burden
was on the mother.” (P1, Appendix H, 92). Likewise, Participant 4 stated she and her
husband had division of labor and her husband took on the logistic and financial part
of the treatment:

Thanks to my husband, he took her [the diagnosed child] to the hospital and

took on the hospital expenses. We gave him that burden ... I always stayed

with Sena [in hospital]. I mean, thanks to my husband, he took care of
everything financially. (P4, Appendix H, 93)

4.4.7 Support from non-governmental organizations (NGOs)
Based on the participants, it was observed that non-governmental organizations have
become a resource for parents. Three out of 10 participants reported they were
supported by a NGO psychosocially or financially. For example, Participant 1 said
“ABC [a NGO]. Thanks to ABC, they never left us alone financially and morally.”
(P1, Appendix H, 94).

In addition, Participant 6 stated they were supported by two different NGOs.

While obtaining her demographic information, she reported that she stayed in a
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family house of a NGO for a while when she moved to a different city for the
treatment. Participant 6 also reported that while living there, she and her diagnosed
child got some psychosocial help including one-to-one sessions with
psychotherapists and psychoeducational information sessions. When she had to leave
the family house of the NGO and rented a house, she was also supported by one of
the NGO working with the oncology units of the hospital. She shared the following
words.
When I left the family house, I had nothing, I had nothing. I had a quilt and a
pillow. I had nothing. After that, I told the oncology association here, they
gave me everything. God bless them a thousand times. They helped both for
the disease [treatment] and financial things. (P6, Appendix H, 95)

All in all, when the four participants’ answers were examined, NGOs came up

as a source of support for the parents of children in cancer treatment.

4.4.8 Support from official institutions
When the participants were asked what has been helpful for them, four of the
participants mentioned financial support from official institutions. Three of them
reported that the government provided them a monthly care allowance for their
children when they were diagnosed. Participant 3 said about this benefit paid to the
person who takes care of the child “My wife, her mother, is now receiving care
allowance because she has a report.” (P3, Appendix H, 96). One other participant,
Participant 4, mentioned that they have received support from the municipality of the
district in which they live. Details of the support they have received can be seen in
the quote below.
We talked to the municipality and the municipality helped. They said that
they will continue, even today Sena will receive a computer from our
municipality. They asked what she wanted in this process. I said “She will

attend a training but she does not have a computer. She would be happy if she
did”. Thankfully, they are sending the computer today, which was also what
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they wanted. Mr. Sedat, the deputy mayor, is still calling and asking “Do you

need anything, what can we do in this process?”. Fortunately, they also give

support. (P4, Appendix H, 97).

4.4.9 Support from other parents whose children diagnosed with cancer

Three out of the 10 participants reported that other parents of children diagnosed
with cancer had become a resource for them. They expressed that when they saw
other parents, they did not feel alone. These participants highlighted being a resource
for one another. Participant 2, for instance, qualified this source of support as the
most important one.

The only sincerity I believed in, who made me feel better here, were the

mothers of the patients who were hospitalized in the same ward like me. They

understood me, I understood them. We were supporting each other. I was
taking that power from them. I'm sure they got it from me too. Because we
were wounded in the same place, our wounds were the same. Only the wearer

knows where the shoe pinches. (P2, Appendix H, 98)

In a very similar way, Participant 6 expressed that she did not feel alone
thanks to other mothers of diagnosed children. She highlighted the importance of
recognizing that her family was not the only one suffering. And she said:

For example, there was a friend here [hospital]. You listen to her story. I

mean, it feels good to me when people get support from each other. I'm

saying I'm not the only one, there are other mothers. So it is a little good to

me. I'm not the only one, there are many people like me. (P6, Appendix H,

99)

Likewise, Participant 10 made a reference to other mothers and their stories
being a resource. She particularly highlighted how hearing stories of recovery was
helpful for her:

We had a neighbor, his/her child was more sick. Her child got better, so s’he

is fine now. S/he is gallivanting around mixed with other children. I thought

about it, I considered it. This gave me morale. Seeing other patients, seeing

their mothers, hearing about them gives a morale boost. (P10, Appendix H,
100)
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In sum, other parents of children diagnosed with cancer were one of the
sources of support for some of the participants (n=3). It was observed that sharing the
similar story and suffering from the same disease prevented parents from feeling

lonely and increased their morale.

4.4.10 Support from workplace

One of the participants reported being supported by their co-workers. She stated her
boss and colleagues helped her financially by raising money for their needs in this
period. She also added. There were people who sent money from my husband’s

workplace.” (P2, Appendix H, 101).

4.5 Coping strategies of parents

In order to understand parents’ coping strategies, the participants were asked how
they cope with their child’s cancer diagnosis and treatment. While common coping
strategies emerged for all participants, there were also behavioral differences. The
category of coping strategies will be examined under three sub-categories as (1)
appraisal focused (2) emotion-focused, and (3) problem-focused coping behaviors
based on those mentioned in the literature. Table 9 summarizes the coping strategies

of parents.

4.5.1 Appraisal-focused coping

Based on the participants’ answers, it was observed that every participant used at
least one appraisal-focused coping behavior to overcome their child’s cancer
diagnosis and treatment. Their behaviors as appraisal-focused coping include

believing in God (n=11), maintaining hope (n=3), making comparisons (n=3), living
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in the present (n=1), purposefully finding joy in small things (n=1), letting go (n=1),

and recognizing impermanence (n=1).

Table 9. Coping Strategies of the Parents

Coping strategies

Appraisal-focused coping

Believing in God
Maintaining hope

Making comparison

Living in the present
Finding joy in small things
Letting go

Recognizing impermanence

Emotion-focused coping

Being strong
Crying
Avoidance

Problem-focused coping

Seeking external support

Moving

Arrangement related to work

Planning ahead

Avoiding sharing experienced with other people
Changing scenery

4.5.1.1 Believing in God
As it was mentioned in the section above, religion came up as an important resource
for all of the participants when they were asked about the resources they have
received during the diagnosis and treatment of their child. Consistently, religious
beliefs were mentioned again when participants were asked how they cope with their
child’s cancer diagnosis and treatment. All of the participants reported that trusting
God made it easier to cope with this very difficult process. For instance, Participant 5
mentioned that believing in God and praying for her son was the only useful
behavior to cope with the diagnosis and treatment and she said “So I just prayed to
God. I am a person who does my prayers. I also believe in the power of prayer. He's
the only one good for me. I only ask God for help.” (P5, Appendix H, 102).
Additionally, Participant 4 expressed they trusted their doctor while leaving

the process to God and this strategy made her process more bearable:
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The first thing is to surrender to God, then trust the doctors. I mean we kept

them together in this period. It is unbearable, truly unbearable without faith.

But we said, he [God] is the one who gives and God is the one who takes. We

said that there is nothing we can do, healing is from my Mawla, doctors are

means to that end. In other words, we got through this process with the two

things, with our prayers. (P4, Appendix H, 103)

In a very similar way, Participant 9 mentioned she also abides by doctors’
directives while leaving the process to God. And this attitude made her more
comfortable as follows:

I do everything I can. The doctors say come, we come. They say go, we go.

They say do this, we do it. They say get an injection, we get it. I mean, I'm

doing everything for my child in the best way. But even if things go wrong

again, if it spreads, or if God forbid she dies, there is no discomfort in my
conscience, that’s God's will. I think it's more comforting to admit that. (P9,

Appendix H, 104)

Participant 6’s following words also reflect how hope and belief are
intertwined. She also highlights how her faith facilitates acceptance of what will be.

I'm telling you, I'm used to this process now. So even if you cry, it won't

change, whatever it is, it will be. Whatever God has said will happen. If it is

predestined for him, it [healing] will happen; if it is predestined for him, I

believe it will get better. I believe in hope, it will get better, I have hope. (P6,

Appendix H, 105)

Likewise, Participant 5 also mentioned she had hope because of her faith. She
said, “We have hope. We are people who have such faith, we know that the sick does
not die, the one who comes at the appointed time dies.” (P5, Appendix H, 106)

In summary, religious belief appeared as one of the most important coping
methods of the participants and all of the 10 participants acknowledged it as a
frequently utilized coping behavior. It was observed that leaving the process to God
provided relief for the parents and their faith also contains acceptance and hope in it,

that are other forms of appraisal-focused coping behaviors and would be further

explored in the following subsections.
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4.5.1.2 Maintaining hope

As it was mentioned in the above part, hope is another coping strategy utilized by
the participating parents. The statements about hope which are contained by the
religious beliefs of the participants were given above. Except for the hope tied to
religious belief, two of the participants directly stated they maintained hope and
dreamed about the future to cope with their child’s cancer diagnosis and treatment.
However, it may be important to note that one of these two participants, Participant
6, mentioned her hope for the first time while talking about her religious belief as
highlighted above. Following her statements that link her belief and hope, she
separately expressed that hoping has been a helpful coping strategy for her as part of
conversation on how she dreamed her son to have a good life:

What's positive? At least, you think positively. Like, when a person wakes up

to a new day, s/he thinks that it will be beautiful. So I say, I have hope. I hope

it will be good. He [the diagnosed child] has his dreams, he has his own tastes
too ... I’ve never lost my hope. The only thing [I want] is my children to be

healthy, my children to rise in the world. (P6, Appendix H, 107)

In a very similar way, Participant 9 mentioned her expectations and dreams
about the future. Unlike other participants, she appeared very energetic and happy
while talking about her hopes and dreams in the interview. Her statements were as
follows:

But we'll be fine, have a nice day ahead. I have absolute faith in this, we will

not always deal with the disease, my dear! We will be a little better, we will

travel, we will go gallivanting around. So we're even willing to take out a

loan! We will travel, we will go gallivanting around. It is not always good, so

it won’t always be bad. But what happens, for example, when we go to the
hospital for the treatments, we find a place, we sit down immediately. I say to
my husband, “Let's sit down and have a look. Okay, we have sadness in our
pocket. Let's take a look and open ourselves up”. ... We will go to the sea,
take a vacation, and go to a place with a pool. We have dreams, so we are

trying to get through this disease better with those dreams. (P9, Appendix H,
108)
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All in all, it was seen that hope is another coping strategy that makes it easier

for parents to be more positive and dream about their children’s future.

4.5.1.3 Making comparisons
Three of the 10 participants reported that as a coping behavior they compared
themselves with the patients in worse conditions. They reported that such
comparisons allowed them to see their condition, and specifically their child’s health
status, in a better light. Participant 3 explained a similar sentiment in the following
quote:
What I saw when I was in the hospital was a great support for me. Our
disease is still good, there is a paralyzed person there. S/he suffers from the
same disease, but s/he also has a plus, s/he is paralyzed, cannot use his feet,
cannot speak. There were children who passed away that we had met, who

started their treatment after us. Our situation is very good now, thankfully.
(P3, Appendix H, 109)

Similarly, Participant 9 expressed comparing herself with the people worse
off than her to keep her mental health stable. She said, “You should always look at
those who are worse than you are in life. When you look at those who are doing
better than you, your psychology will break down.” (P9, Appendix H, 110).
Likewise, Participant 4 reported the same way of coping in the following statement:

I've seen people worse off than me. I also saw children who were in a more

difficult situation than Sena. Now that there is worse, so you are thankful for

your situation. So you say, your child also has cancer, but you say, “Thank

God for that!” because there are so many bad varieties and metastases! (P4,

Appendix H, 111).
4.5.1.5 Additional appraisal-focused coping strategies
Our interviews revealed a number of additional appraisal-focused coping strategies

which were all mentioned only once. In this section, we intend to highlight these

strategies. It may be important to recognize that most of these strategies came from
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Participant 10 who gave a very rich answer to our question about coping strategies
and when analyzed, appeared to utilize appraisal-focused coping in numerous ways.

One appraisal-focused coping strategy that was highlighted by only one
participant was living in the present. Participant 6 reported that her son was alive for
now and awareness of this made her feel relieved. She expressed this coping strategy
in the following words: “My child is at least safe. It's what comforts me. That is,
living in the moment, living in the moment.” (P6, Appendix H, 112)

Another appraisal-focused coping strategy that emerged was purposefully
finding joy. Participant 9 talked about how she tried to enjoy small things and used
activities that gave her pleasure in day to day life:

For example, I'm feeling low, I'm making a cup of coffee, I like Turkish

coffee. I am drinking tea. So that's what I'm doing now. What should I do if

it's low, will we die? It cannot die. You know what they say, "Life is like

water in a cracked glass, it will end whether you drink it or not, it will end
even if you don't." Whether you live or not. If you're not dying, if you can
breathe, then we have to try to live well. Why should that life be poison to

us? (P9, Appendix H, 113)

Participant 9 also talked about letting go. She reported she recognized one’s
loneliness in the world and invited herself to let go of caring for life or others in the
following words:

You know, because we have a problem, the world stops and says, "Oops, this

woman has a problem too." it doesn't say. Nobody cares, everybody lives

their own life. That's why we shouldn't get stuck in this short world. You

shouldn't pursue everything. (P9, Appendix H, 114)

Related to these, Participant 9 also stated she recognized how everything was
transient. She reflected on how the hurt subsides in time.

Everything comes and goes in this life. Even the biggest, unbearable pains are

not like the first day, everything is temporary. The pain and sadness of the

first day is not on us now; we are used to it. If the pain and sadness would
stay as it was like the first day, [ would go crazy. (P9, Appendix H, 115)
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4.5.2 Emotion-focused coping

When the participants were asked how they coped with their child’s cancer diagnosis
and treatment emotionally, seven out 10 participants gave examples for emotion-
focused coping strategies that they have utilized to handle the overwhelming
emotions of this process. These strategies included being strong (n=5), crying (n=2)

and avoidance (n=2).

4.5.2.1 Being strong

Five out of 10 participants reported they tried to stay strong to cope with their child’s
cancer diagnosis and treatment and lead the process. They stated that they had to be
strong because they believed that they could support their children only in this way.
For example, Participant 4 expressed that she tried to be strong to keep this process
stable as can be seen in the following lines:

We talk and sometimes they say to me, "Oh Hacer, you are so strong,
mashallah you are not crying, you are holding yourself back.". So I said, I'm
not really strong, but we have to be, because when that bar is broken, I know
it's very difficult to pick up. I said it has to happen in a way. If you think of a
mother who constantly cries next to her child like that, she is devastated and
worse. It will affect that child badly; you have to be strong. As I said, once
that bar is broken, it will be very difficult to collect it. I try not to break it as
much as I can, both for Sena and for the other children because there is not
one, there are others. As I said, weeping and whining. The same goes for my
husband, if I kept weeping and whining for him, it would be very difficult for
him to manage this process. My children would also get worse
psychologically. So I can't think of myself alone in this situation. “Oh, I'm
crying, I'm wasted, I'm damned!”. I couldn't do it! I didn't have that luxury, I
still don't. (P4, Appendix H, 116)

Likewise, Participant 9 stated very similar sentiments. She expressed her
related belief that the mothers should have been strong to care for their children and
lead the process.

I think the pillar of the house is the mother. If the mother collapses, the whole

system collapses. Mothers need to be strong. That's very important. You

know, there were times when I was sick. For example, I got sick once or
twice, my blood pressure rose, I got sick myself. I looked around: I was sick;
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the child was sick. I said “Oh, this won’t do, I should never be sick” so that I
can take care of that child because there is no one else to take care of ... That
child needs care and attention. (P9, Appendix H, 117)

Similarly, a participating father was in agreement with above-provided
examples. Participant 3 reported that the adult who leads the treatment process in the
hospital had to be strong to be able to handle the process:

In this process, parents, especially the person who runs the hospital business,

cannot cope if s/he releases herself/himself. S/he even forgets what s/he

knows. The first thing you have to do is to be strong. If you can't be strong,

you can't lead the treatment of the child anyway. (P3, Appendix H, 118)
4.5.2.2 Crying
When the participants were asked what they do to cope with this process
emotionally, two out of the 10 participants directly answered that they cried to cope.
Participant 10 answered this question by directly saying that she cried. In her
statement, it was seen that she combined crying with staying strong strategy that was
identified above.

I cried in the corner, I cried, then I came back to the child, I laughed and had

fun. First I poured out, then I sat next to the boy as if nothing had happened.
So that my child will not be sad. (P10, Appendix H, 119)

Participant 8 stated that her only two coping behavior were crying as well as
praying to God. She shared how she intentionally facilitated her crying to feel the
relief that came with crying.

I'm not doing anything; I'm praying to God. And I told you for the first time,

as a foreigner. I'm not picking up anyone's phone. Cry, pray, that's all ... I'm

constantly looking for an excuse to cry. Sometimes I hear a song, I listen to

that song over and over again. After that, I found quotations related to

religion. Just to make myself cry, I open it again and again and cry. It feels
like it's good when I cry. (P8, Appendix H, 120)

All in all, crying appeared to be another emotion-focused coping behavior

that participants (n=2) used to regulate their overwhelming emotions. We would like
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to highlight that there were other participants who mentioned crying in the different
parts of the interviews. These statements were not counted as coping since these
statements were more so an indication of their emotional state, instead of a coping

strategy they utilized.

4.5.2.3 Avoidance

Another emotion focused coping strategy that was mentioned by two participants
was avoidance. One of the participating mothers stated that she avoided asking
doctors about their son's condition because of the fear of hearing bad news. She
expressed this way of coping behavior as “For example, when I ask the doctors
something, I am afraid if they will say something bad. I don't even have the courage
to ask anymore. I don't want to hear it.” (P7, Appendix H, 121). Another participating
mother talked about her other types of coping strategies but she also reported that her
husband applied his work to avoid this process and said “His father threw himself
into work. He did not see anyone for a month, he closed himself at home. He didn't

talk to his friends or neighbors.” (P10, Appendix H, 122).

4.5.3 Problem-focused coping

The participants were asked what they did to solve problems that they encountered
through the diagnosis and treatment of their child. Seven out of 10 participants gave
at least one example for problem-focused coping strategies. Their problem-focused
behaviors included seeking external support (n=5), moving (n=4), arrangements
related to work (n=4), planning ahead (n=1), avoiding sharing experiences with other

people (n=1), and changing scenery (n=1).
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4.5.3.1 Seeking external support

As it was mentioned in the “Sources of Support” section, all of the participating
parents were supported in different ways by their relatives or friends. It was observed
that five of participants actively sought support to meet their emotional, financial,
informational or practical needs and they gave examples about how they sought
external support. For example, Participant 4 reported she requested financial support
from the municipality of their place of residence. Similarly, Participant 6 mentioned
that she requested financial support from a foundation which worked with the
children with cancer and their parents. Additionally, Participant 10 reflected on a
different kind of support, and reported that she shared her experiences with the
parents who experienced similar things and so that she gathered information about
the disease and received support from them. Quotes from these participants can be
found in the “Sources of Support” section.

Moreover, two of the participants reported that they consulted different
professionals from their surroundings about various topics in the treatment process.
For example, Participant 1 reported that he shared his daughter’s test results with his
doctor friend and this made him feel relieved:

My daughter's school friend's father is also a doctor; his specialist is different.

I always consulted with him, Dr. Enver is working at XY [a private hospital].

I used to send it to my Dr. Enver every time it came out. Thank God, thank

God. He would show it to his oncologist friends, too. Thankfully. He would

say “It's going well, Mehmet [referring to himself], is going well.” (P1,
Appendix H, 123)

Additionally, Participant 4 talked about a consultation about a different issue.
As it was mentioned in the sub-section titled “Informing children about their illness”,
Participant 4 could not know how to tell her daughter the diagnosis and she consulted
her oncology nurse friend about this point. Her exact statement can be seen under

that section.
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4.5.3.2 Moving and work related arrangements

As it was mentioned above, the participating parents reported their experiences about
moving (n=4) and work-related changes (n=4). When asked their coping strategies,
they did not talk about moving and work-related changes as a coping strategy.
However, these decisions were made for offering better treatment options for their
children when they encountered a problem of limited healthcare options. Thus, these

actions can be also considered as problem-focused strategies.

4.5.3.3 Additional problem-focused coping strategies
As in the above section titled “Appraisal-focused coping”, Participant 9 talked about
different problem-focused coping strategies that were not highlighted by the other
participants. Her other problem-focused coping strategies are gathered under this
section. Firstly, she reported that she thought about what she could do in this
situation. She expressed her strategy as “Ok, this happened to me, but how do I get
over it well? So what can I do to alleviate it a little more?” (P9, Appendix H, 124).
She also reported that when she felt overwhelmed, she left the situation, took her
precautions and went outside which was recognized as changing scenery. Her words
would shine light onto how she used this strategy to cope better:
I go somewhere, I go out, we go to the market. I say walk Ceyda [the
diagnosed child], let's wear masks, let's go to the market. We go, we come
around. We do not close ourselves at home. Okay, if you're sick, you are sick
anyways, it's happening. It is like an overprotected eye always gets sand in it.
If it's going to happen, it's already happening. If the weather is nice, if it's

available, I say come on, let's take a walk. A short walk, you know, isn't too
long so that she doesn't get tired. (P9, Appendix H, 125)

Moreover, Participant 9 also reported that in order to protect herself from

difficult feelings, she actively avoided sharing her experiences with the people who
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could not understand her. She expressed this particular type of avoidance in
following words:
Anyway, life is bad now, people don't care about each other's problems. They
say ok, ok, so that this time you get angry. It's best if I don't tell anyone, but I
live it anyway. The person who will understand me is already approaching
me, s’he says I came, what should I do, what should I do, what can I do for
you. Or s/he says “Tell me I'm listening.”. In other words, the person who will
understand me is already approaching me that way. (P9, Appendix H, 126)
4.6 Changes in perspectives of parents
In this category, the participants were asked what changed in their perspective, both
positive and negative, in this process. Their answers were grouped under five sub-
categories as (1) shift in attributed importance, (2) changed attitudes toward children
(3) awareness about the importance of family (4) awareness about cancer, and (5)
awareness for people’s true character. Table 10 summarized the changes in

perspectives of the parents.

Table 10. Changes in Perspectives of the Parents

Changes in perspectives

Shift in attributed importance

Changed attitudes towards children

Awareness about the importance of family

Awareness about the cancer

Learning that people may not be who you expect them to be

R R L Wk

4.6.1 Shift in attributed importance

When the participants were asked what had changed in their perspectives after the
disease, two of the participants reported that they understood what was really
important and what was not after the disease. Both two participants stated that what
they had perceived as difficulties in the past were not real difficulties. Two of these
three participants also expressed that health was the most important thing in life. For

example, Participant 2 reported recognizing that the things she cared about in the
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past were actually not as important. She said “I was obsessed with too many
unnecessary things. Like “s/he did this, s/he said that".” (P2, Appendix H, 127)
Participant 5 also mentioned she learnt the importance of health after this
process. She expressed her concern about that the people cared about what she
perceives to be little and/or unnecessary:
I mean, I see people getting upset over such simple, unnecessary things!
When I saw them - [ have never been like that, actually, I'm not a person who
gets upset about such simple things. I solve it if I can; if it doesn't [get
solved], I don't leave it that way anyways. There are people who get upset
over their husbands’ making a salad. I don't feel sorry for such simple things.
When I look at them, I see how heavy their experience of the world is, how

much they care about the world. Turns out, it shouldn't have mattered at all.
Nothing happens without health, I have learned that. (P5, Appendix H, 128)

4.6.2 Changed attitudes towards children
When the participants were asked what had changed in their perspectives after the
disease, three of the participants reported they regretted how they had treated their
children until the disease. They stated they wanted to behave in a different way now
and mentioned making some decisions about their attitudes towards their child. For
instance, Participant 2 reflected on the time she spent with her children. She
identified her newly developed awareness of the importance of prioritizing her
children as a significant gain of the disease. She said:
I was spending less time with my children. As if such a disease would never
happen to us, as if we were not going to die. I would say more "me", I was
selfish. "I'" means selfishness. But I can admit it. ... I understood the value of
my children better, I realized that I would never be able to breathe without
them. They're on top of everything right now, they already were, but I wasn't
aware of it. It was good in that sense, as if it shook me a little. (P2, Appendix
H, 129)
Participant 6 reflected on expressions of love and care. She shared her regret

for not showing affection to her son as openly and frequently as it can be seen in the

following lines:
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So I make up for it, for example, I do what I didn't do before. I wish I had
done what I didn't do earlier. For example, my child was a very active child,
he would do something, like kissing, hugging tightly. But now I'm doing the
same thing, but I feel a little guilty. I wish I told him I loved him. I used to
say I loved him, but not often like this. You love your child, but you love your
child inside. Think about it, you cannot express it to the outside. There is
something in our hometown. So how can I sayj, it is perceived as shameful.
You know, you love your child, but you do not want them to know because
it's a shame, they laugh at me. I wish I had done it earlier. So my child
already knows that I love him, I am always next to him. He knows, but I don't
know, sometimes I blame myself. I wish I had done this. I wish a person did
not say “I wish...”, s/he would have done what s/he wanted to do before. I'm
very sorry, I couldn't show my love to my child. (P6, Appendix H, 130)

Participant 6 further elaborated on this matter. She gave an example about her
more blaming, less supportive attitude towards her child before the disease:

For example, something would happen, there would be a fight. I always
blamed my child because he was active. I would say that you did it for sure. I
mean, [ would say that whether he is right or wrong, I would say that he does
not stop. All mothers behaved like for example she (the other mothers) knew
that he (their children) had done wrong, but she still supported it. I wasn't like
that. My child was active, for example, [ would say that. For example, I
would say he did it. (P6, Appendix H, 131)

In a very similar way, Participant 8 also mentioned her regrets around the way
she treated her children. She shared her newly found perspective around corporal
punishment and the decisions she made after the diagnosis:

For example, I was doing things to my children sometimes, Especially my

eldest daughter, I was doing things to her occasionally, I was beating. She

entered puberty, it was pushing me a bit. After that, [ am thinking I decided
not to even hit [touching her own arm softly] like that. Hopefully I will

implement it. The most precious and precious thing in the world is a child. I

understood that it was the most hurtful thing. The son. Nothing is that painful.
(P8, Appendix H, 132)

4.6.3 Awareness about the importance of the family

When the participants were asked what had changed in their perspectives after the
disease, two of the participants drew attention to the importance of their family. They
highlighted that now they recognized the most important thing as family and their
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relationship with family members has been stronger after the disease. For example,
Participant 1 expressed the strengthening of their familial bonds in following words:

It has changed positively. As a family, we are not a detached family anyway.
May God be pleased with my wife, she is not a person who has such
character, she is not a person who has such a nature. It keeps me afloat, it
took all my pains, it still does. Within ourselves, that is, this did not happen,
there was never a rupture. We are more connected. Already a nuclear family,
a family of 5, we are more connected. We cared (each other) more. So, [ am a
father who is fond of children. (P1, Appendix H, 133)

Similarly, Participant 9 stated she has experienced many shifts in her
perspective about life. She made a unique point that other participants did not
express as she stated that through this experience she got to love not only the close
family members but also herself more Her statements as follows:

A lot has changed, both positive and negative. Especially during this disease
process, many things have changed ... I love myself more, but of course the
family is also very important. I love my family more than anything. My
family, my husband, and my children are very important. The rest are all
outsiders; they stay outside when the door is closed. Friend, neighbor,
relative... They all stay outside. Family is very important. Husband and wife,
your children are very important. So, the others are inconsistent. (P9,
Appendix H, 134)

4.6.4 Awareness about cancer

When the participants were asked what had changed in their perspectives after the
disease, two of the participants reported that as a result of this process, they gained
awareness about the cancer, which they framed as an important positive gain of this
disease. Participant 3 expressed this outcome as:

It has made this a little positive in my life. For example, we did not know
what kind of disease such patients were experiencing before, that is, we knew
the name of it, but we did not know what kind of process, what they were
going through, what those patients were going through, what difficulties they
had. They just said blood cancer, brain cancer or lung cancer... It just seemed
that simple to us. But when a person experiences it personally, this time it is
different, so you see what kind of difficulty it is. Now you can guess what
that patient went through, you know. There is a big difference between
knowing it and hearing about it. (P3, Appendix H, 135)
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Likewise, Participant 4 expressed awareness of what cancer truly is as a
significant positive outcome. She also stated her recognition for the need for blood
donations to blood bank operated by “Kizilay”, which is the Turkish Red Crescent.

It has changed in a very positive way because you don't understand anything

when it doesn't happen to you. Well, of course we heard about LOSEV, blood

cancer etc. In this process, we have become more aware of the need to give
blood to Kizilay. Blood is needed, there is no blood in Kizilay. No donors.

You know, I said to the people around me, "You know, it could not be known

if it was experienced, but for the sake of God, donate blood to Kizilay,

because it's really hard". Platelets are needed but no; donor is needed, no, no

donor! (P4, Appendix H, 136)

Two participating parents did not have too much information about the cancer
before the diagnosis. They did not know the experiences of the patients and their
families, and they were not aware of what they could do for that disease on the social

level. With this disease, they expressed that they had become more conscious and

they framed this awareness as a positive outcome of that disease.

4.6.5 Learning that people may not be who you expect them to be
When the participants were asked what had changed in their perspectives after the
disease, two of the participants reported that this process helped them understand
people’s true character. They stated that they learned to differentiate who was true
and good. For instance, Participant 9 expressed that when their life conditions were
good, people provided support and stayed close to them, but nobody would care once
their conditions got challenging. She expressed her experiences in following words:
How can I say... Every time a person falls like this, there are many who try to
step on him/her more. That's why I'm used to it now, I'm not surprised by
anything because this is not the first blow I've taken. It's not the first blow, so
I'm used to it now. If you are good, let's go to dinner, let's go for a walk, let's
go to the cafe, everyone will come. You will have many friends. But once you

fall, there will be no one around. Only a select few would stay around. (P9,
Appendix H, 137)
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Likewise, Participant 10 made a similar point. She expressed she could
differentiate between people after the disease in following words:

For example, a person understands his/her true friend. Good ones turned out

to be bad, others turned out to be good. The person who had never called or

asked about us, called and the other, with whom we have always talked, did
not call. So there are mixed things around us. (P10, Appendix H, 138)
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CHAPTER 5

DISCUSSION

In this section, the findings of the present study will be discussed while considering
the previously conducted studies about the experiences of parents of children and
adolescents with cancer. Moreover, limitations of the study and recommendations for
the further research will be presented.

The current study aimed to examine the lived experiences of the parents of
children and adolescents with cancer in Tiirkiye. Semi-structured interviews with ten
parents of children diagnosed with cancer were conducted. The inclusion criteria for
choosing participants were determined as being a parent of a child or adolescent aged
6-17 who has been diagnosed with any type of cancer at least three months ago. The
data from the interviews was analyzed through the content analysis.

When the findings of the current study were examined, it was observed that
the parents of children with cancer have shared many of their experiences. Yet, there
were also differences, particularly with respect to their parenting experiences and
coping strategies. These findings will be discussed in line with the research questions

and the theoretical background of the present study.

5.1 Discussion of findings

In this section, findings of the currents study will be discussed under the headings of
(1) being a parent of a child diagnosed with cancer, (2) challenging experiences of
parents, (3) unmet needs of parents, (4) sources of supports for parents, (5) coping

strategies of parents, (6) change in perspectives of parents, (7) exploring similarities
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and differences among participants, (8) experiences of parents from the lens of

ecological system approach, and (9) implications for counseling.

5.1.1 Being a parent of a child diagnosed with cancer
Findings of the current study indicate that the experience of being a parent of a child
diagnosed with cancer has many different physical, social, and psychological aspects.
It was observed that all of the participants had to deal with both the requirements of
the treatment of the disease and the significant changes in many different areas of
life. When the participants were asked how they described being a parent of a child
diagnosed with cancer, all of them asserted that it was a very difficult experience.
Most of them talked about their emotional reactions and thought process in the
beginning of the interviews as we invited them to reflect on their experience. Then,
they also mentioned other challenges that they have experienced. We are to discuss
the identified challenges in detail under the heading of “Challenging experiences of
the parents”.

Portraits of being a parent of a child diagnosed with cancer were identified.
Being a parent to a child with cancer was described as living in an alternate reality. It
seemed that parents were to adapt to a brand-new world about which they did not
have any information. And this new world appeared to be full of new people,
contexts, and routines, along with the feeling of uncertainty, which was unlike any
experience the parents had in the past. Consistent with what Khoury et al. (2013)
highlighted, this process meant not only fighting a disease, but also managing

numerous changes that came with the disease.
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5.1.2 Challenging experiences of parents

Findings of the current study showed that the parents of children receiving cancer
treatment experienced a number of challenges in different areas. It was found that
parents started to experience challenges with the first signs of the disease. The
diagnosis journey and the process after the diagnosis were the first times that they
faced a wide range of emotions as they navigated through uncertainty. Parents had to
adjust to their new life and deal with emotional burden, financial strains, and
changing family dynamics. These findings were consistent with the studies
conducted in different countries. As in Tiirkiye, the parents of children undergoing
cancer treatment in Croatia reported experiencing mental, physical and social
changes (Dzombi¢ & Bezi¢, 2022). In a study conducted in Iran, Taleghani et al.
(2012) highlighted the devastation that the parents faced. Just like their counterparts
in Iran, our parents from Tiirkiye had to deal with the psychological and financial
burden of cancer.

Beyond the general picture that seemed consistent across countries, sub-
categories have emerged in our analyses. The findings of this study about their
challenging experiences will be discussed separately as (1) before the diagnosis, (2)
after the diagnosis, (3) emotional impact, (4) changes in lifestyle and routines, (5)

financial burden, and (6) family dynamics.

5.1.2.1 Before the diagnosis

As it was mentioned above, the challenges for parents started when their children
started to suffer from the first signs of the disease. During the interviews, all of the
participating parents pointed to the difficulty of the diagnosis process. They

experienced a long and overwhelming process with several visits of healthcare
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professionals. Until their children were diagnosed with a conclusive disease, they had
to struggle with the uncertainty and fear caused by the unclear feedback of the
healthcare professionals and the slow progress of this process.

A study by Maillie et al. (2020) conducted in Tanzania emphasized that delay
in diagnosing pediatric cancer arises from the patient delay and the referral delay.
Based on the interviews, all of the participants took actions when they faced the first
signs of disease and sought support from the professionals about it. They asserted
that these symptoms were different from those they were familiar with before.
Although most of them did not know what cancer looked like, they realized that
something was wrong. Thus, at least for our participant the length of the diagnosis
process cannot be attributed to the lack of awareness or delay on the part of parents.
It seems the referral delay component of Maillie et al.’s (2020) findings are more
reflective of our participants’ experiences. A cancer diagnosis requires special tests
and procedures such as biopsy and imaging. Both getting an appointment for these
tests and procedures and then getting the test results take time; parents and children
have to visit healthcare providers multiple times as well to facilitate the process and
each step has its own waiting time. Participating parents specifically talked about the
delay in referral by the healthcare professionals and also delay in appointments for
the doctor visits and medical procedures. Participants shared that each aspect
contributing to the delay added to their stress. Especially after receiving the
diagnosis, parents seem to question if the treatment process could be smoother
should they have received the diagnosis sooner.

Another study by Fermo et al. (2014) that was conducted in Brazil
highlighted that the cancer diagnosis of children may take a long time and parents

suffered from the feelings of fear, sadness, and concern in this period. And the study
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also asserted that these delays are caused by the public health system and the lack of
awareness of the doctors. In the current study, only one participant referred to the
wrongful decision of the doctors, which can be considered as an example to
healthcare professionals’ lack of awareness. However, all of the 10 participants
mentioned the delays about the medical appointments that are related to the public
healthcare system in Tiirkiye. Given how the healthcare system works differently
across countries, it is expected that systemic contribution to the delay in diagnosis
would differ from country to country. However, it appears that in Tiirkiye, as in
Brazil, the healthcare system slows down the process and these disruptions add onto

the parental distress.

5.1.2.2 After the diagnosis

Our results suggest that the cancer diagnosis itself brings on an array of challenges
for the parents and this finding was consistent with the studies conducted in foreign
countries. Whether they are from Australia (Schweitzer et al., 2012), Sweden
(Carlsson et al., 2019), or Tiirkiye (Giinay & Ozkan, 2019; Uzun, 2016), parents
report their initial reaction to the diagnosis is shock and disbelief. Parents report
experiencing difficulty accepting the diagnosis and denying it in the beginning
months. Parents also report blaming themselves and feeling guilty for their children’s
disease. The strongest thought underlying these reactions appear to be the possibility
of losing their child which was highlighted by all of the participants of the current
study as well as other studies conducted internationally (Gérdling et al., 2017;
Schweitzer et al., 2012; Taleghani et al., 2011). It can be said that the type of the
disease and the stage of it did not prevent this thought and cancer meant death for the

parents.
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Another significant challenge for the parents with the diagnosis was talking to
their children about their illness, as it was stated in literature (Tan et al., 2022). Five
of the participating parents said that they had a hard time telling their children that
they were diagnosed with cancer. The age range of the children of these five parents
was 7 to 17 and their diagnoses were different. It was observed that parents had
different preferences about telling the diagnosis to their children and some of them
could not tell the diagnosis to them. There were parents who did not tell their
children about the diagnosis and tried to keep it as a secret although they have been
in treatment for several months, and they appeared to have a hard time. It seemed
keeping such a secret may create an additional burden for the parents. For instance,
Participant 6 stated that she did not know whether her 17-year-old son knew the
diagnosis or not and she wanted her son to talk to a professional so she would learn if
the child knew the diagnosis because she could not talk to her son about cancer. It is
clear that informing the children about their illness is another significant step and
challenge for both the parents and the children. Gibson (2019) emphasized that
parents may experience difficulty while communicating with their diagnosed child
about the illness; not only did they not know how they could manage this process,
but also, they felt the fear of burdening the children by telling them about their
diagnosis.

When the previous studies and the emerging findings of the current study are
considered, it can be said that the parents need to be supported and guided about how
they can communicate with their children about cancer developmentally age
appropriately. Korones (2016) can be a useful guide as the author identifies specific
steps about informing the children about their cancer diagnosis and alerted adults to

the necessity of paying special attention to this process.
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Another challenging factor that the parents experienced while adjusting to the
treatment process was to witness the physical and emotional changes that children
experience as side effects of the cancer treatment. Parents expressed that they were
frustrated and felt helpless while observing these changes. Changes such as hair loss,
fatigue and pain were most mentioned by the participating parents. These findings
were consistent with the literature. Warman (2021), for instance, highlighted the
struggle that Latina mothers experience while watching their children in treatment.
That study highlighted the helplessness that the mothers have felt when they saw
their children in pain, when they faced the children’s physical limitations, and as the
children’s physical appearance changed due to the treatment. Similar findings related
to how stressful it was for the parents to witness these side-effects were also asserted

in a study conducted in Tiirkiye (Ay & Akyar, 2020).

5.1.2.3 Emotional impacts

Throughout the interviews, the participants talked about the emotional outcomes of
the process of their child being diagnosed with and treated for cancer. They mostly
reported their fears informed by the uncertainty of the whole process along with the
possibility of losing their child. It was observed that this particular fear existed not
only in the beginning stages of the process when the child was first diagnosed, but
also throughout the later periods of treatment. As the previous studies emphasized
and also revealed in this study, cancer treatment may require different and hard
medical procedures and it has some significant side effects, thus the parents were
anxious about their children’s life and well-being and they felt overwhelmed by this
uncertainty (Ay & Akyar; 2020; Dzombi¢ & Bezi¢, 2022; Eyigor et al., 2011;

Gibbins et al., 2012).
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Additionally, the parents also reported that they felt hopeless when they
encountered the patients whose disease was getting worse and those who died.
Although some of the parents stated they compared themselves with those who were
worse off as a coping strategy by thinking their condition was not too bad, witnessing
this situation was a very important contributor to their distress. A study by Dzombi¢
and Ogresta (2020) that was conducted in Croatia asserted that being in the hospital
was a big issue for the parents because they had to witness other patients’ suffering,
and even dying. And they recommended children with cancer to be accommodated
by their health status and diagnosis to minimize such exposure to potentially
triggering cases (DZombi¢ & Ogresta, 2020).

Participating parents of the current study reported some physical,
psychological, and cognitive symptoms that can be related to anxiety and depression.
They talked about loss of interest, feeling disconnected from others, sleep problems,
weight loss and forgetfulness as a result of this process. These findings were also
consistent with the previous studies conducted in Tiirkiye and other countries. It was
emphasized that parents of children receiving cancer treatment may experience the
symptoms of depression, anxiety, PTSD and also physical health problems
(Karadeniz Cerit et al., 2017; Khoury et al., 2013; Mogolkog, 2014; Ovayolu et al.,
2014; Taleghani et al., 2013).

The diagnosis and treatment process may create uncertainty and fear and
makes parents more vulnerable to experience the symptoms of anxiety and
depression. It is important to note that although the parents suffered a lot from the
emotional distress, it was observed that they did not search for psychiatric or
psychological support. Only one of the participants reported she took psychosocial

support as individual therapy that was offered by an NGO which they reside in.
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However, other parents did not mention receiving any professional support for their
mental health. One of the participants talked about her concern regarding the side
effects of the psychiatric drugs. Following lines express her fear about how using
psychotropic medication may interfere with her childcare responsibilities:
What will you do if you go crazy? Come on, okay, you're very upset, you're
depressed, you're crazy, you took pills, I don't know what you did! What will
you do? Those pills also have a lot of side effects. Those psychology pills
have so many side effects. You can't quit when you say enough, it cannot be.

Either I have to be useful to my child, I have to be good! (P9, Appendix H,
139)

When their expressions about their needs are considered, which will be discussed in
the next parts, parents appear to be aware of their need for psychological support but
they did not utilize these services. Quote above gives an example of an emotional
reason, yet there are also financial and logistic reasons (Gibbins et al., 2012;
Pohlkamp et al., 2020). Therefore, it might be a good idea that mental health
professionals and their guidance will be a part of regular psychosocial support for

these children and their parents.

5.1.2.4 Changes in lifestyle and routines

In this study, findings pointed out that the parents experienced many big changes in
their lives. The major changes which they highlighted were moving to different
cities, work related changes, isolation and losing their family routines.

Firstly, four of the parents reported they had to move to a different city
because pediatric cancer treatment is offered by special institutions that are mostly
located in the metropolitan cities. Fluchel et al. (2014) emphasized that geography
could create a burden of care for the families of pediatric cancer patients and the
families living far from the treatment center might experience additional challenges
to reach the institutions because these centers are mostly in urban areas. When we
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think about the pediatric cancer treatment centers in Tiirkiye, most of them are
located in metropolitan cities, especially Istanbul, Ankara and izmir (Tiirkiye
Ministry of Health, 2023). Thus, the families of pediatric cancer patients need to
move to these big cities. Such a move also causes some additional problems like
housing, job related problems, and lack of communication with their close friends or
relatives.

Although the parents did not move to a different city, they may still
experience work related changes because they had to navigate the treatment process.
They generally highlighted that they or their spouses had to quit their jobs because
they had to take care of their children and navigate the whole steps at home and
hospital. One of the parents reported he could not work enough in his own business
because of the medical appointments. These findings were consistent with the results
of the previous studies (DZombic¢ et al., 2020; Gibbins et al., 2012).

Isolation was another highlighted point by the parents in the interviews, but
the reason for it changed among the participants. Because cancer treatment causes
weakening of the immune system, the parents were afraid of their children getting an
infection. Thus, they isolated themselves to protect their children. This point was also
emphasized in the previous studies (Khoury et al., 2013). In addition to this, one of
the parents reported that she did not prefer to communicate with outside people
because she believed that they could not understand her experiences. This data was
also consistent with the existing studies. The study by Ovayolu et al. (2014)
emphasized that the parent may experience social isolation and withdrawal because
of the burden of the process. DZombi¢ and Ogresta (2020) highlighted the similar
thing and stated that the parent might avoid contact with other people because their

agenda was different.

125



The last change stated by the parents was about losing their family routines or
rituals after the treatment. While they were able to go on vacation or to their
hometown before the treatment process, they could not go anymore. Additionally,
some of the parents talked about how their family was divided because of the
hospitalization and the family members had to stay in different places. Although the
participating parents did not mention losing their domestic rituals or leisure time
activities it can be speculated that they may lose their special routines because they

stayed in different places.

5.1.2.5 Financial burden

Most of the participants stated they experienced financial difficulties because cancer
treatment may require special medical procedures, medicines, products and long
hospitalization and all of these were costly for them. When the above-mentioned
work related changes are considered, quitting a job created one more financial
challenge for them. These findings were similar to the previous studies (Dzombi¢ et
al., 2020; Gibbins et al., 2012; Khoury et al., 2013). Another point that led to
additional financial burden for the parents was the economic fluctuation and rapid
price changes of the services and products in Tiirkiye. It could be suspected that
these rapid changes and big fluctuations are important stressors and create
uncertainty and parents could not know how to deal with the situation financially.
There are studies that mentioned the effects of inflation on the cost of cancer
treatment in the literature. These studies mentioned the cost of treatment that has
changed over the years due to inflation (Savage et al., 2017). However, the parents
talked about the rapid changes in a few months in the Tiirkiye context. Financial
burden of the parents of children treated for cancer due to this type of rapid economic

fluctuation is not a commonly mentioned issue in the literature.
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5.1.2.6 Family dynamics

Other findings from the interviews were related to the difficulties in the nuclear
families. Most of the parents stated that their other children were affected by the
treatment process. Siblings of the diagnosed children experienced emotional
challenges, academic difficulties, and showed some behavioral changes in this
period. They reported that these children might be jealous of their diagnosed sister or
brothers in this period because the parents could not spend a long time with them in
their diagnosed child’s treatment process. All of these findings were consistent with
the studies conducted before both in Tiirkiye and other countries (Ay & Akyar, 2020;
Ay Kaatsiz & Oz, 2020; Cheung et al., 2020; Young et al., 2021).

Literature on the challenging experiences of parents in their family also
highlighted the relationship problems between couples. (Cinar et al., 2021; Taleghani
et al., 2012; Young et al., 2021). However, the participating parents of the current
study did not mention marital problems which they experienced after the diagnosis.
Only one of the mother participants stated her husband has sexual demands from her
and he said the disease of children was a different condition and it was not an excuse
for that, but the mother did not want sexual intercourse. However, she did not
describe this as a problem and did not mention any marital problems; in fact, she
praised her husband during the interview. Two of the participants reported they were
in the process of divorce that began before the diagnosis. They stated the divorce was
not related to the disease, and they did not mention the contribution of the diagnosis
in this process. Thus, marital problems due to the diagnosis was not a specific point

that was directly highlighted by the participating parents.
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5.1.3 Unmet needs of parents

Existing literature appeared to infer parents’ needs through exploring the challenges
they have faced. In this study, in the spirit of giving parents a voice, we have asked
them what was missing in the diagnosis and treatment process that should it be there
it would make their process easier. Their responses allowed some of their unmet
needs to be identified. Reported unmet needs, which can be categorized as financial,
informational, psychological and practical, were discussed in relation to the existing
literature. Our inferences from the rest of the collected data are also shared.

As it was stated above, the financial burden was an important challenge for
the parents. When they were asked what would make their process easier, most of the
participants mentioned their financial need again. Although there were parents who
were supported by their relatives or close friends, they reported that since the
treatment was long term, it had constant costs leaving families in a financial need for,
at least, the duration of the treatment. Financial drawback of the cancer treatments is
a significant struggle that was stated by the parents of children receiving cancer
treatment all around the world (Bretones Nieto et al., 2022; Borrescio-Hega &
Valdés, 2022), including Tiirkiye (Cinar et al., 2021; Eyigor et al., 2011).

Based on the data, another important issue for the parents was information
about the illness, as it was also emphasized in the previous studies (Altay et al.,
2014; Ay & Akyar, 2020; DZombi¢ & Ogresta, 2020; Pohlkamp et al., 2020). When
they were asked about their unmet needs, participating parents did not state directly
they needed information. However, they reported that they did not have any idea
about cancer and its treatment and they looked for someone to ask about this process
and get some advice. The lack of information about the treatment process led to

uncertainty again, and made them more anxious. One of the participants reported that
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she did not know anything and she researched the disease on the internet and this
attempt made her emotionally worse.

I'm researching on the phone about his illness. As [ mixed this, other things

came out, it was more tiring for my brain and I quit. [ won't see, I won't look

because I couldn't sleep at night and I couldn't take care of my child. I spent

my day crying all the time. (P6, Appendix H, 140)

Studies in other countries (Bretones Nieto, et al, 2022; Pohlkamp et al., 2020)
and in Tiirkiye (Altay et al., 2014; Ay & Akyar, 2020; Cetinkaya & Sonay Kurt,
2010; Eyigor et al., 2011) identify informing parents about the treatment process as a
very important part of the process. Its presence or how it is done has direct
implications for parents’ wellness. It can be speculated that if parents are to be
provided with comprehensive information about the disease and its treatment
process, they may be less inclined to seek information from unreliable sources, and
avoid being unnecessarily triggered.

When the findings were considered, it can be seen that parents did not know
what they could do, how they navigated the process and how to tell the diagnosis to
their children. These points indicated that they can benefit from being informed
about and guidance through the process, in addition to clinical mental health support
(Schweitzer et al., 2011; Wiener et al., 2015).

Throughout the interviews, it was observed that participating parents
experienced an array of psychological difficulties. Emotional difficulties and
utilizing a number of coping strategies were expressed by every single participant.
However, when asked about their needs, only two of the participating parents directly
stated that they needed psychological support from professionals. Studies focusing
on the experiences of parents of children with cancer also highlight that the parents

suffer psychologically and they need professional support in their child’s diagnosis

and treatment period (Altay et al., 2014; Bretones Nieto et al., 2022; Davies &
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O’Conner, 2022). One of two parents who mentioned the need of psychological
support in this study stated mental health professionals should be a part of the
treatment process as oncology-hematology doctors, as it was also recommended for
the psychosocial care of children with cancer and their families both in international
studies (Davies & O’Conner, 2022; Wiener et al., 2015) and in Tiirkiye (Altay et al.,
Ay & Akyar, 2020). This expression points out the existing lack of standardized
psychosocial assessments for the needs of children with cancer and their families in
Tirkiye (Ay & Akyar, 2020). If these children and their parents are to be routinely
supported by the mental health professionals, the parents could have an easier time
handling the process psychologically (Ay & Akyar, 2020; Kazak et al, 2015). When
the low number of participants expressing this need is considered, it could be
speculated that parents’ lack of awareness or expression of this need might be a
reflection of the lack of such routine implementations.

Another unmet need that was directly highlighted by two of the participants
was about their functional needs. Parents stated that they needed someone who could
help them and so that they could take a break to meet their personal needs and take
time for self-care. The practical needs which were highlighted in this study were also
consistent with the previous studies (Gibbins et al., 2012; McGrath, 2001).

Overall, it appeared that participating parents were not as verbose when it comes to
answering a question about their needs versus their challenges or how they cope with
these challenges. For instance, as it was highlighted in the headings of “Challenges
faced by parents”, all of the participants experienced emotional difficulties and gave
some examples about the syndromes and symptoms related to the emotional distress
which they suffered, but except two parents, the rest of the participants did not

mention the needs of psychological needs. On the other hand, our findings showed
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that the practical and informational needs were other important unmet needs when
their challenges were considered, but their disclosure around these needs were
limited. Studies conducted in US (Rini et al., 2008) and in Tiirkiye (Altay et al.,
2014; Yildirim Sari et al., 2013) emphasized that the parents might not be aware of
their needs for their self-care or emotional well-being, and they put these needs
behind their child’s treatment needs. When we thought that financial need was
directly related to assuring and maintaining the qualified treatment for their child, it
is not surprising that this need was emphasized by most of the participating parents.
Therefore, it can be said these findings were also consistent with the previous

empirical studies.

5.1.4 Sources of supports for parents

Our findings suggested that the parents received both moral and financial support
from different resources. Based on the interviews, their sources of support can be
listed as religion, extended family, healthcare professionals, school, diagnosed child,
spouses, NGOs, official institutions, other parents of children diagnosed with cancer
and workplace. Patterson (1988) proposed a model to understand the experiences of
families going through health related issues. Based on this model, the resources of
the parents of children diagnosed with cancer were divided into four categories
namely child resources, family resources, community resources and health-care
system resources (Patterson 1988; Patterson et al., 2004). Below the findings will be

discussed in the light of Patterson’s (1988) model.

5.1.4.1 Child resources
Patterson et al. (2004) pointed out that diagnosed children tend to be a distinct source

of support for their parents. A very similar pattern was evident in our sample. Most of
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the participating parents of the current study also mentioned that their children
behave maturely, accept the situation and appear strong, and their demeanor made
them strong throughout the cancer treatment process. It was observed that the
diagnosed children displayed active support for their parents; they were using humor

and giving feedback about their condition, ensuring the parents that they were okay.

5.1.4.2 Family resources

Patterson et al. (2004) categorized family resources as another distinct source of
support for the parents of children diagnosed with cancer. Marital relationship,
sibling support, support from the extended family were identified as different kinds
of support that were grouped under family resources. Religious belief was also
included in family resources in the mentioned study (Patterson et al., 2004). The
parents in the current study also talked about receiving similar support from their
families. The nuclear family, specifically the spouses, were named as a source of
support. Participating parents indicated both their spouses' attitudes and the labor of
division that they have established as a couple made the process easier. In addition to
support from the spouse, religion was directly emphasized as a resource by all of the
parents. Most of them stated the biggest source of support was believing in God, and
they mentioned how they applied their religion as coping strategies, which will be
discussed in the next section.

Extended family or relatives were other resources for the participating
parents. They stated that their family members and relatives supported them socially,
financially and functionally. These kinds of support mostly included covering some
of the treatment cost and giving emotional support by asking their needs with a
caring attitude. Also, it was stated that there were relatives who shared their home to

meet the need for shelter of the moved families, and those cared for the siblings of
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the diagnosed child. While extended family support is recognized in the literature,
this specific form of help through providing shelter or child-care was not commonly
highlighted in the literature. It can be speculated that this unique kind of extended
family support is a reflection of Turkish culture. Relationship among relatives is seen
as important in Tiirkiye context and the way boundaries are established allows,
maybe even encourages extended family to make accommodations as it was also
stated in previous studies in our country (Altay et al., 2014; Ay & Akyar, 2020;
Eyigor et al., 2011; Ovayolu et al., 2014).

Another diversion from the literature was that sibling support did not emerge
in the current data as a specific type of family resource (Patterson et al, 2004). When
mentioned, siblings’ presence appeared to be a cause of distress (due to their unmet
needs) or disappointment (for not helping out the parents as much as they hoped they
would). This result seems at odds with Turkish culture and might be explained
through generational differences. Families do expect older siblings to be
contributors, however, older siblings may not have internalized these cultural
expectations, and as a way of managing the challenges that pediatric cancer brings
onto the family, they may be prioritizing their own needs. Additionally, some of the
parents stated their family members had to stay in different locations due to moving.
This point may cause parents to interact less with siblings in this period (Ay &
Akyar, 2020); and thus their support may be perceived less by parents compared to

the other family resources.

5.1.4.3 Community resources
Patterson et al., (2004) identified community resources as another distinct source of
support for the parents of children with cancer. When it comes to the community

resources, parents of the current study named their friends, co-workers, other parents
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of children diagnosed with cancer, school staff, NGOs and official institutions as
specific sources. They stated their close friends and co-workers provided moral and
financial support. Sharing experiences with the other parents of children with cancer
helped them feel understood and supported. Especially, if the other parent’s child had
the same type of cancer and the diagnosed child was either getting better or
successfully completed their treatment, advice and comments that came from their
parents had higher valence.

In the current study, the participants were specifically asked whether they
were supported by their child’s school administration or counseling services. Five of
them mentioned receiving some kinds of support from their school’s staff, including
home-tutoring, online education, support for the child in passing their exams, and
moral support for the child. During the interview, four of these five participants
appeared satisfied and happy while talking about the support from their schools.
They seemed to perceive the school as part of their support system. However, one of
these five participants reported her child took home tutoring from the teachers of
their school but she stated the teacher could not understand the child’s experiences,
nor provide the needed support.

Teachers are coming home. They come home for 3 days, Monday, Tuesday,

Saturday. Coming home for 3 days. I told Ceyda it was just for this year. I

said you will go to school again next year. This year it will be like that so that

she does not get infected. So I can fix Ceyda's psychology best. What will the
teacher understand? I would not say what they will understand, of course they
are also teachers. But you know, there is not anybody saying "Let's take care
of it too. Do you need any support?”. I'm telling you, no one cares, so I fix

everyone's psychology. (P9, Appendix H, 141)

This quote illustrated the difference between presence and support. Receiving
visitations of a school personnel may not translate to the sense of being supported for

the families. In addition, it is important to note that six of the participants did not

mention any support from their school. In response to our questions, one of these six
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participants reported that school staff were not interested in their condition and they
could not get any support. She stated her experience with the school in following
words:

No support from the school! Once I went to school to meet the principal to

ask what will happen to her academic life. He said what’s wrong, he did not

even know which student [the diagnosed child] was. I was shocked. I told the
principal, “The child has not been in school for 1.5 years, sir.”. He does not
know which student, whose parent I am, why she did not come, what her
illness is. Her teachers learned from her friends, but no one called to say get
well soon or is there anything we can do. None of them cared. (P2, Appendix

H, 142)

Remaining participants did not report making a request of support from their schools,
nor having any such expectations. Two of them knew the requirements to get support
but the school support was not their first priority in this period. School support and
roles of counselor in facilitating school support is an important issue and it will be
discussed in another section below.

Non-governmental organizations were another source that was named by the
participating parents. NGOs’ support has become an important resource for many
needs, such as financial, psychological or shelter for the participating parents. The
participants also reported they got social support from the official institutions of the
government. Some of the parents expressed they received a monthly care allowance
from the government with a medical board report. They regard this support as an
important resource, as their financial needs are long-lasting. Additionally, one of the
participants mentioned the municipal administration of the residence they lived in as
a resource which provided the diagnosed child with a computer for the child to
continue her lessons online.

All in all, our findings show that parents of the current study named their

friends, co-workers, other parents of children diagnosed with cancer, school staff,

NGOs and official institutions as specific sources. All these types of community
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support were consistent with the previous studies (Dzombic¢ et al., 2020; Patterson et

al., 2004).

5.1.4.4 Other health care resources
Patterson et al., (2004) identified health care resources as another distinct source of
support for the parents of children with cancer. Health-care system support included
support from the health care professionals and all of the participating parents in the
current study mentioned their positive experiences with the healthcare professionals.
They reported that caring attitudes and competence of the healthcare professionals
positively contributed to their wellness. They felt confident and comfortable while
asking their doctors or nurses something about their children’s treatment. Also, one
of the participants stated that sometimes their oncology doctor did not charge
inspection fees, and this financial ease also translated to appreciation of the provider.
It is important to note that although all of the participants reported having positive
experiences with the healthcare professionals in oncology units, two participants
reported that the professionals in other fields of medicine could not understand their
needs, and their attitudes were not as good as the healthcare professionals in the
oncology unit. For instance, a mother expressed her experiences with other
professionals below:
Other places [other units] are not like that [as the staff of the oncology units].
For example, my child had a blood check recently. They didn't do anything
when I went there. How can I say, they have been getting too big for their
boots, they behave like that? (P6, Appendix H, 143)
It can be speculated that the health professionals in the field of oncology and
hematology are more aware of the unique needs and experiences of the children with

cancer and their needs compared to other fields. Their compassionate attitude seems

as important as their professional competence for the parents. Thus, when the
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parent's emotional distress and information needs are considered, attitudes and
competence of the healthcare professionals can easily turn into a strain for the
parents in this vulnerable period. This finding also appears to be consistent with the
existing literature. Studies conducted in Tirkiye (Altay et al., 2014; Eyigor et al.,
2011; Giinay & Ozkan, 2019) and in other countries (Davies & O’Connor et al.,
2022; Khoury et al., 2013; Schweitzer et al., 2011; Tan et al., 2020) emphasize that
the attitude of healthcare professionals was an important factor which influenced the
stress level of the parents and lack of support or empathy provided by the
professionals exacerbate parents’ hardship as they try to adapting to the diagnosis and

treatment process.

5.1.5 Coping strategies of parents
In this study, the coping strategies of the parents of children with cancer were also
examined. When it was inquired, all of the participating parents named strategies to
cope with the challenges that pediatric cancer brought. Their coping strategies were
examined under three main categories of coping strategies, namely appraisal-focused
coping strategies, emotion-focused strategies, and problem-focused strategies.
During the interviews, it was observed that the most commonly used coping
type which was highlighted by all of the 10 participants was appraisal-focused
coping strategies. Parents tended to deal with the situation through shaping the way
they think and religious beliefs appeared to be a common factor that guided parents’
appraisal-focused coping. This was consistent with the existing studies on parents of
children with cancer, which recognized religious belief and spirituality as important
components of coping with challenges brought by cancer (Dolan et al., 2021; Giinay

& Ozkan, 2019; Patterson et al., 2004; Picci et al., 2015; Usluoglu, 2018). A recent
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study conducted in Philadelphia by Dolan et al. (2021) highlighted that religion
played an important role in managing psychological distress for the parents of
children diagnosed with cancer. Another study which was conducted in Tiirkiye by
Giinay & Ozkan (2019) highlighted that the parents believed the disease came from
God, which was parallel to reports of our participating parents. It was also observed
that believing in God facilitated acceptance for their child’s disease and gave parents
opportunities to foster hope through praying for their child’s health. It was speculated
that the appraisal-focused coping strategy of believing in God facilitated acceptance
and hope for the future in itself, which are also types of appraisal-focused coping
strategies.

As appraisal-focused strategies, making comparisons and living in the present
were other ways of coping reported by participating parents, which were also
highlighted in literature (Patterson et al., 2004). Enjoying small things, letting go and
recognizing impermanence were other appraisal-focused coping ways that were
reported by only one participant. These specific forms of appraisal were not
commonly mentioned in the literature exploring the coping strategies of parents of
children with cancer. Hence, it was meaningful and enriching to hear these examples
of appraisal-focused coping as part of the parents’ experience.

The second most used coping strategies reported by the participating parents
were problem-focused strategies, which can be listed as seeking external support,
moving, work related arrangements, planning ahead, avoiding sharing experiences
with other people, and changing scenery. When the parents were asked what they did
to solve the problems they encountered in this period, they did not directly mention
seeking support behaviors, moving, or quitting their job as a way of coping. Yet as

the interviews were analyzed, it became clear that the participating parents were
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actually solving their important problems through these actions. Hence, it was
deemed important to highlight these problem-focused coping behaviors in relation to
the coping strategies that parents of children with cancer utilizes.

Among the identified problem-focused strategy, seeking external support was
most commonly noted. They reported that they sought support from their extended
families, professionals and official institutions to meet their needs in this period.
Additionally, the participating parents reported that they moved to a different city
and experienced some changes related to their work, like quitting their job, all done
to overcome barriers to a better treatment process for their child. Additionally,
planning ahead was another problem-focused strategy that was reported by only one
participant in the current study.

These findings were consistent with the previous studies (Lyu et al., 2019;
Patterson et al., 2004; Usluoglu, 2018). Lyu et al. (2019) emphasized that the parents
of children receiving cancer treatment avoided discussions with their friends or other
family members because of two reasons. First, the parents did not want to worry their
friends or relatives. Second, the parents wanted to protect themselves emotionally
from the attitudes of their relatives or friends because parents thought they did not
know the process exactly. One of the participants of the current study shared the
exact sentiment as she stated that she did not talk about her experiences with others
because she did not want to get angered by their attitude. While this finding was
similar to the findings of the study by Lyu et al. (2019), this was not a commonly
highlighted coping strategy in studies in Tiirkiye. Other problem-focused coping
strategies, which were moving, work related arrangements and planning ahead, were
another highlighted type of strategy in other countries (Miedema et al., 2010;

Patterson et al., 2004) as well as Tiirkiye (Usluoglu, 2018).
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Participating parents also reported utilizing emotion-focused coping
strategies, which were being strong, crying, and avoidance. Most of the parents who
used emotion-focused coping strategies stated that they had to be strong to lead the
treatment process and meet the treatment needs. It was also reported that they cried
to relieve their difficult emotions. These two emotion-focused strategies were
emphasized in studies both conducted in Tiirkiye (Usluoglu, 2018) and other
countries (Miedema et al, 2010; Patterson, 2004). In the current study, overworking
or avoiding to hear from the doctors were also mentioned as forms of avoidance by
the participants. This strategy was also stated in previous studies (Miedema et al,
2010; Picci et al., 2015; Usluoglu, 2018).

Studies in other countries (Miedema et al, 2010; Picci et al., 2015) and also in
Tiirkiye (Giinay & Ozkan, 2019; Usluoglu, 2018) stated that substance use like
cigarette, alcohol or drug was commonly applied by parents of children with
cancer as a form of emotion-focused coping strategy. In this study, the participating
parents did not report that they used substance to cope emotionally. However, one of
the parents mentioned the use of substances among the parents and she said:

Friends [other parents in hospital] sometimes smoke, [ am going near them.

I've never smoked in my life, sometimes I say let's start! ... There is Mehtap

from Kayseri, I don't know if you've ever seen her, she says “I started after

my child's illness”. I'm trying hard not to start smoking.” (P8, Appendix H,

144).

Thus, it can be speculated that although our participants did not talk about substance

use, smoking exists as an emotion-focused coping mechanism among the parents of

children treated for cancer.
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5.1.6 Changes in perspectives of parents

During the interviews, the participants were asked what has changed in their
perspectives due to their child’s diagnosis and ongoing treatment. Their answers
suggested significant shifts in their awareness and attitudes.

While there were a limited number of studies exploring parents’ change
process through the disease or the positive outcomes of this taxing process, still there
were consistencies between our findings and the existing literature (Schweitzer et al.,
2011; Usluoglu, 2018). Parents tend to experience a strengthening in their family
ties, and they give more importance to family units after the cancer diagnosis and
through the treatment (Schweitzer et al., 2011; Usluoglu, 2018). Parents get to learn
what cancer is and its prevalence in society, and they perceive that as a significant
gain of the disease. Additionally, they get more aware about the importance of life
and a person's health. Small problems which they have encountered in daily life no
longer appear as important as they did before (Schweitzer et al., 2011; Usluoglu,
2018).

Moreover, two different dimensions of change that were expressed by the
participating parents were not commonly mentioned in the previous studies. One of
these changes was parents’ report of how their attitudes towards their children,
including the diagnosed one and others, has changed after the diagnosis. They said
they regretted not showing their love to their children enough and they wanted to
behave differently now. A study conducted in China by Siyu and Sang (2020)
highlighted that parents started to behave differently and show more affection to their
child more after the diagnosis. Researchers explained that parents spent more time
with their children and tried to have fun with them during the treatment process to

make the treatment process easier for their children through diverting the children’
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attention. However, in our case, our data pointed to a more general perspective
change, not a behavioral change to facilitate or ease up the treatment process. It
appeared that this increased appreciation for the child and willingness to show love
was associated with a shift in perspective towards life and living too.

Another finding was that the participating parents reported they gained
awareness about the people’s true character and understood who their real friend was
and who was not. Parents stated that they could not get support from the people from
whom they expected to receive help; on the other hand, people, whom they never
expected to help them, did. Parents pointed out that this understanding was
something they have gained through the process of their child’s diagnosis and
treatment. This type of an outcome of the process did not seem to be recognized in
the literature.

We suggest that it is important to look at parents’ experiences from a more
comprehensive perspective. As difficult as it can be for them to go through their
child’s cancer diagnosis and treatment, this period fosters change and growth. While
we cannot speculate whether these changes are long-term changes, presence of these

growth in parents’ journeys is noteworthy.

5.1.7 Exploring similarities and differences among participants
While there are many common experiences of parents of children with cancer, there
are also differences in their experiences in this period. In this section, their
experiences will be compared in terms of being a father or being a mother, their
child’s age, type of cancer and stage of the disease.

First, it is important to note that the numbers of the mother and father

participants in the current study were not close to each other and most of the
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participating parents were mothers, which will be recognized among the limitations
of the study. However, participants made a number of references to the experiences
of their family members which allowed us to make certain inferences.

In this study, there seemed to be a clear difference between mothers and
fathers with respect to their involvement in cancer treatment. It was observed that it
was mothers who generally led the diagnosis and treatment process of the children in
the hospital and they were more in control of the process. Both participants,
including one participating father, and the referred fathers who declined to participate
in the study suggested that mothers were more heavily involved in the process.

Most of the mothers stated that the fathers had to spend their time with work
while the mothers took care of the children. Also in the data recruitment process,
most of the referred fathers declining participation stated that the mother of the child
knew more about their child’s process and that the researcher should have
interviewed their wife instead of them. Although there are limited number of studies
focusing on the fathers of children with cancer all around the world, this point seems
consistent with the existing studies conducted in Tiirkiye (Ay & Akyar, 2020; Eyigor
et al., 2013; Giinay & Ozkan, 2019) and in other countries (Mogensen et al., 2022;
Nicholas et al., 2009). In a study focusing on the quality of life of parents of children
with ALL in Denmark, Finland and Sweden by Mogensen et al. (2022), mothers were
primary caregivers of these children and they were more in control of the treatment
process compared to fathers because the fathers generally spent time at work. In
another study conducted in Canada by Nicholas et al. (2009), the mothers were first
parents to meet the diagnosed child’s daily needs, and the fathers were responsible
for the long-term influences of the process. Studies conducted in Tiirkiye also

emphasized that mothers took more care of their child and spent more time with
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them in the hospital and fathers were often indirectly involved in process (Ay &
Akyar, 2020; Eyigor et al., 2013; Giinay & Ozkan, 2019). Based on these findings, it
can be speculated that differences in gender roles of mothers and fathers for caring
for their child with cancer is observed in Tiirkiye as well as other countries.

The target group of the current study was the parents whose child in cancer
treatment was of school-age. Ranging from 7 to 17, we have covered different
developmental stages. Neither parents’ reports, nor our analysis of the data did not
suggest differences for the participating parents’ experience based on their child’s
age. Neither challenges they faced, nor coping mechanisms they have utilized
appeared to be different for those who have younger or older children. Consistently,
previous studies showed that experiences of children and adolescents with cancer
were rather similar (Darcy et al., 2019; McLoone, 2021; Vena & Copel, 2021). In
that vein, it is not surprising that parental experiences of children and adolescents
with cancer are also similar.

Another variable that can differentiate parental experiences can be children’s
diagnosis, particularly the type and stage of the disease. The diagnosis of the children
of participating parents were osteosarcoma (n=5), acute lymphoblastic leukemia
(ALL, n=1), lymphoma (n=1), medulloblastoma (n=1), ewing sarcoma (n=1), soft
tissue sarcoma (n=1), meaning half of the participants’ children were diagnosed with
osteosarcoma while the other half was a cumulation of different types of cancer. All
of the participants stated their child received chemotherapy treatment. Except the
parents whose children were diagnosed with lymphoma and ALL, all parents
mentioned the surgical procedures were part of their child’s treatment, which was
observed to be a cause of additional stress for the parents. During the interviews.

participating parents also talked about different medical procedures that added to
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their distress. For example, one of the parents whose children were diagnosed with
ALL talked about the procedure known as spinal tap [lumbar puncture] and how
worrying it was for them to get this procedure done. There are limited studies in the
literature on the effect of specific treatment procedures on parents. However, a study
conducted in the US by Mangurian et al., (2018), focusing on the effects of bone
marrow transplants on parents, and another study in Tiirkiye by Karadeniz Cerit et al.
(2017), focusing on the effects of cancer surgery on parents, pointed at the stressful
nature of these procedures and suggested that going through such procedures may
cause severe distress for the parents. Thus, it can be speculated that the type of the
disease might be a factor that can differentiate the parent’s experiences, especially as
the type of the disease dictates which surgical or medical procedures would be
conducted. Each procedure might bring on different needs and burdens for the
parents.

In this study, the stages of the four children’s disease were not identified since
the participating parents reported not being informed about it. One child’s disease
was in the second stage, and the rest of them were in the third or fourth stage. Based
on the findings and researcher’s observation during the interviews, it can be said that
the prognosis of disease is another factor which influences the parents’ experiences
because some of the parents appeared hopeless and gave less examples about their
coping strategies while some of them expressed that they were quite hopeful about
the future. This finding also seems consistent with the existing literature. A study
conducted in Australia by Muscara et al. (2015) suggested that the severity of illness
and process of hospital stay were important factors which influenced parental stress
regardless of the stage of disease. Another study in Tiirkiye also supported these

findings and highlighted that the symptoms of the diagnosed children related to the
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illness in the treatment process was one of the factors influencing the parents’ quality
of life. How the treatment is unfolding appears to affect parents’ stress level

(Muscara et al., 2015).

5.1.8 Experiences of the parents from the lens of ecological system approach

It would be essential to examine our findings from the lens of Bronfenbrenner’s
ecological system approach, which had laid the theoretical foundation for the current
study. Studies emphasized that the ecological systems theory was useful to
understand the complexity of childhood cancer for all family members (Davies et al.,
2022), and it may also offer researchers an approach to reduce the health disparity
(Reifsnider et al., 2005).

As it was stated in the literature review, the ecological system model includes
five sub-systems, which are microsystem, mesosystem, exosystem, macrosystem and
chronosystem, and these systems form a nested structure (Bronfenbrenner, 1979). In
this study, the findings will be elaborated while considering the parents in the center
of the system.

According to Kazak et al. (2009), chronic illnesses can also be considered as
a concept in microsystems both for the children and their parents. When we look at
the microsystem level, there are reciprocal relationships between the parents and
children and they form each other’s microsystem (Kazak et al, 2009). This means
diagnosis of children may directly influence the experiences of the parents (Kazak et
al, 2009; Steele & Aylward, 2009). Current study provides examples for this
conceptualization. For example, our findings showed that witnessing the side-effects
of the treatment was a difficult experience for the parents. On the other hand, it was

also observed that diagnosed children supported their parents emotionally with their
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strong stance as a response. This situation may be an indicator of this reciprocal
relationship between the children and the parents at the microsystems level.

Also, home and the hospital environment created other major microsystems
of this structure and they had direct influences both on the children and the parents
(Steele & Aylward, 2009). For the current study, the hospital environment had
opposing effects on parents’ experiences: while being in the hospital could be a
source of challenge, it was also a source of support, mainly through the attitudes of
the health care professionals. On the other hand, parents mentioned their spouses’
and other children’s attitudes. These are important examples for the microsystems
and directly affect the experiences of the parents.

Mesosystem was a structure which included the interactions among the
different microsystems and would also indirectly affect the individuals
(Bronfenbrenner, 1979). In this study, the diagnosed child, other family members,
hospital, and cancer itself were different microsystems (Kazak et al., 2009). When
we look at how the interactions among these microsystems affect parents, it is
possible to observe significant examples. Based on the findings, the diagnosed
children were affected by the disease and its different treatment procedures.
Children’s relationship with the disease and their reactions to this process played a
significant role in parents' experiences. For instance, some participants stated that
chemotherapy causes hair loss and their child was upset about this situation, and it
was a difficult experience for them to see their child was sad about this issue. This
indirect effects of treatment on parents can be considered as an example of a
mesosystem.

Another larger social system which may indirectly affect the individuals is

the exosystem (Bronfenbrenner, 1979). When the findings were examined in terms of
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the exosystem, it is possible to observe several significant examples. The
participating parents mentioned their sources of support, social networks,
employment situation or community services, which may be included in the
exosystem of them (Steele & Aylward, 2009). Based on the findings all of these
points influence the experiences of the parents negatively or positively. For instance,
all of the participants mentioned their different sources of support and how these
resources made them relieved. Parents also talked about the work-related problems
and financial drawbacks of the process, that were the parts of the exosystem. Thus, it
can be said that if the structures in the exosystem work well, it becomes easier for
parents to handle this process.

The next system which includes all of the interactions among these different
systems is macrosystem (Bronfenbrenner, 1979). It is more complex and composed
of societal or cultural values, regulations, law and policies (Bronfenbrenner, 1979;
Steele & Aylward, 2009). When the experiences of the parents were examined, there
are a number of important remarks related to this system. First, all of the parents
mentioned their religious beliefs and it was observed that their belief played a
noteworthy role to cope with this experience. Second, the findings showed that the
families had to move to different cities because there were not enough treatment
options for the pediatric cancer in small cities in Tiirkiye, which could be considered
as an experience in macrosystem. Additionally, the parents also talked about some
financial burden caused by two reasons which were the expenses of the cancer
treatment that were not covered by the health insurance and the economic
fluctuations in Tiirkiye. These points are directly related with the political decisions

and regulations in Tiirkiye and affect the experiences of both parents and children.
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The last system in the ecological approach was chronosystem, which includes
the transitions and historical life changes of the individuals (Kazak et al., 2009).
When all the findings were considered, it can be said that cancer diagnosis and
treatment had become important transitions for all family members. They
experienced many changes in their lives in this period. The parents also talked about
their perspective changes about life and these could be an indicator that they
experienced a big transition. On the other hand, cancer treatment takes time and the
results of it create many changes for all family members in the long run (Kazak et al.,
2009; Steele & Aylward, 2009). However, the changes that would be experienced in
the long run could not be identified in the current study because the data was
collected only at one point during which the families were still in the treatment
process.

In summary, when our findings were considered, it can be said that childhood
cancer is a concept which should be examined from a detailed conceptual framework
(Davies et al., 2022). And Bronfenbrenner’s ecological system model provides us to
understand the experiences of parents of children diagnosed with cancer in detail
while considering their challenges, needs and resources both on an individual and

societal level.

5.1.9 Implications for counseling

As this study was conducted from a mental health perspective, it is important to
discuss the roles of the providers in the field of mental health counseling, specifically
of counselors who are general practitioners and school counselors. When the broader
literature is examined, it was seen that the team for the psychosocial support for the

children treated for cancer and their families includes professionals from different
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backgrounds such as doctors, nurses, social workers, psychologists and counselors
are seen as an integral part of the support team. Moreover, mental health providers
seem to play a significant role in the provision of psychosocial support to the
families (Chaudhuri et al., 2022; Wakefield et al., 2021; Young, 2018).

However, in medical settings in Tiirkiye, psychosocial support is expected to
be provided by psychiatrists, nurses and psychologists as informed by the regulations
of the Tiirkiye Ministry of Health, and mental health counselors are not a part of this
team. The findings of the current study have consistently reflected how counselors
were out of the parents’ experiences. Yet psychological counselors are fit to take part
in a very significant role in support of families going through childhood cancer for a
number of reasons including their values, perspectives, and skill sets.

As it was recognized in the introduction section, social justice is an important
counseling value and it refers to ensuring that all individuals have the same rights,
freedoms or services regardless of whether they have any individual differences (Lee,
2013). One meaningful way to promote social justice is to take steps to minimize
health disparity. United States National Cancer Institute (NCI, 2023) defines health
disparity as:

A type of preventable health difference that is closely linked with social,

political, economic, and environmental disadvantage. Health disparities may

occur because of race, ethnicity, sex, gender identity, sexual orientation, age,
religion, disability, education, income, where people live, or other
characteristics (NCI, 2023, NCI Dictionary of Cancer Terms section).
Buki and Selem (2012) emphasized that health disparity was an underestimated issue
in the field of counseling psychology but it needed to be looked at because
counselors’ values, knowledge and skills could create important resources to

overcome this disparity. Chwalisz (2008) in particular reflected on the reasons

counselors can play an important role to ensure social justice and prevent health
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disparity for people diagnosed with a chronic illness, including cancer. According to
Chwalisz (2008), counselors are equipped to carry out assessments for the needs of
people experiencing health disparity and also create employment domain or
community domain intervention programs for them. In addition to this, Chwalisz
(2008) stated that giving voice to disadvantaged people like those having chronic
illnesses was an important counseling value to promote social justice which can be
facilitated especially through conducting qualitative studies. The current study stands
out with respect to deepening our understanding of an important yet under-studied
disadvantaged population and giving voice to their experience. Moreover, findings of
the current study can be a resource for counselors to fight against health disparity and
social rights of families dealing with childhood cancer.

Similarly, counseling health psychology has the potential to contribute to the
field of clinical health psychology by considering wellness and prevention with
holistic approaches and counseling psychologists can offer new perspectives to
health psychology through the application of biopsychosocial models (Raque-
Bogdan et al., 2013). From this point, it could be a good idea that counselors use
International Classification of Functioning (ICF), which was mentioned in our
literature review. Because ICF offers a detailed guideline to understand people’s
functioning based on the biopsychosocial approach, it might be used as a statistical,
clinical, educational or policy tool (WHO, 2001). Therefore, a biopsychosocial
approach along with ICF would make it easier to understand the experiences of
children diagnosed with cancer. Through this approach, it is possible to create
effective prevention programs and make arrangements to meet the needs of these

children in the healthcare system and policies (WHO, 2007).
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Raque-Bogdan et al. (2013) also encouraged counseling psychology
programs to be re-designed in a way that would facilitate their contribution to health
care settings. We support this invitation and recommend the field of psychological
counseling in Tiirkiye to be more intentional in incorporating health psychology to
the program. Getting counselors equipped to reflect on, work with and conduct
studies on health psychology would facilitate counseling's presence in health services
and would benefit patients and their families in their health journeys.

When it comes to the school contexts, there are a limited number of studies
focusing on the contribution of school counselors to the process of diagnosis and
treatment for children with cancer and their families. Karayanni and Spitzer (1984)
reflected on the roles that school counselors can take on to serve children diagnosed
with cancer. Authors stated that the school counselors should be aware of the needs
of the children and they can play three different roles of a coordinator, a resource
person and a counselor. The school counselor should coordinate the communication
among child, family and medical staff, and keep up to date information about the
medical, psychosocial, and counseling needs of the child. In addition, school
counselors are seen as holding the responsibility for monitoring and supporting the
child's functioning both in and outside of the school through the treatment period.

In the current study, a few of the participants reported receiving support from
the school staff, including the school counselors. Yet, most of the participants did not
even mention the school context, let alone reflecting on school counselors as a source
of support. It almost seemed like they did not regard school as a part of their process.
However, the pediatric cancer studies highlight school support as one of the
psychosocial standards of care for the children diagnosed with cancer (Klein et al.,

2022). Established standards suggest that school staft, especially teachers should
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have a clear understanding of the physical, social, emotional and also academic
needs of these children (Klein et al., 2022). Yet school administration and teachers do
not necessarily know what a crucial role they can play or how to work with these
children. School counselors can be instrumental in both raising awareness and
supporting administration’s and teachers’ engagement with the children.

In Tiirkiye, a recent study suggested that 698,406 children were diagnosed
with a chronic illness, with the most common chronic illnesses among school-aged
children being asthma, cancer, cystic fibrosis, cerebral palsy, chronic kidney failure,
malnutrition, diabetes, epilepsy, autism, obesity, and attention deficit and
hyperactivity disorder (Cakir & Altay, 2021). Despite the large number of school-
aged children diagnosed with a chronic illness, studies focusing on the role of school
counselors in supporting the chronically ill students are scarce. One study exploring
the school counselors’ and teachers’ attitudes towards the chronically ill students
indicated that school counselors and teachers did not have enough information about
the needs and rights of the children with chronic illnesses (Sakarya, 2003). Since this
study was conducted some years ago, there is a need for up-to-date studies on this
subject. Specific studies or guidelines explaining how school counselors support the
children with chronic illness and their family members appear to be lacking as well.

In schools, risk maps are known as a tool utilized by school counselors to
identify the children having special needs (Tokyay, 2022). By using this tool, it is
possible to determine some of the needs of children diagnosed with cancer. For
instance, risk maps include items related to chronic illnesses, financial difficulties, or
family related problems, which overlap with some of the common struggles of
families dealing with childhood cancer. Through risk map implementation, school

counselors may have an opportunity to identify such challenges experienced by these
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children and their parents earlier and it may be an effective early step to create an
intervention program for these children and their families.

In addition to the implementation of the risk maps, school counselors may
also be a part of a unit preparing an individualized education program (IEP) for the
children diagnosed with cancer based on the guideline of home and hospital
education services directives by Tiirkiye Ministry of National Education (Tiirkiye
Ministry of National Education, 2023). However, this guideline does not explain the
specific roles of the counselor but just gives them the responsibility of preparation
and implementation of IEP. From this point, it can be suggested that the roles of
school counselors in Tiirkiye are not well identified and comprehensive studies
focusing on the needs of children diagnosed with chronic illness in school and also
their parents are needed. In addition, it is also needed to establish a psychosocial
standard of care for the children with cancer in Tiirkiye in a way that acknowledges
and promotes the role of a school counselor. It is regretful that the potential
contributions of this very important source of support and coordination might have

gone unnoticed by the parents as well as the authorities in our country.

5.2 Limitations of the study

Limitations of the current study can be grouped into four. First, findings of the
current study have limited generalizability. Both the sample size and sampling
method contributes to this limitation. As a qualitative study, aiming to develop an in-
depth understanding of the experiences of a small group of people, we had a limited
number of participants. And the snowball sampling method meant the participating
parents of the current study were reached via the researcher’s social network and

then referral of one another. Participants knew each other through the public and
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foundation hospitals at which their children were treated. Thus, their experiences in
the medical setting may be similar and more reflective of their setting than their
individual experiences, further limiting the extent to which findings can be
generalized to the population of all parents of children with cancer. However, the
convergence of our findings with the existing literature and the differences among
participants do suggest that our data was rich and valid.

Small sample size also meant very limited numbers of participants for the
different types and stages of the disease. Hence, the current study did not have the
means to explore the ways in which parents’ experiences may change based on the
type or stage of the disease. In addition, the current study had a wide age-range for
the participants’ children. Hence, the way the child’s developmental needs shape the
parents’ experiences could not be differentiated. Caution must be exerted when
interpreting the findings.

Another limitation of the study stemmed from the imbalance between the
number of women and men participants. A common limitation of studies focusing on
experiences of parents of children with cancer, we were able to reach more mothers
and the number of fathers was very limited. Therefore, we have limited information
about what fathers of children and adolescents with cancer experience and whether
their experiences differ when compared to the experiences of mothers.

Lastly, four of the participating parents preferred to conduct their interviews
in a public space where others were present around the participants and the
researcher. Presence of others in an earshot might have limited the way these four

participants expressed themselves openly and freely.
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5.3. Future recommendations

This study aimed to increase the visibility of parents of children and adolescents
with cancer. Understanding the lived experiences of these parents would have
implications for healthcare professionals, policy makers, and researchers. Our

specific recommendations for each group will be detailed in this section.

5.3.1 Recommendations for healthcare professionals

As it was stated in the literature and also supported by our findings, the attitude and
competency of the healthcare professionals is a significant issue for the parents of
children treated for cancer. Providers’ caring and flexible approach has become a
resource for the parents. Yet the healthcare professionals outside of the field of
oncology or hematology appear to be less aware of the parents’ needs and
vulnerability compared to the providers in the field of oncology or hematology.
Childhood cancer should be approached from a multidisciplinary lens and experts in
other fields should be informed about the childhood cancer and needs of families so
that the relationship with healthcare professionals does not create an additional
burden for the parents.

Particularly mental health professionals have key responsibilities for not only
the children diagnosed with cancer but also their families. First, counselors should be
aware of their role of advocacy to protect health disparity for these children and their
families and promote social justice. They may be a part of preventative intervention
plans for this unique population under significant distress.

Additionally, as it was mentioned before, school counselors can be a powerful
resource for the families experiencing childhood cancer through providing support,

leading coordination of services, and facilitating communication between the
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families and stakeholders including teaching staff, administration and other students,
especially classmates. The roles of school counselors for the children with chronic
diseases are not well defined in Tiirkiye, nor is consistently covered in counselor
education; hence, their personal efforts to increase their awareness about childhood
cancer and take action to support such families becomes more important to bridge the

existing gap.

5.3.2 Recommendations for policy makers

As it was recognized in Bronfenbrenner’s macrosystem, the issue of childhood
cancer cannot be considered independently of the policies and laws of the country.
Findings of the current study showed that childhood cancer puts a significant burden
on the parents’ shoulders and yet systemic steps can be taken to ease the burden and
support the families.

Based on the findings, parents have long waiting periods until their child’s
diagnosis in public health care services in Tiirkiye. These long waiting periods not
only allow the disease to progress, but it also causes additional emotional burden for
the parents who have to tolerate high levels of uncertainty and fear. Health care
policy makers in Tiirkiye have the power and responsibility to minimize the waiting
time caused by the systemic inefficiencies.

Moreover, as it was stated in the literature, the psychosocial assessment and
support is a very important issue to protect the children and their families from
negative outcomes of the cancer diagnosis and treatment process. Recognizing and
implementing internationally-established standards for psychosocial care in pediatric

cancer could make a difference for families going through childhood cancer.
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After their child’s are diagnosed with cancer, new challenging experiences
await the parents. For example, those who lived in small towns need to move to a big
city for better treatment options; and shelter, which is one of the most basic human
needs, becomes a problem along with an array of financial, social and emotional
problems for all family members. Because of this reason, the policy makers are
invited to provide a comprehensive intervention plan for the families suffering from
childhood cancer.

Another challenge which was stated by the participants was the lack of the
support for the practical needs. To overcome this challenge, parents might be offered
respite care services which would enable them to take a break and prevent very-

likely exhaustion.

5.3.3 Recommendations for researchers
This qualitative study was conducted to provide an in-depth portrayal of the lived
experiences of the parents of children and adolescents with cancer, and in that spirit,
data was collected from a very small sample. In order to generalize findings for the
larger population, studies with larger sample sizes are needed. Larger sample sizes
would also allow comparisons such as whether the experiences of parents vary
depending on the use of private or public health services, or type or stage of the
cancer with which the child is diagnosed. Information obtained from such studies
would guide the design and delivery of suitable intervention programs.

In the literature, studies focusing on the experiences of fathers of children
with cancer are scarce compared to the experiences of mothers. It would be
beneficial to understand what fathers experience in the process of their child’s

diagnosis and treatment and make their experiences and needs more visible. In
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addition, the existing literature can be enriched through exploring the changes and
growth experiences of parents as they go through their child’s treatment process.
Whether the observed changes remain long-term can be explored as well.

In addition to the experiences of the fathers, studies regarding the experiences
of siblings of the children diagnosed with cancer are very limited both in Tirkiye and
in other countries. Based on the parents’ expressions, it is clear that siblings have
experienced their share of challenges in this period. These unique experiences are
worth examining in the future as it would give us a more comprehensive picture of
the ecological landscape of childhood cancer. Another point which is limited in
current literature globally and worth investigating might be examining the
experiences of family members and diagnosed children in the same study and
comparing their experiences so that it can be observed how the same phenomenon
can have different meanings in a family.

Moreover, there are a limited number of studies focusing on the role of
psychological counselors for childhood cancer in the literature. The importance of
counselors, especially of school counselors, is not well known and their roles need to
be explained clearly and in detail, especially in Tiirkiye. Studies investigating roles
and responsibilities of the counselor can make a significant contribution to the
literature which would serve to inform policy-makers and healthcare providers and
support the wellness of children with cancer and their parents. Counselor attitudes
towards and competency with pediatric cancer is also not known. Future studies can
focus on the attitudes, knowledge and skills of school counselors about childhood
cancer. Counselors’ training needs to increase their competency in supporting

children with cancer and their parents can be established.
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5.4. Conclusion

In conclusion, this study aimed to understand the lived experiences of parents of
children and adolescents with cancer in Tiirkiye from the perspective of mental
health and within the framework of Bronfenbrenner’s ecological systems theory. It
showed that parents experienced a number of physical, social and emotional
difficulties and their lifestyle and daily routines have changed after the diagnosis. It
was also observed that parents needed financial, information, practical, and

psychological support in the diagnosis and treatment period.

This study also showed that parents had a number of sources of support and
strategies to cope with this period. All of the parents stated religion was one of the
most important sources of support for them. Extended family and friends, healthcare
professionals, school, diagnosed child, spouses, non governmental organizations,
official institutions, other parents whose children were diagnosed with cancer and
workplace were other resources which were perceived as social, emotional, and
financial support by the participating parents. Additionally, all of the parents reported
utilizing at least one coping strategy in this period and they gave different examples
reflecting the appraisal-focused, emotion focused, and problem-focused coping

strategies.

In this study, the participating parents also highlighted that they experienced
some changes in their perspective after their child was diagnosed with cancer. Shift
in attributed importance, changed attitudes towards the children, awareness about the
family unit, awareness about cancer as a disease, and learning that people are not
who you expect them to be were among the changes which were stated by the

parents.
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When the findings of the current study were discussed in the light of the
literature, it can be said that there were common experiences of parents of children
with cancer in Tiirkiye and other countries. However, the results also suggested the
presence of a few cultural differences and parental experiences that appeared to be

unique to Tiirkiye.

Consistent with Bronfenbrenner’s ecological approach, findings reflected the
microsystems shaping parents’ experiences as well as larger systems including
mesosystem, exosystem, macrosystem, and chronosystem. Interaction between
systems were evident in the obtained results and future studies investigating
childhood cancer are recommended to continue utilizing such comprehensive

frameworks to capture families’ experiences.

Lastly, the findings of the current study might be informative for the mental
health counselors. It made the experiences and the needs of parents of children with
cancer visible and the roles of counselors and implementations for them were
discussed. With this respect, it might be beneficial to understand social justice and

health disparity from the lens of psychological counselors.
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APPENDIX A

DEMOGRAPHIC INFORMATION FORM (ENGLISH)

Demographic Information Form

Mother/Father:

Total number of Children:

Ages of Children:

Current Age of the Diagnosed Child:

Date of Birth:

Sex:

Child’s Diagnosis:

Stage of the Disease:

Date of Diagnosis:

Types of Treatment (Chemotherapy, Radiotherapy, etc.)
Start Date of the Treatment:

Did you receive psychosocial support during this process? Yes No

If yes, can you indicate what kind of psychosocial support you received?
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APPENDIX B

DEMOGRAPHIC INFORMATION FORM (TURKISH)

Demografik Bilgi Formu

Anne/Baba:

Toplam Cocuk Sayist:

Cocuklarin Yaslar1:

Tan1 Alan Cocugun Bugiinkii Yast:

Dogum Tarihi:

Cinsiyeti:

Tan1 Alan Cocugun Tanist:

Hastaligin evresi:

Teshis Tarihi:

Alinan Tedavi Cesidi (Kemoterapi/Radyoterapi, Vb.)
Tedaviye baslama tarihi:

Bu siirecte psikososyal destek aldiniz mi1? Evet  Hayir

Yanitiniz evet ise ne tiir bir psikososyal destek aldiginizi belirtebilir misiniz?
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APPENDIX C

INTERVIEW PROTOCOL (ENGLISH)

Before starting the interview questions, the above-mentioned demographic
information will be gathered from the participants. Permission for video recording
will be obtained by reminding the participants that their identity information will be
kept confidential within the scope of the privacy policy. If s/he gives permission for

recording, the following interview questions will be asked.

Interview Questions
I aim to understand the experiences of parents of children undergoing cancer
treatment. Can you tell us a little about your story in this process?
Opening Questions:
What did you experience when you learned that your child was diagnosed with
cancer?
Can you describe being a parent of a child receiving cancer treatment?
What changes in your life compared to before your child was diagnosed with cancer?
What challenges did you experience in the diagnosis and treatment process?
How has your family been affected by this process?
What do other family members experience in this period?
Opening Questions:
If you think about the physical, social, emotional aspects, what did other family
members experience?
How were your experiences with the health care professionals?

How did you cope with this situation?
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Opening Questions:

What thoughts and attitudes did you adopt as an effort to cope with the difficulties
you experienced throughout this process so far?

Can you share what you have done as an effort to solve the problems you have
encountered throughout this process so far?

Can you share what you have done to cope with the emotional difficulties that this
process brings?

What is the helpful support for you in this period?

Opening Questions:

How did your family/friends support you?

If you think about social, emotional and financial support, what kind of resources
have helped you?

Did your educational institution and school psychological counseling and guidance
unit support you in this process?

What kind of support would make this process easier for you?

Opening Questions:

If you think about social, emotional and financial support, what other support from
your family/friends/health professionals/school administration would make this
process easier for you?

You talked about the changes you experienced during this process. When you think
about where you started and where you are now, what has changed in your
perspective, both positive and negative?

Opening Questions:

What positive and negative changes do you think have occurred in your perspective

on yourself / others / your environment / the world?
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APPENDIX D

INTERVIEW PROTOCOL (TURKISH)

Goriisme sorularina baglamadan once, yukarida belirtilen demografik bilgiler
katilimcidan alinacaktir. Katilimciya gizlilik ilkesi kapsaminda kimlik bilgilerinin
sakl1 tutulacag: hatirlatilarak, kayit icin izin alinacaktir. Izin vermesi halinde

asagidaki goriigme sorularina gecilecektir.

Goriisme Sorulari
Kanser tedavisi goren ¢cocuklarin ebeveynlerinin deneyimlerini derinlemesine,
anlamaya c¢aligtyorum. Siz bu siirecteki hikayenizden biraz bahsedebilir misiniz?
Agict Sorular:
Cocugunuzun kanser teshisi aldigin1 6grendiginizde neler deneyimlediniz?
Kanser tedavisi goren bir cocugun ebeveyni olmak nasil bir deneyim?
Cocugunuz teshis almadan onceki yasaminiz ile kiyasladigimizda hayatinizda neler
degisti?
Teshis ve tedavi siirecinde hangi zorluklarla kargilastiniz?
Aileniz bu stiregten nasil etkilendi?
Diger aile tliyeleri bu siiregte neler yasadi?
Acici Sorular:
Fiziksel, sosyal, duygusal yonlerini diisiinecek olursaniz, diger aile liyeleri neler
deneyimledi?
Saglik profesyonelleri ile deneyiminiz nasildi?
Kullandiginiz hangi yontemler bu siirecte yasadiginiz zorluklarla basa ¢ikmaniza

yardimci oldu?
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Acis1 Sorular:

Bu siirecte yasadiginiz zorluklar ile basa ¢ikarken hangi diisiince, tutum, ve
inanglardan faydalandiniz?

Bu siirecte karsiniza ¢ikan problemleri ¢6zmek adina yaptiklarinizi paylasir misiniz?
Bu siirecin getirdigi duygusal zorluklarla basa ¢ikmak i¢in yaptiklarinizi paylasir
misiniz?

Bu siirecte ne gibi kaynaklar size destek oldu?

Acici Sorular:

Aileniz/Arkadaslariniz nasil destek oldu?

Sosyal, duygusal, maddi destekleri diisiinecek olursaniz, ne gibi kaynaklar size
yardimci oldu?

Egitim kurumunuzun ve okul psikolojik danisma ve rehberlik birimi bu siirecte size
destek oldu mu?

Sizin i¢in ne tiir bir destek bu stireci daha kolaylastirici kilard1?

Agici Sorular:

Sosyal, duygusal, maddi destekleri diisiinecek olursaniz,
ailenizden/arkadaslarinizdan/ saglik profesyonellerinden/okul yonetiminden ne gibi
baska destekler olmasi sizin i¢in siireci daha kolay kilardi?

Bu siirecte yasadiginiz degisikliklerden bahsettiniz. Nereden baslayip, nereye
geldiginizi diistindiigiiniizde bakis a¢inizda olumlu ve olumsuz olarak neler degisti?
Acici Sorular:

Kendinize / baskalarina / ¢evrenize / diinyaya bakis acinizda olumlu ve olumsuz ne

degisiklikler oldugunu diistiniiyorsunuz?
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APPENDIX E

INFORMED CONSENT FORM (ENGLISH)

Supporter Institution: Bogazi¢i University

Research Name: Lived Experiences Parents of Children and Adolescents With
Cancer in Tiirkiye

Project Advisor: Assist. Prof. Gizem Toska

E-mail:

Phone Number:

Name of the Researcher: Siimeyye Ozdemir

E-mail:

Phone Number:

Dear Parents,

This research aims to investigate the lived experiences of parents of children
receiving cancer treatment in Tiirkiye. The study is conducted by Siimeyye Ozdemir,
a master’s student in the Guidance and Psychological Counseling Program at
Bogazici University under the supervision of Assist. Prof. Gizem Toska.

If you agree to participate in the study, an appointment will be scheduled for the
interview. Our face-to-face interview will include approximately 15 questions and is
planned to last 40-45 minutes.

In order to analyze data, an audio recorder will be used if you give your consent. If
the use of an audio recording is not suitable for you, the interview will be recorded
through taking notes by hand. Your personal information will be kept confidential in
this research. The obtained information will be saved in an encrypted USB belonging
to the researcher. Your full name will not be mentioned in the data collected during
the interviews, and the data will be analyzed under the pseudonym assigned to you.
The collected data will be open only to the above-mentioned researchers. This
research will be conducted for scientific purposes, and the data will be utilized only
in a scientific setting (journal, conference, etc.).

Participation in this study is completely voluntary. No prize or fee will be offered as
compensation. You have a right to withdraw your consent without any reason at any
stage of the study. In this case, the audio records and/or notes will be destroyed. It is
not expected that this research puts you at risk.
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Before signing this form, you can ask questions about the study. If you want to get
additional information later, you can contact Assist. Prof Gizem Toska or Siimeyye
Ozdemir. Additionally, about your rights, you may contact the Bogazigi University
Ethics Committee for Master and PhD Theses in Social Sciences and Humanities
(SOBETIK).

I, (name of the participant)............c........ read the above text, | understand the scope,
the purposes, and requirements of this study as a volunteer participant. | had the
opportunity to ask questions about the study. I understand that I can leave this study
whenever | want and without having to give any reason, and that | will not face any
negative consequences if | quit.

| agree to participate in this research voluntarily, without any pressure or coercion.

I have / do not want to receive a sample of this form (In this case, the researcher keeps
that copy).

Name of the PartiCIPant: ...
RS [ SRS
E-mail™: o

Date (day/month/year): ....../c....../vcceeeeenee.

[ 1 accept the audio recording.

*1f you want to know the result of this study, please share your email address with
us.
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APPENDIX F

INFORMED CONSENT FORM (TURKISH)

KATILIMCI BILGI ve ONAM FORMU

Arastirmay1 destekleyen kurum: Bogazigi Universitesi

Arastirmanin adi: Tirkiye’deki Kanserli Cocuk ve Ergen Ebeveynlerinin Yasanmis
Deneyimleri

Proje Yiiriitiiciisii: Dr. Ogretim Uyesi Gizem Toska
E-mail adresi:

Telefonu:

Aragtirmacinin adi: Siimeyye Ozdemir

E-mail adresi:

Telefonu:

Sevgili Ebeveynler,

Bu arastirma, kanser tedavisi goren ¢ocuklarin ebeveynlerinin yasadigi deneyimleri
belirlemeyi amaglamaktadir. Arastirma, yiiksek lisans tezi kapsaminda Bogazici
Universitesi Rehberlik ve Psikolojik Danigmanlik programi yiiksek lisans dgrencisi
Siimeyye Ozdemir tarafindan, Dr. Ogretim Uyesi Gizem Toska danismanlhiginda
yiiriitiilmektedir.

Bu calismaya katilmayi kabul ettiginiz takdirde gériismeniz i¢in randevu
planlanacaktir. Yiizylize olarak gerceklesecek goriismemiz yaklagik 15 soru
icermekte olup 40-45 dakika siirmesi planlanmaktadir.

Onay verdiginiz takdirde, verilerin analizini yapabilmek adina ses kaydi alinacaktir.
Ses kaydina onay vermek istemezseniz goriismeler not tutularak kaydedilecektir. Bu
aragtirmada kisisel bilgileriniz gizli tutulacaktir. Sizden alinan bilgiler sadece
arastirmaciya ait, sifreli bir harici bellekte tutulacaktir. Goriismelerde toplanan
veriler i¢inde adiniz gegmeyecek, veriler size atanmis kod isim altinda analiz
edilecektir. Verilere erisim sadece yukarida adi1 gegen arastirmacilara agik olacaktir.
Bu aragtirma bilimsel bir amagla yapilacaktir ve veriler yalnizca bilimsel bir ortamda
(makale, konferans vs.) kullanilacaktir.

Bu ¢aligmaya katilmak tamamen goniilliiliik esashidir. Caligmaya katilmaniz
durumunda size herhangi bir ticret 6denmeyecektir. Katildiginiz takdirde ¢calismanin
herhangi bir agamasinda herhangi bir sebep gostermeden onayinizi ¢ekme hakkina da
sahipsiniz. Bu durumda sizden alinan ses kaydi ve notlar imha edilecektir. Yapmak
istedigimiz arastirmanin size risk getirmesi beklenmemektedir.
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Bu formu imzalamadan once, ¢alismayla ilgili sorularinizi sorabilirsiniz. Daha sonra
ek bilgi almak istediginiz takdirde Dr. Ogretim Uyesi Gizem Toska veya Siimeyye
Ozdemir ile temasa gegebilirsiniz. Ayrica arastirmayla ilgili haklarmiz konusunda
Bogazici Universitesi Sosyal ve Beseri Bilimler Yiiksek Lisans ve Doktora Tezleri
Etik Inceleme Komisyonu’na (SOBETIK) danisabilirsiniz.

Ben, (katilimcinin adi) ......cccooeveeveeiieiiiiicieeie , yukaridaki metni okudum ve
katilmam istenen ¢alismanin kapsamini ve amacini, goniilli olarak {izerime diisen
sorumluluklar1 tamamen anladim. Calisma hakkinda soru sorma imkani buldum. Bu
caligmay1 istedigim zaman ve herhangi bir neden belirtmek zorunda kalmadan
birakabilecegimi ve biraktiZim takdirde herhangi bir olumsuzluk ile
kargilasmayacagimi anladim.

Bu kosullarda s6z konusu arastirmaya kendi istegimle, hi¢bir baski ve zorlama
olmaksizin katilmay1 kabul ediyorum.

Formun bir 6rnegini aldim / almak istemiyorum (bu durumda arastirmaci bu kopyay1
saklar).

Katilmemnin Adi-Soyadi: ......cocoiiiiiiiiiiieee e
IMZASILE oot
E-POSTa™ . oo

Tarih (giin/ay/yil): .../ ccccccif oo

[1 Ses kaydi alinmasini kabul ediyorum.

*Eger aragtirma sonucunu 6grenmek istiyorsaniz liitfen mail adresinizi bizimle
paylasiniz.
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APPENDIX G

ETHICS COMMITTEE APPROVAL

Evrak Tarih ve Sayisi: 10.11.2022-97035

TC.
BOGAZICI UNIVERSITESI

SOSYAL VE BESERI BILIMLER YUKSEK LISANS VE DOKTORA TEZLERI ETiK INCELEME

Toplant1 Sayist
Toplanti Tarihi
Toplant1 Saati
Toplant1 Yeri
Bulunanlar

Bulunmayanlar

Siimeyye Ozdemir
Egitim Bilimleri

Saymn Arastirmaci,

KOMISYONU
TOPLANTI KARAR TUTANAGI

36

09.11.2022

16:00

Zoom Sanal Toplanti

Dog. Dr. Arhan S. Ertan, Dog. Dr. Senem Yildiz, Dr. (")gr. Uyesi Yasemin Sohtorik ilkmen, Dr.
Ogr. Uyesi Aysegiil Metindogan

Prof. Dr. Feyza Corapgt, Dr. Ogr. Uyesi Harun Muratogullar

"Lived Experiences of Parents of Children and Adolescents with Cancer in Tiirkiye" baslikl projeniz ile ilgili olarak

yaptiginiz SBB-EAK 2022/77 sayili bagvuru komisyonumuz tarafindan 9 Kasim 2022 tarihli toplantida incelenmis

ve uygun bulunmustur.

Bu karar iiyelerin toplantiya gevrimigi olarak katilimi ve oy birligi ile alimmistir. Onay mektubu tiye ve raportor olarak

Yasemin Sohtorik Ilkmen tarafindan toplantiya katilan biitiin iiyeler adina e-imzalanmustir.

Saygilarimizla, bilgilerinizi rica ederiz.

Dr. Ogr. Uyesi Yasemin
SOHTOR_iK ILKMEN

. e-imzaldir
Dr. Ogr. UyesiYasemin Sohtorik

ilkmen

Ogretim Uyesi
Raportor

SOBETIK 36 09.11.2022

Bu belge, giivenli elektronik imza ile imzalanmistir.
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APPENDIX H

QUOTATIONS (TURKISH)

Buna ne sdylenir ki? Ben zaten duydugum giin baska bir diinyaya gecis
yaptim gercekten. Bugline kadar benim ¢ektigim sikinti az boz degildi ama
bir sey ¢ekmemisim ben demek ki, hi¢bir derdim yokmus benim. Yani
bunlar1 ben gozetince, ¢ok agir bir sey, sonunu goéremiyorsun. Bir tiinelde
karanligin igerisindesin ama higbir 151k gdremiyorsun, sonucunu bilmiyorsun.
(P5)

Diinyadan koptum, kanatlarim koptu yani, her seyden koptum. (P10)

Ya cok zor anne olabilmek gercekten. Deneyim olarak siirekli onun
karsisinda giiclii durmak zorundasin. Yani aglasan bile belli etmemek
zorundasin ¢iinkii fark ediyor her seyi, lizgiin oldugunda fark ediyor. Yani
giiclii olmaliyiz, alistik artik siirece zaten ¢ilinkii 2. yilimiz oldu tedavi
siirecinde. Su anda iste bilemiyorum, ¢iinkii hem evde sey oluyorum hem

burada ¢ok yoruluyorum ama mecbur ayakta durmaliyiz. (P6)

Zor, zor yani. Hakikaten 16semi oldugunu 6grenip, evladini kaybetme
cizgisinde gidip gelmek gercekten hem anne i¢in hem baba i¢in de zor. Hayat
devam ediyor, miicadele etmen lazim, dik durman lazim. (P1)

Cok zordu. Yani ¢ocuk agliyor, bagiriyor, yemek yiyemiyor ciinkii agrilari
atak seklinde geldigi i¢in. ¢linkii gotiiriiyoruz hicbir sey yok, anlatiyoruz
agrilarinin nerede oldugunu anlatiyoruz, aciller hicbir sey yapmiyor.
Caresizlik cok kotii bir seydi. Belki de hani ne oldugunu bilip de tedaviye
baslamak da bizi biraz rahatlatti. (P4)

[Doktor] Al {iniversite hastanesine gotiir dedi. Ben de ¢ocugumu aldim,
{iniversite hastanesine gotiirdiim. Universite hastanesinde de iste 1,5-2 ay
oyalandik orada. Hani siipheleniyorlardi ama tam teshis konulamiyordu.
Biraz geg isliyordu siireg. (P6)

Cok zor bir siiregti hocam. Zaten bizim s0yle oldu, dnce size sdyle anlatayim:
[k bacag: agridiginda, alip biz onu doktora gétiirdiigiimiizde eger tanisini
bilseydik erken davranirdik ama biraz doktorlarin yanilmasina denk geldik
biz. 2 ay, 2,5 ay bosu bosuna gidip geldik. O siirecte de tabii kitle biiylimeye
basladi, 2,5 ayimiz oyle gecti. (P7)

[k 6grendigimde zaten ne yatabiliyorsun ne hig seyin yok yani, diinya basina
yikilmis sanki boyle. (P6)
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10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

Hastane basima yikildi. Hi¢ beklemedigim bir sey yani. (P10)

Cok kotiiydii ¢iinkii bizde hi¢ 0yle bir sey yok. Ailemizde, siilalemizde hig
Oyle bir sey yok , yani hi¢ dyle bir hastalik yok. Kabul etmek edemedim
zaten, hani yoktur dedim, degildir dedim. Ama hayat iste, cok zor oldu. (P9)

Mesela ben sdyleyemedim, kendime bile sdyleyemedim. “O hastalik”
diyorum ya da “kotii hastalik” diyorum. O hastaligin ismi ne? Bilmiyorum.
Cocugumla ismini yan yana yakistiramadim, konduramadim. (P2)

Yani ilk duydugum anda yikildim, ailece yani hepimiz. Ben olayim, esimin
ailesi olsun, kendi ailem, ¢ocuklarim... Cok zor bir siirece girdik
duydugumuzda. Kabullenemiyorsun daha dogrusu. Ama bilmiyorum, zordu.
(P7)

Cok yipratictydi. Ben kendimi ¢ok zorladim. Nasil bu kadar kor oldum, nasil
goremedim, nasil hissetmedim? Yani kendime ¢ok kizdim. (P2)

Ama ilk 2 ay falan ¢ok zor oldu benim igin. Siirekli kavga ettim kendimle.
(P9)

[k 6 aylik seriiven bizim igin ¢ok zor gecti. Yani gercekten zor gecti. Ama
hani kizimi1 ben yanilmiyorsam 4-5 sefer kaybetme riskiyle kars1 karsiya
kaldim diyeyim. (P1)

Hani kaybetme korkusu var ya! Diisiincesi bile ¢ildirtici. O fikir bile!
Kaybetme korkusu o kadar koétiiyse, gercekten kaybettiginde ne olacak? Hani
bir anne i¢in delirmek herhalde liiks, delirsem kurtulacagim. (P2)

O daha ¢ok kiiciik yani, o acilara, o seylere dayanamaz diye ben ¢ok liziildiim
ilk duydugumda. Ondan birden 6lecegi aklima geldi. Bilmiyorum nedense.
Zaten duydugumda hastaneden ¢iktim, bir 10-15 dk disarida bekledim. Cok
kotli olmustum. (P5)

Ben sunu diisiindiim Allah peygamber efendimize [Hz. Muhammed] yedi
tane evlat vermis, bu yedi tanesinin altisin1 kendi eliyle topraga gommdis. ...
Yani bunu, ¢ocugu Allah verdigi zaman bize sormadi. Bizden aldig1 zaman
da sormayacak. Siikiirler olsun ama. Her zaman siikrediyorum ama kolay bir
siire¢ degil yani. (P3)

Ben kendimden gectim. “Allah’im sen bu cani al, cocuga ver, ben sadece
cocuga bakayim.” diyordum. Bazen yanina oturuyorum, elini tutuyorum.
Babasi diyor ki sanki kagacak, bir yere gidecek. (P10)
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20.

21.

22.

23.

24.

Koti huylu oldugu ortaya ¢ikti. Kotiiydii o siire¢! Cocuga nasil sdyleyecegim,
ben sdyleyemem dedim doktora. Ya da sdylemek de istemedim aslinda,
dedim ki sdylemeyelim, tedavi olsun. Bilmeden olsun. O da sey dedi, olmaz
dedi, bilmesi lazim, sonugta kiiciik cocuk degil, yapilan islemleri gorecek,
kemoterapiyi gorecek, kendi arastirip illaki 6grenecek dedi. Soylemeniz
gerekiyor dedi (P2)

“Ben tedavi olmak istemiyorum, saglarim da dékiilsiin istemiyorum. Eve
gidelim.” dedi. Iste orada zaten bir koptuk. O aglamaya basladi, ben
agliyorum. Ikna olmaktan bagka sans1 yoktu ki! Siirecimiz oyle bagladi. (P2)

Tabii biz bu siiregte Sena’ya nasil anlatacagiz, nasil sdyleyecegiz, hani
korkacak mi1? diye Feride [annenin onkoloji hemsiresi bir arkadasi] ile bunu
bayag1 bir konustuk, biraz Sena’y1 hazirladik. Ik énce ben kendimi
hazirladim tabii. Aile olarak bu siireci nasil atlatacagiz, Sena’ya higbir sey
olmamis gibi, normal bir hastalikmig gibi, hani destekleyerek Sena’y1 bir
sekilde bunu anlatacagiz. Sena tabii ¢ok irdeleyen, ¢cok merakli bir cocuk ve
her seyi 6grenmek isteyen bir ¢ocuk, ne oldugunu bilmek isteyen bir ¢ocuk.
Biz dedik ki senin belindeki kotii huylu bir iltihapmis, bu iltihap i¢in sana bir
tedavi uygulanacak ama bu tedavi senin kaslarini, kirpiklerini dokecek,
kalacagiz bazen yatacagiz hastanede diyerek biz Sena’ya ilk basta boyle
anlattik. Yani kanser oldugunu sdylemedik Sena’ya. Sonra baktik Sena
bizden de metanetli, tedaviye baslayacagimizdan bir giin 6nce biz Sena’ya
sOyledik. ... Dedi ki “Kanser neymis ki, ben onu yenerim, korkmuyorum
kanserden!”. “Tek sikintim” dedi “niye sac¢larim dokiiliiyor, niye kirpiklerim
dokiiliiyor, ben dokiilmesini istemiyorum.” dedi. Bir tek biz Sena’da inanin
onda zorlandik yani. (P4)

Yani ¢cocugu ben buraya getirirken bu hastaligin sende oldugunu, dyle bir sey
oldugunu s6ylemedim. Sadece ayaginda bir tiimor oldugunu, o tiimoriin
kiiclilmesi gerektigini, onun i¢in de kemoterapi gérmesi lazim oldugunu,
yerin geldiginde saglar1 dokiilecek, midesi bulanacak, halsiz olacak, kanlar1
diisecek, bunlarin hepsini ona sdyledim yani. Bdyle bdyle bagindan gececek
bunlar ama biz insallah onlar bittikten sonra iyilesecegiz. Buraya geldigi
zaman buradaki annelere soruyor “Cocugunuzun tanis1 ne?” diye. Losemi
dediklerinde “Aa kanserli hastalar da burada kemoterapi goriiyor.” diyor. ...
Bazen ¢ok diisiiniiyor, ¢ok derin diislinliyor. Sanki 6grenmis gibi geliyor ama
sonra bazi seyler soyleyince sasirtyorum, “Aa gene bilmiyormus” falan
diyorum. Artik bir biliyor mu bilmiyor mu bilmiyorum. Kegke biriyle [ruh
saglig1 uzmani] goriigseydi en azindan bunu bilip bilmedigini 6grenecektim.
Kendisine soramiyorum, sen bu hastalig1 biliyor musun diyemiyorum.
Soylesem belki aragtirmaya baslar, daha koétii olur. O yiizden irdelemeye
korkuyorum, o yiizden de ¢ok zor gegiyor. (P5)

Biz bir sey sdylemedik, o internete girdi kendi 6grendi. Anne hayir bak, bu
boyle diyor, giilerek soyliiyor, yanagimi sikiyor. O bizden daha giiclii, cok
giiclii. Belki o bize daha ¢ok moral oldu. O dyle olmasaydi, kafasina bir sey
taksaydi ben herhalde kafay1 yerdim. Bir seyi kafasina takmiyor. (P10)
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25.

26.

217.

28.

29.

30.

31.

Saclarinin dokiilmeye baslamasi da ¢ok kotiiydii bizim igin. O da bir
travmaydi1 hem onun i¢in hem benim i¢in. Simdi kemoterapiyi aldi, saglari
eline gelmeye basladi. Ondan saklayip yastiktan gizlice topluyorum
gdrmesin, tiziilmesin diye. 2 giin dyle siirdii, artik 3. giin 6bek 6bek gelmeye
baslad. “Dilan artik izin ver keselim.” dedim. Once yok dedi. Bakt1 ki olacak
gibi degil ¢linkii eline geldikce o da gok koétii olmaya basladi. (P2)

Mesela o saglarini falan... Ben ona bandana aldim renkli seyli... Mesela gece
bile, evde bile hep bandanali. O ¢iplak kafasin1 gérmek istemedim. Hani hep
ortelim kizim basini. Gece yatarken mesela sicak hava ama ortelim ¢iinkii

onu Oyle ¢ok ac1 gormek. Yani o ¢ok dayanilmaz bir sey gibi geliyor insana.
(P9)

Cok hareketliydi, simdi de iste yerinden kalkamiyor, yliriiyemiyor. Ayaklar
ile lambalar1 agardi, simdi bir ayakkabiy1 giyemiyor. Birkag videosu var
mesela 0yle ayagini kaldirip lambay1 aciyor, su kadar yiikseklikte! O
yiikseklikte [Eliyle yaklagik 1,5 metre yiiksekligi isaret ediyor] lambay1
aciyor. Biz 2 yildir bir ayakkabiy1 giyemiyoruz su an. (P7)

Geceleri agr tuttugu zaman uyuyamiyorsun, saatlerce onu bekliyorsun. O
agladigi zaman ailece agliyoruz, alt iist oluyoruz. Sabaha kadar oturuyoruz
ya, diizenimiz bozuluyor. Hepimiz kalkiyoruz, ne yapacagini bilemiyorsun.
Bir tedirginlik sariyor, ne yapayim, nasil agrisi durur. O sekilde. Ya agr1 da
oyle normal siradan, bas agrisi gibi degil. Oyle bir sey degil. Bir agrm olsa
agr1 kesici aliyorsun gegiyor ama bu ge¢gmiyor. Dakikada bir tetikliyor, sanki
kemiklerini bir sey oyuyormus gibi ¢cocugun bagirtilari. (P7)

Daha ¢ocugun yasadigi acilari, onlar1 da saysam ben burada bayilir, 6liirtim.
(P8)

Doktor aradi ve Ahmet’in il digina gitmesi lazim, burada tedavisi yok dedi.
[k 6nce kemoterapi sonra radyoterapi almasi gerekiyor, ben radyoterapi
veririm ancak burada o tedavimiz yok, ¢ocuk onkoloji birimimiz yok dedi.
Sadece 3 ilde oldugunu sdyledi. Aldim ¢ocugumu kalktim geldim [Istanbul’a]
... Bliylik ¢ocugum ben kardeslerimi istiyorum, ev ortami istiyorum dedi.
Mutlu olsun diye her seyi yaptik. Sifirdan basladik ... Onu toparlayabilmek
¢ok zor, bir evi ev etmek. (P6)

Bambasgka bir yere tasintyorsun, her seyin degisiyor. Oras1 gibi olmasa da her
seyin, biitiin hayatim degisti. Cocuklarin oynadig yerler... Su an hapisler
mesela. Bizim orada mesela her bir apartmanin oyun seyi var, parklari var.
Cocuklar ¢ikarlardi, oynarlardi. Ama burada dyle degil, burada dogru diizgiin
bir park bile yok yani ¢ocuklarin ¢ikip oynayacagi. Cocuklar hi¢ disar
cikamiyor daha dogrusu, dyle sdyleyeyim, eve hapsolmuglar. Orada mesela
hep tanidiklar oluyor. Ama burada iste hi¢ kimse yok. (P6)
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32.

33.

34.

35.

36.

37.

38.

39.

Oradaki [memleketteki] doktor da biiyiik sehirlerden birine gitmeniz lazim
burada ¢ocuk onkoloji yok dedi. Iste dyle basladik geldik. Sadece bavul aldik
geldik, terlikle ¢ikmisiz yola. Sonra geldi esyalarimiz. Buradan esyali ev
tuttuk, dyle gidiyoruz ... 5 kisilik aileden 3 yere tasindik su an. Ben
buradayim (hastane), onlar evde, kiicliglim eltimde. Boliindiik yani,
parcalandik. (P8)

Ben calismadigim i¢in, isten ¢ikarildim ¢iinkii cocuktan dolay1. o hasta
olunca gidemeyince, isten ¢ikardilar beni. Zaten gidemezdim, bu siiregte
hastanedeydim. [Biiyiik] Kizim ise basladi. (P2)

Esim calisiyordu [memlekette]. Simdi de ¢alisamiyor, evde ... Haftada iki
giin geliyoruz ya yoksa benim esim ¢aligkan, ¢alisgamiyor. Ta Tuzla’dan
geliyoruz, ¢cocuk da yiiriiyemiyor, ben de getiremiyorum. Oradan getiriyoruz,
o yiizden sikinti. (P8)

Yeri geliyor bir ay boyunca her Allah’in giinii hastaneye gidiyordum. Ondan
sonra kemoterapi basladigi zaman bir gece hastanede kaliyorduk ... Maddi
olarak ¢alisamadigim igin biraz sikintilar yagiyorum. (P3)

Zaten eve gelme olayini kisitladik biz, yani disarida karsilastigimizda
goriistiik, telefonda goriistiik [aile liyeleri ve arkadaslar ile]. (P4)

Disar1 ¢ikarsam ¢ikardim. Kiigiik kiz evde oldugu zaman onunla daha ¢ok
vakit geciriyordum ben. Beraber gezerdik, kafeye giderdik. Pek arkadas
ortamim yok ama ¢ocuklarla daha ¢ok zaman geciriyordum. Simdi onlarin
hepsi kisitlandi. Higbiri yok artik. O bile diyor, anne 6nceden ¢ikardik
gezerdik. Su an yok! Hastane-ev yani. Hi¢ kimse ile goriismiiyorum bile ben.
Bir telefonla. Sosyal yasantimiz yok zaten, bitti ... Kimseyi evine de
alamiyorsun, yasak yani. Cocugun bagisiklig: diistiyor diye korkuyorsun. O
gelir, bu gelir mikrop kapar. (P7)

Ginliik tabii ki degisiklikler oldu. Gezmeye falan ¢gikamadim, topluma,
kalabaliga ben girsem de Ece girmedi. Ger¢i bu pandemi [COVID-19] ¢ok
etkiledi. 2 sene pandemi, biz de herkes gibi ¢ekildik, cok ¢ok kalabaliklardan.
Ha gene isimize gidiyoruz, isimize gitmek zorundayiz. Ama ¢ok fazla sosyal
ortamlara girmedik. (P9)

Zaten ¢ok fazla kalabaligin da anlam1 yok. Var bir siirli insanim var benim,
akrabam, tanidigim var. Cevrem genis ama c¢evre genisliginin hi¢ kimseye
faydasi1 yok. Basin dara diistii mii, cebinde para olmadi m1, hasta oldun mu
istersen milyarlarca arkadasin olsun. Kimse seni kabul bile etmez. Yani bu
hayat felsefesi, biz onu 6grendik. Kimseye giivenmem, 1-2 vardir
giivendigim insanlar. Oyle herkese “Ay oraya gideyim, buraya gideyim”
demem, gitmem. Ciinkii gitmenin de bir mantig1 yok, abuk sabuk seyler
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40.

41.

42.

43.

44,

45.

46.

47.

konusuyorlar, bos bos seyler anlatiyor. Ne yapayim? Bosu bosuna, hi¢ gerek
yok ... Ya bir sevdigini kaybetmeyen, hastaligin1 gérmeyen biri beni ¢ok iyi
anlayamaz zaten ... Yagamamis insan bilmiyor. Bilip de beni anlamayinca
ben de onlara daha ¢ok sinir oluyorum. En iyisi beni anlayan bir kisi var, bir
arkadasim. 1-2 arkadagim. Hani onunla dertlesiriz. Genelde kendim yasarim.
(P9)

Mesela 6nceden yazin tatile giderdik ailece, denize giderdik hafta sonlari.
Onlarin higbiri yok artik. Mesela ¢ocugu gotiirsen ¢cocuk bile gitmek
istemiyor, yiirliyemiyor. Yiiriiyemeyince ne oluyor? Biiyiik bir engel oluyor
sana. Gotiirmek istiyorsun ama o istemeyince sen de gitmek istemiyorsun.
Yani soyle, eve baglandik daha dogrusu. (P7)

Koytimiize yakindik, gidiyorduk geliyorduk. Cok siikiir iyiydi. (P8)

Normal hayatta sartlar da ¢cok kolay degil, o ylizden ben maddi agidan ¢ok
zorlandim. Burada mesela bir igne, mesela biz alerji igneleri kullaniyoruz.
Onlarda mesela ben ¢ok zorlandim. Sadece su 15 giinde 6dedigim para 1500,
2000 liray1 gegti, sadece ilag parasi. Onlar zorluyor yeri gelince iste. (P5)

Bizim i¢in mesela [hastaneye] gidip gelmek masrafi olmasaydi daha kolay
olurdu. Ulasim. Oyle zaten kiradaydik, yine kiracryim. Burada da olsun,
orada [memleket] da olsun. Yani dyle, gidip gelmede ¢ok sikintilar ¢ekiyoruz.
flaglar1 oluyor ekstradan. [Hasta olan ¢ocugun kisisel] Istekleri oluyor yani
oluyor, oluyor. (P6)

Simdi de i¢ine girdikce girdik iste. XXX’ e [0zel bir hastane] geldik 70
milyarla ¢iktik. Burada ameliyat ettirdik YY'Y hocaya [uzman bir doktor],
ona da 90 milyar verdik ... Simdi de ¢alisamiyor, evde iste. Ona bir yandan
tizlilityorum, Ali’ye bir yandan. Borglari diigiiniiyorum. (P8)

Bir muayene iicreti 700 lira, simdi bilmiyorum. Biz oraya 400-300 liraya
basladik, simdi 1000 lira vardir kesin. Yatak iicreti olsun, hastane
masraflarinda olsun biiyiik bir artis oldu. Sadece orada degil, her seyde artis
oldu. (P3)

150 ile basladik yatiglara. Inanir misiniz 500°dii en son biz ¢iktigimizda.
Nisanda biz 150 ile basladik giinliik yatak ticreti ve bir anda 500 oldu. (P4)

En kii¢iik kardesi zaten 8 yasinda su anda, o zaman daha kiigiiktii hi¢bir seyi
algilayamiyordu. O biraz anneden uzak kaldigi i¢in, anne hep burada
[hastanede] oldugu i¢in biraz psikolojikman yikildi. Ben de zaten o 3 aylik
hastalik periyotlarini ona bagliyorum, iiziintiiye bagliyorum abisiyle ikisini.
(P1)
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Simdi 4 tane de ¢ocuk olunca digerlerini tabii ki ihmal ettim. Evdekiler ne
olmus, ne bitmis ¢ok da seyimde degildi. Digerleri de kendine kagis noktasi
buldu. Mesela en biiyiik ablasi olaya yaklasmadi bile. Belki o kendini koruma
icgiidiisiiydii. Kabullenmedi, yanimda da durmadi, duramadi. Ben istiyordum
mesela. O arkadaslari ile daha ¢ok goriistii. Hele boyle yaptigimizda, Yelda
yanimda durmant isterdim, benim de acima sey ol falan, o konusmamay1
tercih etti. Mesela bu stiregte hi¢ konusmadik ¢iinkii kagti. Diger ablasi su an
18, o da 17 yasindaydi o zaman, o daha ¢ok yanimda olmaya calist1.
Sonradan kendisi de sdyledi, anne dedi, siirekli arkadasimla bulugsmaya
calistyordum, eve gelmiyordum, ben de aslinda kagmaya ¢alistyordum dedi.
Kiiciigiine, 12 yasindakine sdylemedim, anlayabilecek bir donemde degil.
Cok tiziliir, gerek yok dedim. Ama zaten anlamig sonra anladigim kadarryla.
(P2)

Tabii ki de etkilendiler [diger cocuklar]. Ogretmenleri etkilendiklerini, siirekli
bizi konustuklarini séyliiyorlard ... Davraniglar tabii degisti biraz bu
stirecte. (P4)

Yeri geliyor ilgilenemiyorum [diger cocuklarla] ama allah razi olsun
bakiyorlar [annenin kiz kardesleri]. Kii¢iigii biraz zorlantyor ama, 6zlem
¢ekiyor. O da artik alist1 ... Agliyor mesela, gidece§im zaman kapiyi tutuyor.
Yani gitme diyor. Mesela ben buradan, mesela esya almaya gittigimde anne
gitme diyor, bu gece beraber yatalim diyor. Yani ¢ocuk ¢ok sey oluyor. Ama
gittikten sonra alisiyor. (P6)

Cocuklarimin mesela hepsinin psikolojisi bozuk ... Mesela obiir cocuklarimla
ilgilenemiyorum, onlar da diyor anne biz de variz ama ne bileyim ya onlara
sey edemiyorum, onlara vakit ayiramiyorum. Mesela Arda’nin bir biiyiigi
dersleri falan ¢ok 1yiydi, gecen sene Arda’nin bu rahatsizligindan sonra hem
derslerinde gerileme oldu, saclari falan hep dokiildii. O da ¢ok, ¢cok
etkileniyor ¢cocuklar. Abisi desen gene ayni. (P7)

Esimle 6zel sey [cinsel olarak] yapmak istemiyorum. O diyor o ayr1 bu ayr1.
Benim de haklarim var diyor. (P8)

Manevi yonden evladini kaybetme korkusu yani o her aldig1 kemoterapide,
her girdigi bel ignesinde, her girdigi biyopside... Acaba narkozdan uyanacak
mi ya da acaba icerde bir sey olacak m1? Hani onlarin korkusu, hala
yastyoruz. (P1)

Evladimiz arada ariza verse de, arada bir buraya gelsek de ¢ok siikiir genel
durumu iyi goriiniiyor. Ama 16semi bu, goreceli bir kavram. Yarin bize ne
yasatacagini bilmiyoruz. Hasar birakti m1 birakmadi mi, onu da bilmiyoruz.
(P1)
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Kafamiz hi¢ rahat degil, yani benim kafam hig¢ rahat degil. Hani simdi boyle
bir hastalik olmasa rahat rahat isini de yaparsin kafan rahat olur. Gezmeye
gideceksen gidersin, rahatca bir ig yaparsin. ... Acaba ateslenir mi, acaba
hastalanir mi1, ne yapariz, ne ederiz? Yani kafam pek rahat degil. (P9)

Aslinda hastane ortami dyle kotii ki. Hani evde birazcik rahatliyorsun.
Hastaneye geldiginde ayni dertten mustarip olanlar1 gordiigiin i¢in, onlar da
yeni niiksler falan oldugu i¢in, onlarda ¢iktiysa bende de ¢ikar diyorsun
mesela. Patoloji sonuglar1 %100 [temiz] gelen insanlarin su an ¢ektiklerini
goriiyorum; ¢ok aci ¢ekiyorlar mesela. Baska baska yerlerde niiksleri oluyor.
(P5)

Biraz buradan [hastane] uzaklastigin zaman kimseyi gdrmiiyorsun. Ister
istemez buradaki insanlar1 goriince moralin daha ¢ok bozuluyor. Moralim
bozuluyor yani. Onlar1 gériince daha ¢ok tiziiliiyorum. (P7)

Ya ben aslinda ¢ok siikiir halime siikrediyorum, ¢ok siikiir iyi olacak ama bu
hastalari, onlar1 [hastanedeki hastalar] goriince ¢ok kotii oluyorum. Cok siikiir
bizimki iyi. Ama bizimkinin surasinda su ¢ikti, burasinda bu ¢ikt1 diyor
anneler, ben ona ¢ok {iziiliiyorum. Korkuyorum da. (P8)

Hep 6liim korkusu. Hep o korku zaten. Ciinkii bir siirii kisi vefat etti ya ondan
diyorsun acaba biz de mi? Mesela ¢ocuk soruyor “Anne falanca kisi nerede,
niye o gelmiyor?”. Yani vefat etmis, diyorum ki “Memleketlerinde tedavileri
cikmis, oraya gitmisler.”. Ama gercegini bilmiyor. Yani bir siirii kisi vefat
etti. Hep de boyle sey de kaldigimiz, dernekte kaldigimiz, aile evinde
kaldigimiz kisiler. Yani ¢ocuklar vefat ederdi ama aileler hani birdenbire
cikarlardi, sessiz sedasiz giderlerdi. Gérmezdik bile. (P6)

Insanlardan koptum. Atiyorum seyi fark ettim, artik giiliimsemiyorum.
Elimde degil, farkinda degilim. Kalabalik yerde, 3-4 kisi oturdugumuz yerde
normalde sohbet baglatan ben olurdum. Oradaki en neseli insan bendim.
Simdi ortama girdigim zaman donup kaldigimi fark ettim. Olaya adapte
olamiyorum. Biri gelse de orada degilmisim gibi, sanki bosluktaymisim gibi.
O seye bir daha giremiyorum. Eskisi gibi degil yani olmuyor. Biraz
diizelmeye baglad1 ama kimseyle hala iletisim de kurmak istemiyorum.
Kimseyle goriismeyi istemiyorum. insanla konusayim, sohbet edeyim,
paylasayim, hicbir istek yok icimde. Boslukta hissediyorum. Higbir seye tam
olarak adapte olamiyorum. Eskiden yemek yapmak, cok severek yapardim,
bayilarak. Su an yapmak istemiyorum. Sadece ge¢istirmek istiyorum ya da
sey gibi karnimiz doysun zaten yeterli. Higbir seyden zevk almiyorum.
Tahammiilsiizlestim. Ve ¢ok alingan oldugumu fark ettim. (P2)

Kopuk yastyorum, sanki her seyden kopmusum. Artik yani bir yere bir sey
koyuyorum aklima gelmiyor, ben bunu nereye koydum. Bazen diisiinliyorum
nereye koydum bunu ya? Gelmiyor aklima! O sekil olmusum. Zaten uyku
diizenim hi¢ yok normal insanlar gibi. Mesela 6nceden basimizi yastiga
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koydugumuz zaman koyup yatiyorsun ¢iinkii sorun yok. Simdi en biiyiik
sorun, yatamiyorum boyle. Kafami koydugum zaman uyuyamiyorum, sanki o
hastalik geliyor beynimi kemiriyor. Oyle olmusum. Diisiinmeden bir dakika,
onu diistinmeden zamanim gegmiyor. Hani nasil olacak, bitecek mi, gidecek
mi bu hastalik, benim ¢ocugumu birakacak mi1? Hep ¢eliski var sende. (P7)

Ya higbir sey yapmak istemiyorum. Eskiden yurtdisinda falan ¢op ev
yaparlardi, televizyonda izlerdim. Bunlar nasil insanlar ya derdim. Simdi
bizim evin ¢op ev olmasina ramak kaldi. Higbir sey yapmak istemiyorum.
Oturdugum yer burasi benim evim ya! Bura ¢op y1gin1 olsa affedersiniz hig
temizlik yapasim gelmiyor i¢imden. Disar1 ¢ikasim gelmiyor, kimseyle
goriisesim gelmiyor. (P8)

72 kiloydum ben duydugumda. 67°ye mi 68’e mi ne diismiisiim. (P8)

Maddi anlamda destek olsaydi sey olmazdim. Hani eve yetistirmeye

calistyorum, buradaki hastane masraflarini karsilamaya ¢alisiyorum, o
anlamda. (P2)

Sabitlesinler en azindan, 200 [TL] yapsinlar. Belli seyde olsun. Higbir
destekleri olmadi. En azindan onkoloji boliimiinii ayr1 tutarak bize daha yakin
olabilirlerdi. Biz ese dosta tamamlattik eksikleri ¢iinkii MR’1n da belli bir
kismin1 biz ddiiyoruz, hepsini devlet karsilamiyor. Digerlerini biliyorsunuz
ticretli. (P4)

Bir hastaneye gitsen bir doktorun muayenesi 2 milyar, 3 milyar, yani bu sekil.
Biraz o yonden de seyim yani daha farkli olmaliyd: yani. Ciinkii bu hastalik
agir bir hastalik. Saglik¢ilarin daha az seviyede para almalarimi isterdim,
ciinkii yliksek meblaglar insan1 zorluyor. Yetisemiyorsun bir yerde yani. (P7)

Ya simdi hi¢bir sey bilmiyorsunuz. Bir hastalik geldi, en pis hastalik, en kotii
hastalik ve o hastalik hakkinda hicbir bilginiz yok c¢iinkii hani yok yani
etrafinda yasayan, goren. Hicbir sekilde yok. Sifir bir bilgi. (P9)

Keske bana yardim edebilecek ailemden birileri olsaydi. Mesela ben burada
15 giin degil de, 15 giiniin 1 giinii, ben dinlenebilseydim. Oyle birini isterdim
ama maalesef Oyle biri yok ... Mesela bazen ayaklarim sisik, giin boyu
ayagimm agristyla gidip gelmeye galistyorum. Isterdim yani bakabilecek biri
olsun, 24 saat bile olsa, hani giinliik ihtiyaglarimi, banyomu yapabileyim,
istimii degistirebileyim, ¢amasirlarimi falan yikayayim. Bu sekilde birini
isterdim ama yok. (P5)

Birileri gotiirsiin [hastaneye] isterdim. Aslinda hem istiyorum hem
istemiyorum. Seyden dolay1, onu birakmak da istemiyorum ama ¢ok da
yoruldum siirekli hep hastaneye git gel. (P2)
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Bir de psikolojik yardim almay1 isterdim. O saglanmadi. O zaten istege dayali
olmaktan ziyade, bdyle anne ve ¢ocuklarin zaten biliniyor olmasi lazim.
Cocugun teshisi konuldugu andan itibaren, siire¢ basladiktan sonra, nasil ki
onkoloji-hematoloji doktoru hep yanindaysa o psikoloji, psikiyatri, o da ayni
paralelde, hep yaninda olmasi gerekiyor diye diisiiniiyorum. Bunu benim
talep etmeme bile gerek yok. (P2)

Gergekten sadece inang. Yani higbir sey gercekten yok ¢iinkii ¢aresizsin, bir
sey yok. Ilag zehir biliyorsun. Tamam ¢ocuguna faydasi var ama 6ldiiriiyor da
ayni zamanda. Biitlin kan degerlerini 6ldiirliyor. Diisiliniin yani ¢ocugunuza
zehir vermelerini kabul ediyorsunuz yani. Dedim yani rabbim verilen ilaglar,
kemoterapi zehir ama senin sifan yani yapacak bir sey yok. (P4)

Elhamdiilillah, Miisliimaniz. Daha bundan 6tesi yok. Mevla’ya yalvardik.
Actik ellerimizi. Hocalarimiza giivendik, teslim ettik. Bundan daha biiyiik bir
inang yok zaten benim gordiigiim. Yani Mevla’m da insallah bize karsiligini
verdi diye diistiniiyorum. (P1)

Dedim ya peygamber efendimizi kendime 6rnek edindim ... Ona 7 tane evlat
verilmig 6 tanesini topraga gdmmiis. O bana ¢ok biiyiik gii¢c kaynagi oldu
yani. Hep Peygamber Efendimizin hayati. Bagka yok, ben hi¢ kimseyi 6rnek
almadim. Tek 6rnegimiz. (P3)

Bence Allah ile barigik olan psikoloji ile de barisik olur ¢iinkii hayat boyle
yapacak bir sey yok. Biz elimizden geleni yapalim, gerisi takdiri ilahi. (P9)

En ¢ok komsularimiz, Allah bin kere razi olsun. Cevre komsularimiz, esler
dostlar sagolsunlar 6zellikle mahallem. Daha hala sag olsunlar ararlar,
sorarlar, her zaman bize destek verirler. Yani sadece maddi degil maneviyat
yoniinden de Allah bin kere raz1 olsun. Higbir zaman sey yapmazlar bizi.
Komsular 6n planda, komsular 6n planda 6yle diyeyim. (P1)

Ailem Allah’a siikiirler olsun maddi ve manevi benim yanimda. Mesela
ameliyat oldu, biz onun ayagina 150.000 liraya ameliyat ettirdik. Benim 6yle
meblagim yoktu yani, 100.000 lirasin1 ailem verdi. Digerlerini borg de
borglandim. Onlar 6dediler mesela. Allah razi olsun. (P5)

Iyi seyler de var tabii, her sey kotii degil. Esimin ailesi ameliyat parasini
verdiler sag olsun. Kaynanalarim topladu. Iste benim tarafim, her yerden
destek cikiyor... “Siz hi¢ diistinmeyin.” diyorlar. “Yine isteyin yine
gondeririz.” diyorlar, sag olsunlar. Ya benim hem kendi ailem hem esimin
ailesi 1yi o yonden. Hep arkamizdalar, destekgiler, Allah raz1 olsun. Her sey
kotii degil yani ¢ok stikiir ... Kuzenlerim var benim. Teyzemin kizlar1 kdyde,
boyle ceviz, liziim, ger¢i o da maddiye giriyor. Ama yani burada tekrar
burada ev kurulmus oldu ya, ne olursa olsun hepsini gonderdiler Allah razi
olsun. Kimisi 6yle destek oldu, kimisi para verdi, dua ettiler. (P8)
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Cocuklar zaten dedigim gibi teyze bakiyor, teyze geliyor bakiyor. Teyzeler
bakiyor daha dogrusu. Bir tanesi burada iste, digeri gittiginde ise, bu bakiyor.
Oyle birbirimizi idare ediyoruz. Yeri geliyor ilgilenemiyorum ama Allah razi
olsun bakiyorlar. (P6)

Bir iste halasi var, o geliyor iste. Ben hastaneye geldigim zaman. Onun da
cocugu yok, hi¢ olmadi. O geliyor iste, bizde kaliyor. Bir de cocuk da halasini
cok istiyor. Eve geldigimiz zaman o gelsin illa, yani halasini gorecek. Bir o;
onun disinda da herhangi kimse yok zaten. Geliyor, kaliyor sag olsun. Mesela
bazen yemegimizi yapiyor, ben yetisemiyorum. I¢ ¢amasirimi, hepsine o
bakiyor. (P8)

Hep konusurlar. Telefon ediyorlar “Hi¢ korkmasinlar o hastalik gececek,
tamam zor bir hastalik, tedavisi var. Ama hemen olmaz, ama gececek,
tiziilmesinler, kafalarina takmasinlar.” diyorlar. Hep boyle destek verdiler
bize. Yola ¢ikiyoruz, basliyor telefonlar “Iste biz arkanizdan kuran okuyoruz,
dua ediyoruz.” diyorlar. Yani ne bileyim. Onlar1 insan duyunca bir gii¢
oluyor. (P10)

Yani Allah bin kere raz1 olsun. Yani nasil sdyleyeyim en kiigiigiinden en
biiyligline derler ya. Hani hademesinden tutun, bakicisindan tutun. En
kiigliglinden en biiyiigiine kadar miikemmel. O derece. Bizi yalnizca bir hasta
gibi degil kendilerinden bir aile gibi gordiiler. Sadece bana 6zel degil, herkese
ayni, esit. Yani bu yonleri ¢cok hosuma gidiyor. (P1)

Ya simdi ¢ocuklarla ilgileniyorlar. Yani nasil diyeyim ¢ok azarlama falan
olmadi, ¢ocuklarla falan ilgileniyorlar. Ee bizim psikolojimiz de arada
bozuluyor ama giizel davraniyorlar, terslemiyorlar. Onlar da bilincinde bunlar
kanserli ¢ocuklar, annelerin de psikolojisi 6nemli. Zaten burada bozuk
oluyor. Bir¢ok anne ters oluyor, sinirli olabiliyor ama onlar da bilin¢li oldugu
icin ona gore davraniyorlar. Onlarin da destegi oldu. Onlar da bilingli
sonugta. Giizel davraniyorlar. (P9)

Sinem Hanim [onkoloji doktoru] her anlamda gece-giindiiz, hafta sonu bile
bana sey diyor, telefon numarasini verdi sag olsun. sey diyor gece-gilindiiz
bile arayabilirsin, hafta sonu hi¢ fark etmez, bir sorun oldu mu ara
diyebilecek bir kadin. O kadar isine asik, o kadar bize saygi duyuyor, Allah
ondan raz1 olsun. Kadin diisiinsene, aslinda psikolojinin, psikiyatrinin
yapmas1 gerekeni kadin hem onu yapiyor hem onu yapiyor. Yapmayabilirdi
de. O yiizden doktor olarak bana fazla bile geldi, donanimli. Bu kadarini
beklemiyordum. Iyi bir doktora denk gelmemiz bizim igin ¢ok biiyiik bir
sans, 1y1 ki ona denk gelmisiz. (P2)

Sila Hoca [onkoloji doktoru] gercekten de iyi bir hoca. Ben gecenin
yarisinda, 2:00’de mesela telefon agabiliyorum ona, cevap veriyor. Boyle bir
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doktorun da gergekten su an piyasada Oyle bir doktor bence yoktur. Cevap
veriyor, Allah razi olsun, vermeyebilir. Oyle bir gorevi de yok. Gece saat
3:00’de bana cevap verecek bir gérevi de yok. (P5)

Cok siikiir ben o hastaneden ¢ok memnun kaldim. Sinem hocadan da onun
ekibinden de. Yani ilgileniyorlardi bizimle. Yani ger¢ekten Sinem Hoca,
maddi hastane kurallarina gére uysaydi ben biraz zor altindan kalkardim.
Yani Allah var yukarida. Gerek muayene ticreti olsun gerek tahlillerde olsun
¢ok esnek davraniyorlardi bize. Acaba bize kars1 m1 0yleydi biitiin hastalarina
kars1 m1 6yleydi bilmiyorum ama yeri geliyordu 2 ayda bir, 3 ayda bir
muayene parasi almiyordu bizden. (P3)

Okul rehberligi sag olsun ilgilerini, alakalarini izerimizden hig eksik
etmiyorlar su an bulundugu okulda. Biz bu yil dahi 6zel egitim istemis
olsaydik, bu yil dahi 6zel egitim vereceklerdi. (P1)

Her zaman destekleri oldu 6gretmenlerinin. Miidiir olsun, miidiir yardimcisi
olsun hem maddi hem manevi biz Sena’ya “Elimizden gelen destegi vermeye
haziriz.” diye. Sena’y1 uzaktan egitime yonlendirdiler ¢iinkii Sena ¢ok
istiyordu. Derslerinde basarili bir 6grenciydi geri kalmasin diye ... Sena’y1
aradilar, sordular. Ilkokul 6gretmeni mesela. Yani diyorum ya hepsi destekgi
oldular ¢ok sag olsunlar. Hepsi elbirligiyle destek verdiler. Onlar Sena’ya ¢ok
iyi geldi. (P4)

Sadece belirli seylere ¢aligsin, biz onu online olarak sinav yapabiliriz diyerek
bize bir kolaylik sagladilar, sag olsunlar. Allah razi olsun 6gretmenlerden. Bir
de grup olusturdular. WhatsApp grubu. Kendisiyle yeri gelince konusuyorlar,
hal hatir soruyorlar. Oyle yani. Hamdolsun, iyiler yani Allah raz1 olsun. Tabii
ki bityiik destek oldu, onun egitimi de bir yerleri de aksamasin istiyoruz. (P5)

Cok siikiir siirecim rahat gecti. Pek fazla bir seye ihtiyacim olmadi. Siirecim
rahat gecti yani. Beril de ¢ok gii¢lii bir kiz. Onun sayesinde ¢ok giiclii
gecirdik. (P3)

Tedavi silirecinde Sena bize higbir zorluk yaratmadi. Sadece saclar
dokiildiigi i¢in, kirpikleri dokiildiigii icin, kaslar1 dokiildiigii icin ¢ok {iziildii.
O bana sarilip agladi, ben ona sarilip agladim. Birbirimize destek vererek
kolay geg¢irdik diyelim hamdolsun. Elhamdiilillah. Ama dedigim gibi
Sena’nin giiclii olmasi bana da gii¢ verdi. (P4)

Bagimda bdyle anlayisli, biiyiik bir ¢ocuk ki. 9 yasinda olmasina ragmen 15-
16 yasinda gibi. Bazen agliyorum, kendine ¢aktirmamaya calistyorum,
aglama anne ben iyiyim diyor. O beni diigiiniiyor. (P8)
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Dedigim gibi o siiregte ateslenmeler, kan almalar, kan vermeler, kan
1sinlandirmalar vs. Bunlara ben kostum ... Baba her haliikarda disarida
oldugu i¢in biitiin yiik annenin iistiindeydi. (P1)

Esim gotiir getir hastaneye, hastane masraflari sag olsun. Ona o yiikii verdik
... Hep ben kaldim Sena’nin yaninda. Yani esim de sag olsun maddi olarak
her sey ondaydi. (P4)

ABC [bir sivil toplum kurulusu]. ABC sag olsun hi¢bir zaman maddi manevi
bizi yalniz birakmadilar. (P1)

Ben aile evinden ¢iktim, higbir esyam yoktu, hi¢bir seyim yoktu. Bir tane
yorgan, bir de yastigim vardi higbir seyim yoktu. Ondan sonra burada
onkoloji dernegine sdyledim, dernek yani her seyimi verdiler. Rabbim
binlerce kez razi olsun. Hem hastalik [tedavi] olsun, hem sey olarak yardim
ettiler. (P6)

Esim simdi raporu oldugu i¢in bakici parasi aliyor, annesi. (P3)

Belediye ile goriistiik, belediye yardim etti. Devam edeceklerini sdylediler,
hatta bugiin Sena’ya bilgisayar gelecek belediyemizden. Ne ister bu siirecte
dediler, dedim egitim alacak ama bu siiregte bilgisayar1 yok, olsa sevinir.
Sagolsun onlar da bugiin gonderiyorlar bilgisayari, onlarin da istegi oldu.
Hala da Sedat Bey var, belediye baskan yardimcisi, arayip soruyor bir seye
ithtiyaciniz var mi, ne yapabiliriz bu siiregte diye. Sagolsun onlarin da destegi
var. (P4)

Tek samimiyetlerine inandigim, burada kendimi iyi hissettigim, benim gibi
ayni serviste yatan hastalarin anneleriydi. Onlar beni anliyordu, ben onlar1
anliyordum. Birbirimize destek oluyorduk. O giicii onlardan ben aliyordum.
Ben eminim ki onlar da benden aliyordu. Ciinkii ayn1 yerden yaraliyiz,
yaralarimiz ayniydi. Damdan diisenin halinden damdan diiser hesabi. (P2)

Mesela buradaki [hastanede] bir tane arkadas vardi. Mesela onun hikayesini
dinliyorsun. Yani birbirinden insan sey yaptik¢a bana o iyi geliyor. Diyorum
ki tek ben degilim, baska anneler de var. Yani o bana biraz iyi geliyor. Tek
ben degilim, benim gibi bir siirii kisi var. (P6)

Bizim bir komsumuz vardi, onun ¢ocugu daha ¢ok hastaydi. Cocugu iyilesti,
simdi 1yi yani. Diger ¢ocuklara karismis geziyor, tozuyor. Onu diistindiim,
g0z Oniine aldim. O bana moral oldu. Bagka hastalar1 goriince, anneleri
goriince, onlar1 duyunca bir moral geliyor. (P10)

Is yerimden destek oldu. Esimin is yerinden para génderenler oldu. (P2)
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Yani Allah’a sadece dua ettim. Ben ibadetlerimi yapan bir insanim. Duanin
da giiciine inaniyorum. Bir tek bana iyi gelen de o. Ben bir tek Allah'tan
yardim diliyorum. (P5)

Bir de ilk bagta Allah'a teslimiyet, sonra doktorlara giiven. Yani ikisini
beraber gotiirdiik, dyle sOyleyeyim siireci. Zaten inang olmasa dayanilmaz,
gercekten dayanilmaz. Ama sey dedik, veren de o [Allah], alan da Allah.
Dedik ki yapacak bir sey yok, sifa da rabbimden, doktorlar vesile. Yani
ikisinin seyiyle, dualarimizla atlattik bu siireci. (P4)

Elimden gelen her seyi yapiyorum. Doktorlar gel diyor geliyoruz git diyor
gidiyoruz, 6yle yapin diyor yapiyoruz, igne vurun diyor vuruyoruz. Yani ben
en iyi sekilde evladim i¢in her seyi yapiyorum zaten. Ama isler yine ters
gider veya her yerini sarar veya Allah korusun 6liirse de benim vicdanimin
hicbir rahatsizlig1 yok yani o Allah'in takdiri. Bunu kabul etmek bence daha
rahatlatiyor insani. (P9)

Diyorum ya artik alistim bu siirece. Yani aglasan da degismeyecek ki, neyse
o olacak. Rabbim ne dediyse o olacak. Eger ki nasibi varsa olacak, bu hayatta
nasibi varsa olacak, iyilesecek inantyorum. Insallah inaniyorum, iyilesecek,
umudum var. (P6)

Bizim umudumuz var. Biz dyle iman etmis insanlariz. Biz biliyoruz ki hasta
olan 6lmez, eceli gelen 6liir. (P5)

Ne iyi geldi? Hani insan yeni bir giine kalkar ya, hani giizel olacak diye. Ben
de diyorum yani umudum var. Giizel olacak insallah. Onun da hayalleri var,
zevkleri var ... Umudumu hi¢bir zaman kaybetmedim. Daha yeni yeni
tanigiyorlar hayatla. (P6)

Ama iyi olacagiz, iyi giinler ilerde. Ona inancim sonsuz, hep hastalikla
ugragsmayacagiz ya canim! Biraz da iyi olacagiz, gezecegiz, tozacagiz. Kredi
bile cekmeye raziyiz yani! Gezeriz, tozariz. Her zaman iyi olunmaz yani, her
zaman kotli de olunmaz. Ama ne oluyor mesela gidiyoruz geliyoruz
tedavilere, bir yer buluyoruz hemen oturuyoruz. Esime diyorum “Oturalim,
biraz bakinalim. Tamam, cepte liziintiimiiz var. Biraz bakialim i¢imiz
acilsin” ... Denize gidecegiz, tatil yapacagiz, havuzlu bir yere gidecegiz.
Hayallerimiz var yani o hayallerle bu hastalig1 daha iyi gecirmeye
ugrasiyoruz. (P9)

Ben orada hastanedeyken neler neler gordiim O da bana ¢ok biiyiik bir
dayanak oldu. Bizim hastaligimiz gene iyi, orada fel¢ olani var, ayni
hastaliktan mustarip ama onun bir de artist var fel¢ olmus, ayagini
kullanamiyor, konusamiyor. Bizden sonra tanisip da vefat eden cocuklar
oldu. Bizim durumumuz ¢ok siikiir, su anda ¢ok iyi. (P3)
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Iste her zaman hayatta senden kétiisiine bakacaksin. Senden iyisine baktin mi
psikolojin bozuluyor. (P9)

Bu siiregte benden daha kotli durumda olanlar1 da goérdiim. Sena’dan daha zor
durumda olan ¢ocuklar1 da gérdiim. Simdi beterin beteri var yani, halinize
stikrediyorsunuz. Yani diyorsunuz ki, sizin gocugunuz da kanser ama
diyorsunuz ki “Buna da siikiir!”, ¢iinkii o kadar ¢ok kotii olan cesitleri ve
metastaz yasayanlar var ki! (P4)

Cocugum yani en azindan sag salim. O beni teselli eden sey. An1 yagsamak
yani, 0 an1 yasamak. (P6)

Mesela moralim bozuldu, yapiyorum bir kahve i¢iyorum, tiirk kahvesini
severim. Cay i¢ciyorum. Yani artik dyle yapiyorum. Ne yapayim bozuksa
bozuk, 6lecek miyiz? Oliinmiiyor. Hani ne diyor “Hayat ¢atlak bardaktaki
suya benzer, i¢sen de akacak bitecek, igmesen de akacak bitecek.”. Yagasan
da yasamasan da 0lmiiyorsan eger nefes alabiliyorsan o zaman 1yi bir sekilde
yasamaya calismamiz lazim. Niye o hayat bize zehir olsun. (P9)

Hani bizim derdimiz, sikintimiz var diye diinya durup “Ayyy bu kadmnin
lizlintlisli de sikintis1 var.” demiyor yani. Kimsenin umuru bile degil, herkes
kendi hayatini yastyor. O yiizden ¢ok da takilmamak lazim bu kisa diinyada.
Cok fazla da her seye takilmamak lazim. (P9)

Bu hayatta gelip geciyor her sey geciyor. En biiyilik, dayanamadigim acilar
bile ilk giinkii gibi olmuyor, her sey gegici yani. Ilk giinkiiniin acis1, {iziintiisii
su an lizerimizde yok, alistik. Zaten ilk gilinlinkinin acis1 liziintiisii olsaydi ben
kafay iistitiirdiim. (P9)

Konusuyoruz bazen bana diyorlar “Aa Hacer ne kadar giicliisiin, masallah
aglamiyorsun, tutuyorsun kendini.”. Ben de dedim ki aslinda gii¢clii degilim
ama Oyle olmak zorundayiz, ¢iinkii o ¢ita kirildig1 zaman biliyorum ki
toparlamasi ¢ok zor. Dedim yani bir sekilde olmak zorunda yani, bir sekilde
oluyoruz. O sekilde cocugun yaninda siirekli aglayan bir anne diisiinsenize,
harap olmus, beter olmus. O ¢cocugu kotii yonde etkileyecek, mecbur giiglii
olmak zorundasin. Dedigim gibi o ¢ita kir1ldig1 anda toplamasi ¢ok zor olur,
ben onu kirmamaya calisiyorum elimden geldigi kadar, hem Sena i¢in hem de
diger ¢ocuklar i¢in ¢iinkii bir tane yok, digerleri de var. Dedigim gibi aglayan,
sizlayan. Esim i¢in de ayni1 sey gecerli, ona da siirekli aglayip sizlansaydim
onun i¢in de ¢ok zor olacakti yani bu siireci idare edebilmesi. Cocuklarim i¢in
de psikolojik olarak daha da koétiiye gideceklerdi, yani ben bir tek kendimi
diistinemiyorum bu durumda. Aman ben aglayayim, heder olayim,
kahrolayim yapamazdim ki! Boyle bir liikksiim yoktu, hala yok. (P4)

Bence evin diregi anne. Anne ¢okerse biitiin sistem ¢oker. Annelerin giiglii
olmast lazim. O ¢ok 6nemli yani. Salarsin, hani hasta oldugum zamanlar da
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oldu. Mesela bir iki kere hastalandim tansiyonum yiikseldi, kendim hasta
oldum. Baktim ben hasta oldum ¢ocuk hasta oldu. “Oo00” dedim bu is boyle
olmaz, benim hig¢ hasta olmamam lazim ki o ¢ocuga bakayim ilgileneyim
¢linkii bagka hi¢ kimse yok bakip ilgilenecek ... O ¢cocugun bakima, ilgiye
ihtiyaci var. (P9)

Bu siirecte anne-baba, 6zellikle hastane islerini yiiriiten kisi kendini saliverse
zaten bas edemez. Hani bildigini bile unutur. Ik olman gereken sey giiglii
olman lazim. Giiglii olamazsan zaten ¢ocugun tedavisini géremezsin. (P3)

Kosede agladim agladim sonra geldim ¢ocugun yanmna yine giildiim giildim
eglendim. Once i¢imi doktiim, sonra gocugun yanina oturdum higbir sey
olmamis gibi. Cocugum {iziilmesin diye. (P10)

Higbir sey yapmiyorum, Allah’a dua ediyorum. Bir de ilk kez size anlattim,
yabanci olarak. Kimsenin telefonunu agmiyorum. Agla, dua et o kadar ...
Kendime aglamak i¢in siirekli bir bahane artyorum. Bazen bir sark:
duyuyorum, o sarkiyr dondiiriip dondiiriip dinliyorum. Ondan sonra bir dini
s0z buluyorum, sirf aglamak icin kendime, onu tekrar tekrar acip agliyorum.
Sanki agladikga iyi geliyor gibi geliyor. (P8)

Mesela doktorlara bir sey sordugum zaman korkuyorum kotii bir sey
diyecekler mi diye. Sorma cesaretim bile yok artik. Hani duymak
istemiyorum. (P7)

Babasi kendini ise att1. O bir ay kimseyle goriismedi, kendini eve kapatt.
Arkadaslart ile, komsularla goriismedi. (P10)

Benim kizimin okul arkadasimin babasi da doktordur, boliimii farkli. Onunla
ben hep istisare yapardim, XY de [6zel bir hastane] gorev yapiyor Enver
Hocam. Enver Hocama her tahlil ¢iktiginda atardim. Cok siikiir ¢cok siikdir.
Oda kendi onkolog arkadaslarina génderirdi vs., “Cok siikiir 1yi gidiyor
Mehmet’im [kendini isaret ederek], iyi gidiyor.” derdi. (P1)

Tamam bu benim basima geldi, ama ben bunu nasil iyi bir sekilde
atlatabilirim. Yani ne yapabilirim, biraz daha hafifletebilirim (P9)

Bir yere gidiyorum, disar1 ¢ikiyorum, markete gidiyoruz. Yiirii Ceyda [tam
alan ¢ocuk] diyorum, takalim maskeleri, markete gidelim. Gidiyoruz bir
dolanip geliyoruz. Eve kapatmiyoruz kendimizi. Tamam hastaysan hasta
olacak zaten, oluyor. Sakinan goze ¢cop batar hesabi, olacaksa oluyor zaten.
Hani hava giizelse, miisaitse hadi gel diyorum bir dolanalim, dolagalim. Kisa
bir yiiriiyiis hani, o da yorulmasin diye ¢ok uzun bir sey degil. (P9)
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Hayat kétii, insanlar ilgilenmiyor birbirlerinin dertleriyle. Tamam, tamam
diyorlar bu sefer sinir oluyorsun. En iyisi kimseye sdylemeyeyim de nasil
olsa yastyorum ben onu. Beni anlayacak insan zaten o bana yaklasiyor, diyor
ki ben geldim ne yapayim, ne edeyim, senin i¢in ne yapabilirim. Veya anlat
dinliyorum diyor. Yani beni anlayacak insan zaten bana o sekilde yaklasiyor.
(P9)

Cok bos seylere takiliyormusum. Oyle yapti, bdyle dedi. (P2)

Yani insanlar1 ben sdyle, insanlarin o kadar basit o kadar gereksiz seyler i¢in
liztildliglini goriiyorum ki! Onlar1 gordiigiimde ben, yani eskiden de boyle
degildim ben aslinda, ben boyle basit seyler i¢in hi¢cbir zaman iiziilmiis bir
insan degilim, hani ¢6zebileceksem ¢oziiyorum, ¢oziilmiiyorsa zaten oyle
birakmiyorum. Cok fazla {iziilmiiyorum 6yle basit seyler i¢in ... Ben onlara
baktigim zaman diinyay1 ne kadar 6nemsediklerini goriiyorum. Aslinda hig
onemsememek lazzimmais. Saglik olmadan higbir sey olmuyormus, ben bunu
ogrendim. (P5)

Cocuklarimla daha az zaman gegiriyordum. Sanki bdyle bir hastalik hig
basimiza gelmeyecek, sanki 6lmeyecekmisiz gibi. Daha ¢ok “ben” derdim,
bencildim. Ben demek bencillik aslinda. Ama ben bunu itiraf edebiliyorum.
Baska ... Cocuklarimin kiymetini daha iyi anladim, onlarsiz asla nefes
alamayacagimi anladim. Su an her seyin {istiinde onlar, zaten 6yleydi ama
farkinda degildim. O anlamda iyi oldu, sanki beni biraz silkeledi. (P2)

Yani telafi ediyorum mesela, 6nceden yapmadiklarimi yapiyorum. Keske
once, daha 6nce yapmadiklarimi 6nceden yapsaydim. Mesela ¢ocugum ¢ok
hareketli bir cocuktu, sey yapardi 6perdi, sarilirdi, siki sik1 ama su an ben onu
yapiyorum ama kendimi biraz suclu hissediyorum. Sevdigimi sdyleseydim.
Sevdigimi sdylerdim ama bdyle sik sik degil. Seviyorsun ama i¢inden
seviyorsun ¢ocugunu diisiin, onu disariya ¢ikartamiyorsun. Bizim oralarda bir
de sey oluyor yani nasil diyeyim ayip, ayip seyine oluyor. Hani ¢ocugunu
seviyorsun ama ayiptir bilmesinler, giilerler bana. Keske 6ncesinde yapmis
olsaydim. Yani ¢ocugum zaten sevdigimi biliyor, siirekli onun yanindayim.
Biliyor ama ne bileyim kendimi su¢luyorum bazen. Keske sunu yapsaymisim
diye diisiiniiyorum. Insan gergekten o keskeler yasamasaymus, daha dnceden
yapmak istediklerini yapsaymis. Ben hani ¢ok pismanim, ¢ocuguma sevgimi
gosteremedim. (P6)

Mesela bir sey olurdu, bir kavga olurdu. Benim ¢ocugum hareketli oldugu
icin hep onu suglardim, kesin sen yapmissindir derdim. Yani hakliysa da
haksizsa da ben 0yle derdim, o durmuyordur derdim. Biitlin anneler
cocuklarini boyle sey yaparlardi, mesela biliyor ki o cocugu yanlis yapmisti
ama destekliyordu. Ben dyle degildim. Cocugum hareketliydi mesela onu
derdim. Mesela, o yapmistir derdim. (P6)
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Cocuklarimi mesela arada sey yapiyordum, biiyiik kizimi 6zellikle arada sey
yaptyordum, [dayak] attyordum. Ergenlige girdi, biraz zorluyordu beni.
Bundan sonra boyle bile vurmamayi [koluna yumusakca dokunarak] sey
yaptim, diisiiniiyorum. Insallah uygularim. Diinyada en kiymetli, en degerli
sey cocuk bir de. En acitan evlatmis onu anladim. Higbir sey bu kadar ac1
degil. (P8)

Olumlu olarak soyle degisti. Aile olarak biz zaten kopuk bir aile degiliz.
Allah raz1 olsun esimden, dyle karakterde bir insan degil, 6yle bir yapida bir
insan degil. Beni ayakta tutar, her tiirlii kahrimi ¢ekti, hala ¢ekiyor. Kendi
icimizde yani su olmadi, asla kopma olmadi. Daha ¢ok kenetlendik. Zaten
cekirdek bir aile, 5 kisilik bir aile, daha ¢ok kenetlendik. Daha ¢ok iistiine
diistiik. Yani zaten ben ¢ocuklara diiskiin olan bir babayim. (P1)

Olumlu, olumsuz ¢ok sey degisti. Hele bu hastalik siirecinde daha ¢ok ¢ok
sey degisti ... Kendim kendimi daha ¢ok seviyorum ama aile de tabii ¢ok
onemli. Ailemi her seyden ¢ok severim. Ailem, esim, cocuklarim ¢ok dnemli.
Gerisi dis kapinin dig mandali, kapiy1 kapatinca onlar disarida kaliyor. Es
dost, komsu, akraba... Onlarin hepsi disarida kaliyor. Aile ¢ok dnemli. Kari
koca, ¢ocuklarin ¢ok onemli. O yiizden, Gtekiler teferruat. (P9)

Ya benim hayatimda sunu biraz olumlulastirdi. Mesela daha 6nce boyle
hastalarda biz nasil bir hastalik oldugunu bilmiyorduk, yani adini biliyorduk
ama nasil bir siireg, nelerden geciliyor, o hastalar nelerden gegiyor, ne
zorluklar ¢ekiyor onu bilmiyorduk. Sadece diyorlardi kan kanseri, beyin
kanseri veya akciger kanseri... Bize sadece bu kadar basit geliyordu. Ama
insan bunu birebir yasayinca bu sefer farkli oluyor yani nasil bir zorluk
oldugunu goriiyorsun. O hastanin neler ¢ektigini tahmin edebiliyorsun artik,
biliyorsun. Bilmekle duymak arasinda ¢ok fark var. (P3)

Cok olumlu yonden degisti ¢iinkii insanin basina gelmeyince hicbir seyi
anlamiyor ya. Ee duyuyorduk tabii LOSEV, kan kanseri vs. Bu siirecte
Kizilay’a kan verilmesi gerektigini daha daha farkina vardik. Kan gerekiyor,
Kizilay’da kan yok. Bagis yapan yok. Hani bu yonde ¢evremdekilere biraz
dedim ki “Hani baga gelmeyince anlagilmiyormus ama Allah askina Kizilay’a
kan bagis1 yapin, ¢linkii gercekten ¢ok zor.”. Trombosit gerekiyor ama yok,
donor gerekiyor, yok, verici yok! (P4)

Ya nasil diyeyim ... Insan her boyle diistiigiinde daha ¢ok iistiine basmaya
calisanlar ¢ok oluyor. O ylizden artik alistim, sasirmiyorum ben her seye
clinkii bu yedigim ilk kazik degil. 11k kaziklar degil yani, artik alistim yani.
Sen iyiysen hadi yemege gidelim, gezmeye gidelim, kafeye gidelim dersen
herkes gelir. Bir siirii esin dostun olur. Ama sen bir diismeye gor, hi¢ kimse
olmaz etrafinda. (P9)
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Insan mesela dostunu anliyor. Iyiler kotii ¢ikt1, digerleri iyi ¢ikti. Hig
aramayan sormayan kisi aradi, obiirii, her zaman konustugumuz aramadi.
Cevremizde de karisik seyler var yani. (P10)

Delirsen ne yapacaksin ki? Hadi tamam ¢ok moralin bozuldu, kafan bozuldu,
delirdin, hap kullandin, bilmem ne yaptin? Ne yapacaksin? O haplarin da ¢ok
yan etkisi var. O psikoloji haplarinin ¢ok yan etkisi var. Ha deyince
birakamiyorsunuz, birakilmiyor. Ya benim ¢ocuguma faydali olmam lazim,
ben iyi olmam lazim! (P9)

Telefondan arastirtyorum hastaligi ile ilgili. Bunu karistirdik¢a baska seyler
c¢ikiyor, daha beynimi yoruyordu ve ben biraktim. Hani gérmeyecegim,
bakmayacagim ¢iinkii hi¢ geceleri uyuyamiyordum ve ¢ocuguma
bakamiyordum. Siirekli aglamakla gegerdi giiniim. (P6)

Ogretmenler eve geliyor. 3 giin geliyorlar eve, pazartesi, sali, cumartesi. 3
giin eve geliyor. Bu senelik dedim Ceyda’ya. Hani seneye gideceksin gene
okula dedim. Bu sene enfeksiyon, mikrop kapmasin diye bdyle oldu. Yani
Ceyda’numn psikolojisini en iyi ben diizeltirim. Ogretmen ne anlayacak. Ne
anlayacak demeyeyim, tabii ki onlar da 6gretmen ama hani “Biz de bir
ilgilenelim. Var m1 destege ihtiyaciniz?” diye soran olmadi agikcasi. Diyorum
ya kimse kimsenin umrunda bile degil, o ylizden ben diizeltirim herkesin
psikolojisini. (P9)

Okulla ilgili destek sifir! Bir kere ben okula gittim, miidiirle goriismeye, hani
ne olacak egitimi diye. Neyi var, hangi 6grenci bilmiyor bile. Ben sok oldum.
Dedim ¢ocuk 1,5 senedir okula gelmiyor beyefendi dedim miidiire. Hangi
ogrenci, kimin velisisiniz, niye gelmiyordu, hastalig1 ne bilmiyor.
Ogretmenleri de arkadaslarindan duymus ama hicbiri de bir arayalim, gecmis
olsun ya da yapabilecegimiz bir sey var mi, higbirisi sey yapmadi. (P2)

Bagka yerler [diger birimler] boyle degil. Mesela benim ¢ocugumun
gecenlerde kan kontrolii vardi. Ben oraya gittigimde sey yapmadilar, nasil
diyeyim kendini dev aynasinda goriirler ya 6yle goriiyorlar. (P6)

Arkadaglar [hastanedeki diger ebeveynler] bazen sigara iciyor, yanlarina
gidiyorum. Ben hi¢ hayatimda sigara igmedim, bazen diyorum kor seytan
basla! ... Kayserili Mehtap var, bilmem hi¢ gordiiniiz mii, o diyor ki “Ben
cocugumun hastaligindan sonra bagladim.” diyor. Sigaraya baslamamak i¢in
kendimi zor tutuyorum. (P8)
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