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ABSTRACT

EXAMINATION OF THE COPING PROCESSES OF CAREGIVERS OF
CHILDREN WITH CANCER

Demirtepe Saygili, Dilek
Department of Psychology
Supervisor: Assoc. Prof. Ozlem Bozo irkin

June 2013, 165 pages

The general aim of the present dissertation was to examine the coping processes of
the caregivers of children with cancer. It was composed of three studies, whose aims
were (1) to reveal the predictors of caregiver distress by using the Transactional
Theory of Coping among the caregivers of children with cancer; (2) to identify the
factors associated with caregiving process from the caregiver’s perspective
qualitatively; (3) to develop and implement an intervention program. Study 1 was
conducted with 105 participants, who filled in the questionnaire set. The findings
revealed the predictors of depressive and anxiety symptoms and dissatisfaction with
life. Study 2 examined subjective experiences of the caregivers. Interviews were
conducted with 20 participants and the identified themes were emotions, change, and
coping. Study 3 included the development and testing the effectiveness of an
intervention program. A multidimensional group intervention was planned, and
applied to 16 participants. The findings indicated that the participants reported higher
levels of positive affect and lower levels of negative affect after the intervention, as
compared to their reports before the intervention. The possible explanations of the
results were explored and the clinical and research implications were discussed.
Overall, the study examined the coping process of the caregivers of children with
cancer in a constructive way with the ultimate aim of facilitating adjustment, and

also shed light on the important factors in the development of intervention programs.

Keywords: Caregiver, cancer, coping, qualitative, intervention
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0z

KANSERLI COCUKLARIN BAKIM VERENLERININ BAS ETME
SURECLERININ INCELENMESI

Demirtepe Saygili, Dilek
Psikoloji Bolimi

Tez Yoneticisi: Dog. Dr. Ozlem Bozo Irkin

Haziran 2013, 165 sayfa

Bu calismanin amaci kanserli ¢ocuklara bakim verenlerin bas etme siire¢lerinin
incelenmesidir. Ana ¢aligma, ii¢ alt calismadan olugsmaktadir. Bu ¢calismalarin
amaglari (1) Transaksiyonel Bag Etme Teorisi kullanilarak kanserli ¢ocuklarin bakim
verenlerinin stres diizeylerini etkileyen etmenleri arastirmak; (2) bu siiregle ilgili
etmenleri bakimverenin bakis agisindan niteliksel olarak incelemek ve (3) bir
miidahale programi gelistirmek ve etkililigini test etmektir. Birinci ¢aligma, anket
setini dolduran 105 katilimer ile gerceklestirilmistir. Bulgular, depresyon ve kaygi
belirtileri ve yasam doyumunu yordayan etmenleri gostermistir. Ikinci ¢alisma bakim
verenlerin 6znel deneyimlerini incelemistir. 20 kisi ile gériisme yapilmis ve
duygular, degisim ve bas etme temalar1 belirlenmistir. Uciincii calisma bir miidahale
programi gelistirme ve etkililiginin test edilmesinden olusmustur. Kanserli
cocuklarin bakim verenleri i¢in ¢ok boyutlu bir program planlanmis ve 16 kisiye
uygulanmustir. Bulgular, uygulama sonrasinda katilimcilarin 6n-test 6lgtimlerine
oranla pozitif duygularinin arttigini1 ve negatif duygularinin azaldigini géstermistir.
Bulgularin olas1 agiklamalart incelenmis ve ¢ikarimlari klinik ve aragtirma
yonlerinden tartisilmistir. Sonug olarak bu ¢aligsma kanserli ¢ocuklarin bakim
verenlerinin uyum siirecini destekleme amaciyla yapilmis, bas etme siireclerini
yapisal olarak incelemis ve ayrica miidahale programlarinin gelistirilmesinde rol

oynayan onemli etmenlere 151k tutmustur.

Anahtar kelimeler: Bakim veren, kanser, bas etme, niteliksel, miidahale
%
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CHAPTER 1

INTRODUCTION

1.1. Chronic Illness

As a general definition, chronic illness is a long term health problem or disability,
for at least 6 months (Vickers, Parris, & Bailey, 2004). Unlike acute diseases, which
are shorter in duration, respond to a specific treatment, and have an expectation with
a return to the normal health prior to the illness; chronic illnesses are longer or have
indefinite duration, have a risk of other accompanying symptoms such as pain, may
affect physical functioning, and have uncertain future. Therefore, while acute
diseases require basically following the orders of the medical team, chronic illnesses
usually require an adaptation to living with the illness (Lorig et al., 2006). With the
rise of the biopsychosocial model (Engel, 1977), adaptation to the illness has been in
the interest of psychology. It has been acknowledged that biological, psychological
and social factors interact in illnesses. Hence, the diagnosis of a chronic illness
involves psychological and social (including the family) counterparts, as well as the

physical part.

A chronic illness has an effect on the whole family in which there is an ill family
member. The adaptation to the illness process includes not only the ill person, but
also the entire family. There are changes in the dynamics, roles, and daily life to
accommodate the illness and treatment process. Moreover, family members have
their own concerns, reactions, and emotions for the illness, which are open to
change during different phases of the treatment. Families are also important as a
source of support for the ill member (Alderfer & Kazak, 2006). Therefore, the well-
being of the family is important for the well-being of the ill member. The adaptation
of the ill member affects the adaptation of the family, and vice versa. For this

reason, family members, especially the caregivers are at the scope of this study. The
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present study aims to understand how childhood cancer, a chronic illness, affects the
well-being of the caregivers. Caregiving is defined as providing assistance to
relatives who are unable to provide for themselves; and it includes both an affective
and a behavioral expression of commitment to welfare of another person (Pearlin et

al., 1990).

1.2. Cancer

“Cancer is a group of diseases characterized by the presence of new cells that grow
and spread beyond control” (Brannon & Feist, 2010, p. 255). The malignant growth
of cells can be examined in four main groups: Carcinomas (cancers of epithelial
tissue, such as skin), sarcomas (cancers of connective tissue, such as bone),
leukemias (cancers of blood, such as stem cells), and lymphomas (cancers of
lymphatic system) (Brannon & Feist, 2010). Childhood cancers have their own
classification system, which is International Classification of Childhood Cancer
(ICCC) (National Cancer Institute, n.d.). Based on the work of Steliarova-Foucher
and colleagues (2005), ICCC suggested 12 cancer groups, such as leukemias,
lymphoma and gliomas. After the diagnosis, the treatment process begins, usually
immediately. Treatment of childhood cancers is a multimodal process, which
includes one or more of the following main treatment modes: Chemotherapy (use of
drugs to attack cancer cells), bone-marrow and stem cell transplantation (use of
marrow or stem cells to reverse life threatening restraint of bone marrow),
radiotherapy (use of radiation to attack cancer cells), and surgery (removal of tumor)
(Dixon-Woods, Young, & Heney, 2005). The treatment process is usually long-term
and is accompanied by pain and side effects. The outcomes of the treatment vary
depending on various factors, such as, being metastasized or not (Brannon & Feist,
2010). Thus, cancer requires a long-term and continuous care, has an uncertain and

life threatening nature.

The diagnosis of cancer can be considered as a traumatic stressor. In DSM-IV-TR
“Learning that one’s child has a life threatening disease” is defined as a traumatic
event, which may result in post traumatic stress disorder (APA, 1994). It was

suggested that every year, approximately 2.500-3000 cancer cases are expected for
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0-14 age group, whereas this number is 150.000 for adults in Turkey. The most
frequent types of childhood cancers were leukemia, lymphoma, and central nervous
system tumors (Kutluk, 2008). According to Turkish Pediatric Oncology Group
data; in 2002, 1073 childhood cancer cases were registered and one-year survival
rates for these cases were 77 %. According to statistics, survival rates and successful
treatment outcomes increase every year (Kutluk, 2008), and this puts further
importance to the adaptation to treatment and post-treatment of both children and

their families.

1.3. The Aims and Organization of the Current Dissertation

The general aim of the present dissertation was to examine the coping processes of
the caregivers of children with cancer. It was composed of three studies, whose aims
were (1) to reveal the predictors of caregiver distress by using Lazarus and
Folkman’s (1984) Transactional Theory of Coping Model among the caregivers of
children with cancer; (2) to identify the factors associated with caregiving process
from the caregiver’s perspective qualitatively; (3) in the light of the findings of the
first and second studies, to develop and implement an intervention program, and to

test the effectiveness of it.

This chapter provided the theoretical background for the study. The aims,
hypotheses, method, results, and discussion sections of the Study 1 were explained
in Chapter 2, Chapter 3 included the aims, method, results and discussion sections
of the Study 2. In Chapter 4, the intervention program was defined and the aims,
method, results and discussion sections were included. The last chapter, Chapter 5,
included a general discussion, in which the results of the previous three studies were
integrated. The limitations of the study, implications of the findings, and the

directions for further research were given in Chapter 5.



1.4. Caregiver Studies

As it was mentioned, childhood cancer affects the whole family. The caregiver is a
part of the treatment process, which makes him/her experience psychological
distress concerning the illness. Therefore, previous studies have examined the levels
of distress, the risk factors that increase the likelihood of worse psychological
outcomes and protective factors that decrease the likelihood of worse psychological
outcomes. Several theoretical models integrating previous findings and evaluating
caregiving a chronically ill patients as a process were developed and tested. A
review of these quantitative studies, theoretical models that were used in caregiver
studies, qualitative studies, and intervention studies were given in the following

sections.

1.4.1. Quantitative Studies on Caregivers

Being a caregiver of an ill family member is considered as a risk factor for worse
well-being. Compared to healthy control condition, parents of children with cancer
had significantly higher levels of depression and anxiety symptoms, lower levels of
life satisfaction, and worse health perception (Fotiadou et al., 2008). When being
parent of a child with cancer was compared to other chronic illnesses, i.e. diabetes
and epilepsy; a worse quality of life was reported by cancer caregivers (Goldbeck,
2001). Physical health of the caregivers was also stated to be worsened in the
presence of a child’s chronic condition. Holm and colleagues (2008) indicated that
parents having higher levels of psychological symptoms developed more physical

symptoms as time passes.

The process that ends up with a worse psychological adjustment does not merely
depend on having a caregiver role. There are other variables of the caregiving
process that determine caregivers’ level of adjustment. The demographic
characteristics of the caregivers, perception of control over health, being able to
fulfill basic needs and perform daily activities in the presence of caregiving role,
social support, stress appraisal, choice and use of coping strategies are some of the

variables that were discussed in relation to psychological adjustment of caregivers.
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1.4.1.1. Demographic Variables

In terms of the effects of demographic variables, it was found that lower income was
associated with higher anticipatory grief in the parents of children with cancer (Al-
Gamal & Long, 2010). Age is another demographic variable that is associated with
distress. It was revealed that younger caregivers experience more distress
(Matthews, Baker, & Spillers, 2003). There are contradictory findings for the effects
of gender on well-being; in other words, whether there is a difference between
mothers and fathers of children with cancer or not. Some studies found no
difference between mothers and fathers (e.g., Al-Gamal & Long, 2010;
Svavarsdottir, 2005); while other studies suggested that mothers experience higher
levels of distress (e.g. Sloper, 2000; Yeh, 2002). Moreover, lower education level
was related to more post-traumatic stress symptoms of fathers (Dunn et al., 2012).
Thus, several demographic variables were found to be related to levels of distress

experienced by families of children with cancer.

1.4.1.2. Sense of Control

Being able to predict the outcomes and the course of events was important for a
person’s sense of control. For the sense of control over people’s health, the concept
of health locus of control could be used. Health locus of control was defined as “the
set of beliefs that an individual holds about personal influence over the course or
outcome of an illness” (Williams & Koocher, 1998). People may believe that they
themselves (internal), powerful others or chance (external) has control over health
and illness situations. This concept is important for predicting people’s health
behaviors (Wallston, Wallston, & DeVellis, 1978) and problem solving strategies
(Williams & Koocher, 1998).

In terms of chronic illnesses, sense of control is prone to change. For example, hair
loss during chemotherapy can be regarded as a loss of internal locus of control
(Williams & Koocher, 1998). As Lazarus and Folkman (1984) suggested, the sense
of control was also related to the choice of coping strategies. Internal locus of

control is associated with the choice of problem focused coping strategies, whereas

5



external locus of control is related to emotion focused coping or avoidance. Thus,
health locus of control could be considered to affect caregivers’ adjustment

indirectly.

1.4.1.3. Caregiver Well-being

Caregiving a child with cancer requires some illness specific tasks, such as staying
with the ill child during hospitalization, communicating with the medical team,
helping the child in dealing with some painful medical procedures and their side
effects, financing the treatment, and meeting the needs of the child, such as nutrition
(Keene, 2002). These tasks of caregiving require the time and the energy of the
caregiver. Therefore, there may be less time and energy for the needs of the
caregiver himself/herself, which may result in an increase in depressive and anxiety
symptoms (Demirtepe-Saygili & Bozo, 2011a). Moreover, the caregivers can spend
less time for families and friends and planned activities, which in turn result in more
distress (Matthews, Baker, & Spillers, 2003). Thus, not being able to meet his/her
own needs and engage in daily activities as before the illness impacted the

psychological adjustment of the caregivers negatively.

1.4.1.4. Social Support

There was an agreement about the protective role of social support from stressful
life events (Cohen & Willis, 1985), including caregiving a person with a chronic
illness (Pearlin et al., 1990). Higher levels of perceived social support were
associated with better adjustment for mothers of children with cancer (Han, 2003).
Moreover, support of family members moderated the relationship between
repression and adjustment (Fuemmeler et al., 2003). In other words, social support

buffered the negative effects of repression on adjustment.

Social support is also important for predicting caregiver stress during stressful
procedures. For example, during hematopoietic stem cell transplantation (HSCT), a
procedure applied for some types of cancers, social support from spouses and family

were important for mothers’ adjustment level in the consequent year. Moreover, the

6



source of social support could vary, such as spouse, family, or friends and receiving
support from a source could be replaced by support from other sources. To illustrate,
the adverse effect of low spousal support was moderated by support received from
family and friends, and vice versa (Rini et al., 2008). Therefore, social support was
an important coping source for stressful life events, such as having a child

diagnosed with cancer.

1.4.1.5. Appraisal and Coping Strategies

Cognitive appraisal is a process for the evaluation of stressfulness of an event or
situation. Appraisals of the situation and sources of the person are important for the
choice of coping strategies (Lazarus & Folkman, 1984). The concept of appraisal
provides an explanation for individual differences in coping with stress. The
situation can be appraised as a threat for some people while as a challenge for some
others. Appraisal can act as a mediator between the stressors and health outcomes
(Son et al., 2007). In terms of chronic illnesses, patients’ appraisal of their illness
related stressors were stronger predictors of adjustment, as compared to illness
variables (Pakenham, 1999). There is a high level of uncertainty for most of the
childhood cancer cases (Alderfer & Kazak, 2006), which may address an appraisal

of threat by the caregivers of children with cancer.

Coping strategies of the caregivers have also been examined in terms of their impact
on their adjustment. In the context of caregiving a family member with a chronic
illness, researchers used coping strategies as a predictor or a mediator between
distress and burden (e.g., Folkman & Lazarus, 1984; Pruchno & Resch, 1989). The
use of problem focused coping was a predictor of better adjustment as compared to
the use of emotion focused coping (Aldwin, 1994). It was found that problem
focused coping is negatively related to caregiver burden (Patrick & Hayden, 1999)
and depression (Elliot & Shewchuk, 2003). The use of more emotion focused
coping was found to be related to higher levels of depression (Williams et al., 2002)
and posttraumatic stress symptoms and general psychological distress among the
parents of children with cancer (Fuemmeler, Mullins, Pelt, Carpentier, & Parkhurst,

2005). To sum up, findings on coping strategies stated that problem focused coping
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is related to better adjustment, whereas the use of emotion focused coping is related

to worse adjustment.

In terms of caregiving a child with cancer, a study comparing the mothers of
children with cancer with the mothers of children with acute illnesses revealed that
the former group reported more emotion focused coping strategies than the latter
one, which can possibly be explained by the uncertainty and life-threatening nature
of the cancer (Barrera et al., 2004). The use of coping strategies was studied by
considering the time course, too. It was found that problem focused coping was
most effective among the parents of pediatric cancer patients at the initial phase of
the illness, which requires searching and learning more about the illness and
treatment (Hoekstra-Weebers, Jaspers, Klip, & Kamps, 2000). The same study also
revealed that changes in the coping styles were possible in the course of the
treatment process and the preferred coping style influenced their distress at that
particular time. In other words, the coping styles that were being used before did not
have an effect on the current level of distress. Similarly, in a cross-sectional study,
although it was not possible to observe the change longitudinally, mothers of
leukemic children tended to use problem focused coping strategies more at the
initial phase of the illness and emotion focused coping strategies at the subsequent
phases of the illness (Demirtepe-Saygili & Bozo, 2011b). The process of caregiving
a child with cancer may need different coping strategies. The important point that
needs to be taken into account is the coping-environment fit. Theoretically, in the
case of high appraised control, problem focused coping was preferred and in case of
low appraised control, emotion focused coping was used (Folkman & Moskowitz,
2004). This relationship between the situation and personal control is referred as the
goodness of fit (Conway & Terry, 1992). Therefore, coping with the child’s cancer
may have some controllable and uncontrollable parts, which needs to be

distinguished and coped with accordingly.

1.4.1.6. Affect

Caregiver studies including “affect” as a variable defined it in various ways. For

example, negative affective responses were defined as having depressive and
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anxiety symptoms (Frank et al., 2001). Moreover, the presence of positive affect
was usually underestimated. In the present study, Watson and Tellegen’s (1985)

conceptualizations of positive and negative affect was used.

Watson and Tellegen (1985) studied affect as a two dimensional structure as
negative and positive affect. Negative and positive affect were not conceptualized as
being opposite to each other (Watson, Clark, & Tellegen, 1988). High positive
affect consisted of having “high energy, full concentration and pleasurable
engagement”’, while low positive affect included “sadness and lethargy”. Moreover,
while high negative affect included aversive mood states, such as anger, guilt, and
fear; low negative affect was characterized by a state of “calmness and serenity”

(Watson, Clark, & Tellegen, 1988).

Although negative affect is more prominent in the presence of stress, positive affect
may also accompany stress, coexisting with negative affect (Folkman & Moskowitz,
2000). Positive affect in the presence of stress was studied as benefit finding (e.g.,
Bower et al., 2007), adoption of new skills (e.g., Fredrickson & Joiner, 2002), and
perception of growth (Park, Cohen, & Murch, 1996).

Caregiving a child with cancer was accompanied by various emotions, which were
usually negative. Therefore, studies usually focused on negative affect and the
predictors of it. For example, it was revealed that as compared to medical variables,
psychosocial variables were stronger in predicting emotional functioning after the
treatment of childhood cancer (Maurice-Stam, Oort, Last, & Grootenhuis, 2008).
One of these psychosocial variables was having positive expectations, which was
closely associated with lower levels of negative emotions (Grootenhuis & Last,

1997).

Positive affect has not been studied in relation to caregivers of children with cancer,
to the author’s knowledge. As Kramer (1997) stated, in illness studies, negative
affect received much more attention than positive affect. However, Robertson and
colleagues (2007) suggested that caregivers experiencing high or low levels of

positive and high or low levels of negative affect may have different needs.
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Therefore, since the interventions should be tailored in accordance with the needs of
individuals who have high negative affect coupled with or without positive affect;
studying positive affect in caregivers of people with chronic conditions was as

important as studying negative affect.

1.4.2. The Model: Transactional Theory of Coping

The theoretical framework of the present study is the Transactional Theory of
Coping (Lazarus & Folkman, 1984) (see Figure 1). Stress was defined as “a
particular relationship between the person and the environment that is appraised by
the person as taxing or exceeding his/her personal resources and endangering his/her
well-being.” Coping was described as “the process through which the individual
manages the demands of the person-environment relationship that are appraised as
stressful and the emotions they generate.” The relationship between stress and
coping was evaluated as transactional; in other words, it is dynamic, bidirectional,
and reciprocal. Cognitive appraisal and the coping strategies play an important role
in this relationship. Cognitive appraisal consists of three processes, namely; primary
appraisal, secondary appraisal, and reappraisal. In primary appraisal, the situation is
evaluated as being irrelevant, benign-positive, or stressful. In secondary appraisal,
possible responses to the situation are evaluated by taking into account the resources
and potential to cope; and in reappraisal, the previous appraisal can be changed
based on new information. Problem focused coping includes addressing the problem
that causes stress, and making and applying plans; whereas, emotion focused coping
includes ameliorating the negative emotions that are related to stress (Lazarus &
Folkman, 1984). The immediate effects depend on the appraisal of the outcomes of
coping. That is, when the resolution of a stressful situation is appraised as
successful, positive affect can be expected. On the contrary, when the resolution is

appraised as unsuccessful, negative affect can be anticipated.

The Transactional Theory of Coping (Lazarus & Folkman, 1984) has provided a
framework for many studies over years (e.g. Ducharme et al., 2005). It was also
adapted and used in chronic illness literature with different samples, such as siblings

of children with sickle cell disease (Gold, Treadwell, Weissman, & Vichinsky,
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2008), caregivers of elderlies who need homecare (Grifiel & Adabbo, 2011), and
caregiver-patient dyads coping with multiple sclerosis (Pakenham, 2001). In this
dissertation, the Transactional Theory of Coping (Lazarus & Folkman, 1984) was
used as the theoretical framework of Study 1, which aimed at examining the
predictors of caregiver distress (see Chapter 2), and Study 3, which suggested an

intervention program (see Chapter 4).
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1.4.3. Qualitative Studies on Caregivers

The nature of the studies conducted with caregivers of children with cancer was
mostly quantitative. Although using quantitative approach has many advantages
such as generalization, objectivity, and reliability; it was still possible to miss some
important points in quantitative studies. To illustrate, the subjective interpretations
of the participant and the researcher are eliminated in quantitative research (Flick,
2002). It is the qualitative research that can make up for the weak points of
quantitative approach. It can acknowledge diversities and subjective perspectives of
the participants (Flick, 2002). As the aim of the second study was to examine the
coping process of the caregivers from their own perspective, qualitative approach

was preferred for Study 2.

Interpretative phenomenological analysis (IPA) was chosen as the theoretical
orientation for the qualitative method of the present study. “The aim of IPA is to
explore in detail individual personal and lived experience and to examine how
participants are making sense of their personal and social world” (Smith & Eatough,
2007). It assumes that it is impossible to have a direct access to the participant’s
world. Hence, it includes the perspective of the researcher, the participant, and the
interaction between them (Willig, 2008). That is, it is a dynamic process in a sense
that researcher’s conceptualization is in an interaction with the participant’s. IPA
uses the transcripts of semi-structured interviews (Willig, 2008). Since the aim of
the present study is to understand how the families evaluate living with cancer and
perceive the experience of having a child with cancer, IPA was selected as the

method of analysis.

As it was mentioned above, there are a limited number of qualitative studies
conducted with caregivers of children with cancer and some of these qualitative
studies are summarized below. Longitudinal studies tried to reveal the needs and
problems of caregivers and children considering the changes in time. For example,
in a qualitative study, McGrath (2001) examined support among leukemic children
and their caregivers longitudinally. Partners, family, friends, employers, staff, and

other caregivers were identified as the sources of support. Moreover, according to

13



this study, support offers declined by time although there was a continuous strong
need for support. Earle and Eiser (2007) focused on leukemic children’s coping and
behaviors from mothers’ perspective longitudinally. Mothers reported their child
having more behavioral problems in older age owing to child’s having more

knowledge about the illness.

Fletcher, Schneider, and Harry (2010) did also focused on subjective experience of
mothers’ coping with their child’s cancer; and their study revealed that practical and
social support, faith and hope contribute to successful coping. On the other hand, the
mothers reported neglecting their own health or engaging in unhealthy behaviors to
cope with stress. A need to protect the family members, especially the ill child was a
theme reported by the mothers, which may be a result of fear of relapse. Lastly, they
emphasized a change in their daily lives, accepting a new normal and living

accordingly.

There were also studies that focused on the changes in the lives of families. Fletcher
(2010) investigated the costs of having a child with cancer among mothers. Finance
and work, health of family members, and disruption of family life were the reported
costs. Another qualitative study conducted with the mothers of leukemic children
revealed that continuation of the previous life is difficult for both the child and the
mother. Due to the treatment, infection risk, and potential behavior problems of the
child, school attendance and social life of the child became harder. Moreover, for
the mother; economic burden, problems at work, and restriction of social life made a
normal life difficult to achieve. It was concluded that a rearrangement process gives
better results rather than trying to continue the daily life before the diagnosis and

treatment process (Earle, Clarke, Eiser, & Sheppard, 2006).

James and colleagues (2002) focused on perceptions about caregiving demands
qualitatively and revealed that parents mentioned time for activities other than
caregiving tasks as an unmet need, and emphasized the need for practical support,
that is assistance in caregiving and household responsibilities in order to save time.
Parallel to the quantitative caregiver literature (e.g. Pearlin et al., 1990), the need for

emotional support was also evident in this study.
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Wells, Cagle, Marshall, and Hollen (2009) examined female Mexican-American
cancer caregivers and they identified themes of burden as economic problems,
uncertain future, and low mood. Moreover, the caregivers mentioned experience of
physical problems when they feel overwhelmed by caregiving. They also reported
an emotional interdependence, that is, they feel bad when the ill family member

feels bad.

The resiliency factors were also investigated by researchers qualitatively. The
factors that were identified as contributing to resiliency were tolerance for a rapid
change and family reorganization and being able to ask for social support from
various sources such as extended family and medical team (McCubbin et al., 2002).
Moreover, having a positive viewpoint, faith and religion, being able to take care of
oneself and being in control were identified as factors that contribute to effective

coping among mothers of children with cancer (Fletcher & Clarke, 2003).

To sum up, the qualitative studies tried to reflect caregiver perspective more
directly, i.e. via interviews. The studies focused on the problems associated with the
treatment process, coping, and support issues. They revealed the factors that
facilitate or complicate coping. Study 2 (see Chapter 3) described the subjective
experiences of caregivers of children with cancer on three topics, namely, coping,

emotions, and effects of cancer.

1.4.4. Intervention Studies

Caregiver studies tried to reveal the risk and protective factors of the caregiving
process and suggested that developing interventions are necessary to help better
adjustment (e.g., Lee, 1999). However, the number of intervention studies that has
been implemented is limited. Due to this limitation, in addition to studies conducted
with the caregivers of children with cancer, the studies on the caregivers of children
with other chronic conditions were also mentioned below. The inclusion criterion
for these studies was having a theoretical background based on coping models.
There are several psychosocial interventions developed for the caregivers of

different populations; such as, dependent patients (Rodriguez-Sanchez et al., 2010),
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dementia patients (Hosaka & Sugiyama, 2003), and palliative care patients (Hudson,
Thomas, Quinn, Cockayne, & Braithwaite, 2009). Some examples of the studies
examining the effectiveness of intervention programs for caregivers will be

explained briefly below.

An intervention program, The FOCUS Program (Northouse, Kershaw, Mood, &
Schafenacker, 2005), was developed for breast cancer patients and their families,
guided by Stress Appraisal Model of Lazarus and Folkman (1984). The aim was
providing information and support; decreasing uncertainty and hopelessness, and
fostering appraisal and coping at short term; and an increased quality of life at long
term. The program components were family involvement, optimistic attitude, coping
effectiveness, uncertainty reduction, and symptom management. The results
revealed that the participants (both patients and caregivers) in the intervention group
reported significantly less hopelessness and less negative appraisal of the illness.
However, there was no significant difference between the groups at follow up

measurements of quality of life.

Another intervention program, Surviving Cancer Competently Intervention Program
for Newly Diagnosed Families (SCCIP-ND), targeted the caregivers of newly
diagnosed children with cancer (Stehl et al., 2009). The aim was to provide healthy
adjustment to childhood cancer. The program included identifying beliefs about
cancer, treatment, and the impact on family, changing those beliefs, and focusing on
family growth and the future. Although the pilot study with a small number of
participants revealed significant differences (Kazak et al., 2005), there was no

difference between the groups in terms of their state anxiety and traumatic stress.

Still another intervention program (Sahler et al., 2005), using problem solving skills
training based on the principles of problem solving therapy (D’Zurilla & Chang,
1995), had mothers of children with cancer as their participants. After 8 hours of
problem solving training sessions, the intervention group reported significantly
higher levels of problem solving skills and lower levels of negative affect as
compared to usual care group. The effect was highest at post-test measurements and

decreased gradually at 3- and 6-months follow up measurements.
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Thus, intervention studies tried to help a better coping process and caregiver well-
being. Drotar (2006) suggested that identifying the characteristics and the needs of
the group correctly, having a theoretical background, using multiple therapeutic
components concurrently (e.g., cognitive therapy + relaxation), and using
standardized scripts were necessary for successful interventions for dealing with
childhood chronic illnesses. The third study (see Chapter 4) was composed of
designing, implementing and testing the effectiveness of a psycho-educational group

intervention for the caregivers of children with cancer.
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CHAPTER 2

STUDY 1: PREDICTORS OF CAREGIVER DISTRESS AMONG THE
CAREGIVERS OF CHILDREN WITH CANCER: A TRANSACTIONAL
THEORY OF COPING PERSPECTIVE

2.1. Aim and Hypotheses

The aim of the Study 1 is to find out the predictors of caregiver distress among the
caregivers of children with cancer by using Transactional Theory of Coping
(Lazarus & Folkman, 1984) as a theoretical framework. The included variables were
determined considering the caregiver literature, especially the caregivers of children
with cancer. Caregiver distress was composed of three variables, namely, the level
of depressive symptoms, anxiety symptoms and dissatisfaction with life. The model

used in the present study can be seen in Figure 2.

The hypotheses are as follows: First; (1.a.) the causal antecedents (demographic
variables, sense of control, basic needs, daily activities and social support) will
predict depressive symptoms; (1.b.) after controlling for the effects of causal
antecedents, the mediating processes (stress appraisal, problem focused coping, and
emotion focused coping) will predict depressive symptoms; (1.c.) after controlling
for the effects of causal antecedents and the mediating processes, immediate effects
(positive and negative affect) will predict depressive symptoms. Second; (2.a.) the
causal antecedents (demographic variables, sense of control, basic needs, daily
activities and social support) will predict anxiety symptoms; (2.b.) after controlling
for the effects of causal antecedents, the mediating processes (stress appraisal,
problem focused coping and emotion focused coping) will predict anxiety
symptoms; (2.c.) after controlling for the effects of causal antecedents and the

mediating processes, immediate effects (positive and negative affect) will predict

18



anxiety symptoms. Last, (3.a.) the causal antecedents (demographic variables, sense
of control, basic needs, daily activities, and social support) will predict the level of
dissatisfaction with life; (3.b.) after controlling for the effects of causal antecedents,
the mediating processes (stress appraisal, problem focused coping, and emotion
focused coping) will predict the level of dissatisfaction with life; (3.c.) after
controlling for the effects of causal antecedents and the mediating processes,
immediate effects (positive and negative affect) will predict the level of

dissatisfaction with life.
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2.2. Method

2.2.1. Participants

The participants were 105 caregivers of children with cancer. Eighty six participants
were female (82 %) and 19 of them were males (18 %). The sample was composed
of mostly mothers (81 %, n = 85), the remaining were fathers (n = 19, 18.1 %) and a
sister (n =1, 1 %). The age of the participants ranged between 18 and 52 with a mean
of 34.31 (SD = 7.46). The majority of the sample (n =77, 73 %) perceived
themselves as belonging to middle income group. The remaining 22.9 % (n = 24)
reported themselves as a member of low income group; and only 4 participants (3.8
%) constituted the upper income group. Education levels of the participants were as
follows: 29.5 % primary school (n =31), 13.3 % secondary school (n = 14), 34.3 %
high school (n = 36), 18.1% university (n = 19) and 4.8 % graduate level (n =5).
While 37 participants were employed (35.2 %), the remaining 66 participants were
unemployed (62.9 %). The distribution of the participants according to residence was
as follows: 29.5 % reported living in metropolitans (n = 31), 45.7 % in provinces (n
=48), 18.1 % in towns (n = 19) and 6.7 % in villages (n = 7). Finally, the percentage
of the participants who did not get help for care giving was 55.2 % (n = 58), and the
remaining 42.9 % received help from either their husband or their mothers (n = 45)

(see Table 1 for the demographic characteristics of the sample).

Table 1
Demographic Characteristics of the Sample of Study 1

M SD n % Min-Max
Age 3431 7.46 18-52
Relationship to the patient
Mother 85 81
Father 19 18.1
Sister 1 1
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Table 1 Continued

M SD n % Min-Max

Perceived family income

Low 24 22.9

Middle 77 73

High 4 3.8
Education

Primary school 31 29.5

Secondary school 14 13.3

High school 36 343

University 19 18.1

Graduate 5 4.8
Employment status

Unemployed 66 62.9

Employed 37 35.2
Residence

Metropolitan 31 29.5

Province 48 45.7

Town 19 18.1

Village 7 6.7
Receipt of help

Help 45 429

No help 58 55.2

The age of the children ranged between 1 and 18 years (M = 7.11; SD = 5.34). The
most frequent diagnosis of the children was neuroblastoma (n = 22), followed by
bone tumor (n = 18) and leukemias (n = 14). International Classification of
Childhood Cancer (ICCC) (National Cancer Institute, n.d.) criteria were used for
categorization of the diagnoses (Table 2 includes the frequency of diagnoses of
children). The duration of the illness of the child ranged between 1-124 months with

a mean of 11.54 months (SD = 17.89). The children receiving chemotherapy formed
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91.4 % (n = 96) of the sample. The other children were either receiving radiotherapy
(n=2,1.9 %) or coming to the hospital for their follow-up appointments (n =7, 6.7
%). Table 2 includes the characteristics of the children reported by the caregivers.

Table 2
Characteristics of Children as Reported by Their Caregivers
M SD n % Min-Max
Child’s age 7.11 5.34 1-18
Diagnosis
Leukemias 14 13.3
Lymphomas 10 9.5
Glioma 2 1.9
Neuroblastoma 22 20.9
Retinoblastoma 5 4.8
Renal and Wilms’ tumor 4 3.8
Hepatoblastoma 6 5.7
Bone tumor 18 17.1
Soft tissue 6 5.7
Germinal 2 1.9
Carcinoma 8 7.6
Other/unknown 8 7.6
Time since diagnosis (month) 11.54 17.89 1-124
Type of the treatment
Chemotherapy 96 91.4
Radiotherapy 2 1.9
Follow up 7 6.7

2.2.2. Measures

The questionnaire set used in Study 1 included demographic information form,
Multidimensional Health Locus of Control Scale (Wallston & DeVellis, 1978), The
Caregiver Well-Being Scale (Berg-Weger, Rubio, & Tebb, 2000), Multidimensional
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Scale of Perceived Social Support (Zimet, Dahlem, Zimet, & Farley, 1988), Stress
Appraisal Measure (Peacock & Wong, 1990), Ways of Coping Inventory (Folkman
& Lazarus, 1980), Positive and Negative Affect Schedule (Watson, Clark, &
Tellegen,1988), Beck Depression Inventory (Beck, Ward, Mendelson, Mock, &
Erbaugh, 1961), Beck Anxiety Inventory (Beck, Epstein, Brown, and Steer, 1988),
and The Satisfaction with Life Scale (Diener, Emmons, Larsen, & Griffin, 1985).

2.2.2.1. Demographic Information Form

The demographic information form used in Study 1 was used in Study 2, too. It was
prepared for the caregivers of children with cancer, and it included general
demographic questions about age, gender, education, occupation, marital status, and
perceived family income (see Appendix B). Besides, it contained questions about the
illness and the caregiving process, such as the relationship to the patient, type of
diagnosis, time since diagnosis,the phase of the treatment, number of people living at
home, number of other caregivers, number of children except for the ill child, and

having physical and psychological illness or not.

2.2.2.2. Multidimensional Health Locus of Control Scale (MHLC)

Multidimensional health locus of control scale consists of 18 items about 3
dimensions of health locus of control, namely; internal health locus of control
(IHLC), powerful others health locus of control (PHLC), and chance health locus of
control (CHLC). It is a 6-point Likert type scale ranging from 0 (strongly disagree)
to 5 (strongly agree). The original version of the MHLC scale was developed by
Wallston and DeVellis (1978), and it was translated into Turkish by Ustiindag-Budak
(1999). The Turkish version of the scale has an additional factor labeled as fate
health locus of control. The Cronbach’s alpha levels of the subscales ranged between
.68 and .39, and it was .63 for the whole scale. The subscale scores are calculated by
adding up the respective item scores, and the total score of MHLC is obtained by
summing up all these subscale scores. Higher scores on this scale indicate externality
(see Appendix C). The internal consistency reliability as measured by Cronbach’s

alpha was .60 for the present sample.
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2.2.2.3. The Caregiver Well-Being Scale (CWB Scale)

This scale was developed in order to evaluate the well-being indicators (i.e. basic
needs and daily activities) of the caregivers (Berg-Weger, Rubio, & Tebb, 2000). It
measures the level of daily functioning in the presence of the caregiver role. There
are two subscales of the scale; basic needs and activities of living. The basic needs
subscale includes not only the physical needs like sleep and nutrition but also some
other needs like expression of feelings, relaxation, and personal growth. The internal
consistency reliability of this subscale was .91(Berg-Weger, Rubio, & Tebb, 2000).
Activities of living subscale includes the daily activities of the person and some
additional activities that can be regarded as leisure activities, such as having a hobby.
The internal consistency reliability of the activities of living subscale as measured by
Cronbach’s alpha was .81. The correlation coefficient between the two subscales

was found .69, indicating the convergent validity of the subscales (Berg-Weger,

Rubio, & Tebb, 2000).

The scale was adapted to Turkish by Demirtepe and Bozo (2009) with internal
consistency reliability coefficients .93 for the basic needs subscale and .89 for the
activities of living subscale. The scale did also have a strong test—re-test reliability (»
=.79, p <.001). The correlational analyses between the caregiver well-being scale,
and BDI (Beck, Ward, Mendelson, Mock, & Erbaugh, 1961) (»r=-.71, p <.01) and
Mental, Physical, and Spiritual Well-being Scale (Vella-Brodrick & Allen, 1995) (r
=.55, p <.01) suggested that the scale has construct validity (see Appendix D). The
internal consistency reliability as measured by Cronbach’s alpha were .85 for basic

needs subscale and .86 for daily activities subscale for the present sample.

2.2.2.4. Multidimensional Scale of Perceived Social Support (MSPPS)

This scale consists of 12 items aming at assessing perceived social support. It was
developed by Zimet, Dahlem, Zimet, and Farley (1988), and adapted to Turkish by
Eker and Arkar (1995). The scale includes 3 subscales, namely; support from the

family, friends, and significant others. The scale has a strong reliability for the
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subscales and the full scale (alpha values ranged between .80 and .95) (Oner, 1994).
The items are rated on a 7-point scale ranging between 1 (disagree very strongly) and
7 (agree very strongly). Higher scores on this scale mean higher levels of perceived
social support (see Appendix E). The internal consistency reliability as measured by

Cronbach’s alpha was .92 for the present sample.

2.2.2.5. Stress Appraisal Measure (SAM)

It was developed by Peacock and Wong (1990) and adapted to Turkish by Durak and
Senol-Durak (2013). It measures the appraisal of stress via the factors of primary
appraisal as a threat or a challenge, and secondary appraisal as uncontrollable, self-
controlled, or other controlled. The Cronbach's alpha levels of the subscales ranged
between .68 and .84 for adults (Durak & Senol-Durak, 2013). The state form, which
included 24 items, was used in the present study, and the state was defined as having
a child with a medical problem (see Appendix F). The internal consistency reliability
as measured by Cronbach’s alpha for the subscales ranged between .53 and .78 for

the present sample.

2.2.2.6. Ways of Coping Inventory (WCI)

It was developed by Folkman and Lazarus (1980) and adapted to Turkish by Siva
(1991) with the Cronbach’s alpha coefficient .90. The Turkish version of the scale
includes 74 items. In the Geng¢dz, Gen¢dz, and Bozo study (2006), hierarchical
dimensions of coping styles were examined and three factors were identified,
problem focused, emotion focused, and indirect coping. The internal consistency
reliabilities of the subscales were .90, .88, and .84, respectively. The problem
focused and emotion focused subscales were used in the present study (see Appendix
G). The internal consistency reliability as measured by Cronbach’s alpha was .82 for
problem focused and .76 for emotion focused coping subscales for the present

sample.
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2.2.2.7. Positive and Negative Affect Schedule (PANAS)

It was developed by Watson, Clark, and Tellegen (1988) and adapted to Turkish by
Geng6z (2000). It consists of 20 items rated on a 5-point Likert-type scale, 10 of
which measure Positive Affect (PA) and the other 10 measure Negative Affect (NA)
(see Appendix H). Respondents are asked to rate the extent to which they experience
the affective states in the last 2 weeks. Cronbach’s alpha coefficients were reported
as .83 and .86 for positive and negative affect, respectively; and the test—retest
reliability was .40 for the negative affect and .54 for the positive affect for the
Turkish version. The internal consistency reliabilites as measured by Cronbach’s

alpha were .78 for positive affect and .76 for negative affect in the present study.

2.2.2.8. Beck Depression Inventory (BDI)

BDI (Beck, Ward, Mendelson, Mock, & Erbaugh, 1961) comprised 21 multiple-
choice questions measuring the moods of the participants for the previous 2 weeks.
The scores obtained from each question ranged between 0 and 3, and a lower overall
score (of 63) referred to a lower level of depression. The inventory was translated to
Turkish by Tegin (1980) and Hisli (1988). Test-retest reliability for the Turkish
version of the BDI was .65, whereas the split-half reliability was .78 for students and
.61 for depressive patients. By looking at BDI’s correlation with Hamilton
Depression Rating Scale (Hamilton, 1960), convergent validity of the scale was
calculated as .75 (Hisli, 1988; 1989) (see Appendix I). The internal consistency

reliability as measured by Cronbach’s alpha was .86 for the present sample.

2.2.2.9. Beck Anxiety Inventory (BAI)

It measures the frequency of the anxiety symptoms on a 4-point scale. It was
developed by Beck, Epstein, Brown, and Steer (1988), and adapted to Turkish by
Ulusoy, Sahin, and Erkmen (1998). The Cronbach’s alpha for the Turkish version of
the inventory was .93. The inventory includes 21 anxiety symptoms felt since last
week, and higher scores on this scale indicate more anxiety (Savasir & Sahin, 1997)

(see Appendix J). The internal consistency reliability as measured by Cronbach’s
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alpha was .90 for the present sample.

2.2.2.10. The Satisfaction with Life Scale (SWLS)

It was developed by Diener, Emmons, Larsen, and Griffin (1985) and adapted to
Turkish by Durak, Senol-Durak, and Geng6z (2010), with an internal consistency
reliability as measured by Cronbach’s alpha .89. It is a 5-item measure designed to
assess global judgment of life satisfaction. SWLS items are global rather than
specific in nature, which allows respondents to weight domains in terms of those
they individually deem most important. Statements are rated on a 5-point Likert
scale. Higher scores indicate lower satisfaction with life (see Appendix K). The
internal consistency reliability as measured by Cronbach’s alpha was .77 for the

present sample.

2.2.3. Procedure

Ethical approval was obtained from Middle East Technical University Ethical
Committee, Hacettepe University Ethical Committee, and Ankara Provincial
Directorate of Health. Approvals of the heads of the pediatric oncology departments
of the hospitals were gathered and written informed consent (see Appendix A) was

obtained from all participants.

The participants were contacted either at their child’s hospital stays at the inpatient
clinics, or at treatment or examination appointments in outpatient polyclinics. The
participants who gave consent were included in the study. They filled in the
questionnaires in their rooms or in the waiting rooms of polyclinics. Some of the
participants needed the questions being read to them because of having problems in
sight or reading. In that case, the questions were read and the answers of the
caregivers were marked by the researcher. Although there was no time limit, it took

the participants approximately 45- 55 minutes to fill in the questionnaires.
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2.2.4. Data Analysis

Data were analyzed using SPSS 15. Descriptive statistical analysis (frequency,
percentage, mean, median and standard deviation) was employed to describe the
research sample and measures. Reliabilitiy analyses were conducted for Cronbach’s
alpha values of the scales. The Pearson product-moment correlation coefficient was
used to describe associations among the measures. A series of hierarchical multiple
regressions were used to examine the unique contributions of each individual set of
predictor variables that comprised the proposed model, including the causal
antecedents (demographic variables, sense of control, basic needs, daily activities,
and social support), the mediating processes (stress appraisal, problem focused
coping, and emotion focused coping), and immediate effects (positive and negative
affect). Sets of variables were entered into the analysis based on the proposed
theoretical model. The dependent measures were the level of depressive symptoms,

the level of anxiety symptoms, and the level of dissatisfaction with life.

2.3. Results

2.3.1. Preliminary Analyses

In order to find out the predictive values of demographic characteristics of the
caregivers (i.e., age and number of people living in the house) and caregiving related
variables (the ill child’s age and duration of the illness) on long term effect variables
(i.e., the level of depressive symptoms, anxiety symptoms, and dissatisfaction with
life), separate regression analyses were conducted. Independent samples t-tests were
applied to reveal group differences in terms of demographic characteristics (the
caregivers’ gender, and employment status) and caregiver related variables (having
other caregivers helping, presence/absence of a physical illness, and receiving any
kind of treatment). Moreover, to examine the variation of the long term effect
variables based on the level of education, level of perceived income, and residence,
one-way ANOVAs were performed. Similarly, one-way ANOVAs were run for

illness related variables (the diagnostic category and type of treatment).
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Regression analyses run with the demographic variables (i.e., caregiver age and
number of people living in the house) revealed no significant effect for caregiver age
and number of people living in the house on the level of depressive symptoms (R’=
.03, F(2,102) = 1.77, p > .05), anxiety symptoms (R’= .03, F(2, 102) = 1.66, p >
.05), and dissatisfaction with life (R°= .01, F(2, 101) = .46, p > .05) (see Table 3).

Table 3

Regression Analyses Predicting Long Term Effect Variables (the level of depressive
symptoms, anxiety symptoms and dissatisfaction with life) from the Demographic

Variables (Caregiver Age and the Number of People Living in the House)

Variable Mean SD B SE B p
Depressive symptoms 18.82  10.00

(N =105)

Caregiver Age 3431 747 -22 A3 -16™
Number of people living  4.68  2.53 25 39 06"
in the house

Anxiety symptoms 19.31 12.17

(N = 105)

Caregiver Age 3431 747 -25 d6  -15™
Number of people living ~ 4.68  2.53 34 47 2"

in the house

Dissatisfaction with life  15.02  4.11

(N=104)

Caregiver Age 3437 747 -.05 05 -.09™
Number of people living  4.47  2.54 .02 d6  -.02™

in the house

Regression analyses run with the caregiving related variables (the ill child’s age and
duration of the illness) revealed the following results: The ill child’s age and duration
of the illness were not significantly associated with the level of depressive symptoms
(R*= .04, F(2, 102) = 2.33, p > .05) and dissatisfaction with life (R*= .01, F(2, 101)
= .58, p>.05). For the level of anxiety symptoms, however, the child’s age (£ = -.26,
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p =.01) was a significant predictor (R°= .07, F(2, 102) = 3.65, p <.05). As the ill

child’s age decreased, the level of anxiety symptoms increased (see Table 4).

Table 4

Regression Analyses Predicting Long Term Effect Variables (the level of depressive
symptoms, anxiety symptoms and dissatisfaction with life) from the Caregiving

Related Variables (the ill child’s age and duration of the illness)

Variable Mean SD B SE B S
Depressive symptoms 18.82  10.00

(N=105)

I11 child’s age 7.11 534  -37 19 -20%*
Duration of the illness 11.54  17.89 -.02 06  -.04
Anxiety (N =105) 19.31 12.17

I11 child’s age 7.11 534  -59 22 -26%*

Duration of the illness 11.54 17.89 .08 .07 12
Dissatisfaction with life  15.02 4.11

(N=104)
I11 child’s age 7.08 536 -.07 .08 -.09
Duration of the illness 11.60 11.60 .02 .02 .07

Note. * p <.05; ** p <.01

In order to examine group differences in terms of demographic characteristics (the
caregivers’ gender and employment status) and caregiver related variables (having
other caregivers helping, the presence/absence of a physical problem, and receiving

any kind of treatment), independent samples t-tests were applied.

There was a significant difference between males and females in terms of the levels
of depressive (#(103) = 2.15, p <.05) and anxiety symptoms (#(103) = 2.00, p <.05),
but not life satisfaction (#102) = .46, p > .05). Males reported significantly lower
levels of depressive symptoms (m = 14.43, sd = 8.35) as compared to females (m =
19.79, sd = 10.12). Similarly, as compared to females (m = 20.41, sd = 12.13), males
reported significantly lower levels of anxiety symptoms (m = 14.33, sd = 11.34) (see
Table 5).
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Table 5

Descriptive Statistics and t-test Results for Males and Females

n m Sd t
Depressive Male 19 14.43 8.35 2.15%
symptoms Female 86 19.79 10.12
Anxiety Male 19 14.33 11.34 2.00*
symptoms Female 86  20.41 12.13
Dissatisfaction ~Male 19 14.63 4.63 46
with life Female 85 15.11 4.01

Note. * p < .05

As Table 6 illustrates, the differences between caregivers who were employed and
who were unemployed were significant on all of the long term effect variables. For
the level of depressive symptoms (#103) =2.11, p <.05), caregivers who were
employed had lower scores (m = 16.07, sd = 8.31) than unemployed caregivers (m =
20.32, sd = 10.58). Similarly, for anxiety scores (#103) = 2.09, p < .05), caregivers
who were employed reported lower levels (m = 16.00, sd = 11.31) than caregivers
who were unemployed (m = 21.11, sd = 12.32). The results of the t-tests were
significant for the level of dissatisfaction with life, too (#102) =2.71, p <.01).
Caregivers who were employed had significantly lower levels of dissatisfaction with

life (m = 13.59, sd = 3.68) than the caregivers who were not (m = 15.81, sd = 4.15).

Table 6

Descriptive Statistics and t-test Results of Participants Employed or Unemployed

n m sd t
Depressive Employed 37 16.07 8.31 2.11%
symptoms Unemployed 68  20.32 10.58
Anxiety Employed 37 16.00 11.31 2.09*
symptoms Unemployed 68  21.11 12.32
Dissatisfaction Employed 37 13.59 3.68 2. 71%*
with life Unemployed 67 15.81 4.15

Note. * p <.05; ** p <.01
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The group differences in terms of caregiver related variables (having other caregivers
helping, presence/absence of a physical illness, and receiving any kind of treatment)
were also investigated for the depressive symptoms, anxiety symptoms and

dissatisfaction with life.

Having a helper for caregiving or not did not make a difference in terms of
depressive symptoms (#103) = .53, p > .05), anxiety symptoms (#(103) = -.40, p >
.05) and dissatisfaction with life (#102) = 1.75, p > .05).

The presence/absence of a physical problem as reported by the caregivers or not did
significantly predict the level of depressive symptoms (#(103) =-3.19, p <.01);
caregivers who reported that they had a physical problem had higher levels of
depressive symptoms (m = 26.45, sd = 14.45) than caregivers without a physical
problem (m = 17.65, sd = 8.66). For anxiety symptoms (#(103) =-2.90, p <.01),
caregivers who reported having a physical problem did also report higher levels of
anxiety symptoms (m = 27.78, sd = 13.26) than the caregivers without any physical
complaint (m = 18.01, sd = 11.52). Similarly, for dissatisfaction with life (#(102) = -
2.18, p <.05), caregivers who had a physical problem did also report significantly
higher levels of dissatisfaction with life (m = 17.21, sd = 4.53) than the caregivers
who did not (m = 14.68, sd = 3.97). Moreover, there was a significant difference
between the caregivers receiving any kind of treatment at the moment and the ones
who were not (#(103) = -2.20, p < .05). Caregivers who were receiving treatment
reported higher levels of depressive symptoms (m = 24.98, sd = 12.05) than the ones
who were not (m = 18.10, sd = 9.55). However, the group differences were not
significant in terms of anxiety symptoms (#(103) = -1.06, p > .05) and dissatisfaction
with life (#(102) = -1.06, p > .05) (see Table 7).
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Table 7

Descriptive Statistics and t-test Results of the Participants with Presence/Absence of

a Physical Problem

n M sd T
Depressive Physical 14 26.45 14.45 -3.19%*
symptoms problem

No physical 91  17.65 8.66

problem
Depressive Treatment 11 2498 12.05 -2.20%*
symptoms

No 94 18.10 9.55

treatment
Anxiety Physical 14 27.78 13.26 -2.90%**
symptoms problem

No physical 91  18.01 11.52

problem
Dissatisfaction  Physical 14 17.21 4.53 -2.18%
with life problem

No physical 90  14.68 3.97

problem

Note. * p <.05; ** p < .01

In order to examine the variation of the long term effect variables based on the level
of education, level of perceived income, and the place of living, one-way ANOV As
were performed. Other one-way ANOV As were run for illness related variables (the

diagnostic category and type of treatment).

To examine the effects of education level, on the dependent variables, three separate
one way ANOVA'’s were performed (see Table 8). The effect of education level on

the level of depressive and anxiety symptoms were not significant (F(3, 101) = 1.50,
p>.05and (F(3, 101) = .59, p > .05, respectively). However, the effect of education
level on dissatisfaction with life was significant (F(3, 100) = 5.50, p <.01). Post hoc
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analyses using Tukey HSD test revealed that university graduates had significantly
lower dissatisfaction with life scores (m = 12.31) than the high school graduates (m =

16.30), secondary school graduates (m = 15.86), and primary school graduates (m =

15.27). The other group differences were not significant.

35



9¢

Table 8
Descriptive Statistics, Analysis of Variance, and Tukey HSD Tests for the Long-Term Effect Variables (Depressive and Anxiety Symptoms
and Dissatisfaction with Life) and Education Level

Primary Secondary High School University and One-way ANOVA
(n=31) (n=14) (n=136) higher (n = 24)
m sd m sd m sd m sd df F p

Depressive 19.86 10.98 20.19 8.90 19.91 9.93 15.05 9.00 3,101 1.50 22
symptoms
Anxiety 20.02 11.65 22.43 11.31 18.91 13.03 17.17 12.24 3,101 .59 .62
symptoms
Dissatisfaction 15.27, 4.39 15.86, 3.44 16.30, 4.03 12.31y 3.06 3,100 5.50 .002
with life

Note. The mean scores that do not share the same subscript on the same row are significantly different from each other at .05 alpha level of
Tukey’s HSD test.



The variation of the level of depressive symptoms, anxiety symptoms, and
dissatisfaction with life based on the categorization of the perceived family income
was examined by performing a one way ANOVA (see Table 9). The results showed
that the effect of perceived family income on the level of depressive symptoms was
significant (F(2, 102) = 4.81, p =.01). When the differences among the lower,
middle, and upper income groups were examined with Tukey HSD test, it was found
that lower income group had significantly higher level of depressive symptoms (m =
22.67) than the upper income groups (m = 7.50). The middle income group (m =
18.21) was not significantly different from either low or upper income groups in

terms of the level of depressive symptoms.

No significant effect of perceived family income was revealed for the level of
anxiety symptoms (F(2, 102) = 1.74, p > .05). Similar to depressive symptoms, the
effect of perceived family income on dissatisfaction with life was significant (F(2,
101) = 13.56, p <.001). Further post hoc analysis with Tukey HSD test revealed
that lower income group (m = 18.04) had significantly higher scores than middle (m
= 14.35) and upper (m = 9.62) income groups. The difference between people

having middle and upper income groups was also significant.
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Table 9
Descriptive Statistics, Analysis of Variance, and Tukey HSD Tests for the Long Term Effect Variables (Depressive and Anxiety Symptoms

and Dissatisfaction with Life) and Perceived Family Income

Lower (n=24) Middle (n=77) Upper (n =4) One-way ANOVA
m sd m sd m sd df F p
Depressive symptoms 2267, 1198 18214 8.99 7.504 4.51 2,102 4.81 .01
Anxiety symptoms 20.57 1252 1948  12.07 8.50 8.18 2,102 1.74 18
Dissatisfaction with life 18.04, 4.43  14.35; 349  9.62, 1.89 2,101 13.56 .001

(98]
o¢]

Note. The mean scores that do not share the same subscript on the same row are significantly different from each other
at .05 alpha level of Tukey’s HSD test.



The effects of place of living on the long term effect variables were also investigated.
No significant difference between the caregivers living in metropolitans, provinces,
towns and villages were found for the levels of depressive (F(3, 101) = .63, p > .05),
anxiety symptoms (F(3, 101) = .95, p > .05) and dissatisfaction with life scores (F(3,
100) = .53, p > .05) were obtained.

The effects of the illness characteristics, i.e. the diagnostic category and phase of
treatment were not significant on the long-term effect variables. Specifically, the
diagnostic category according to ICCC classification, did not affect level of
depressive (F(11,93)= 1.01, p > .05) and anxiety symptoms (F(11,93)= .48, p>
.05), and dissatisfaction with life (F(11, 92) = 1.13, p > .05). The effect of phase of
treatment on depressive symptoms (F(2, 102) = 1.85, p > .05), anxiety symptoms
(F(2,102) = 1.56, p > .05), and dissatisfaction with life (F(2, 101) = .86, p > .05)

were not significant, too.

2.3.2. Descriptive Information for the Measures of the Study

The variables which took place in the model of coping proposed in the present study

were examined in terms of descriptive information (see Table 10).

Table 10

Descriptive Information for the Measures of the Study 1

Variable Measure Mean SD  Min-Max Values
Causal Antecedents
Sense of control MHLC 48.00 8.02 19-65
Caregiver well-being CWB Scale
Basic needs 70.55 13.31 47-102
Daily activities 64.69 13.63 38-96
Social support MSSPS 70.55 13.31 18-84
Mediating Processes
Stress Appraisal SAM
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Table 10 Continued

Variable Measure Mean SD  Min-Max Values
Threat 30.14 5.09 13-40
Challenge 10.93 2.57 4-15
Controlled by self 17.72 3.47 8-25
Controlled by others 12.01 4.05 4-20
Uncontrolled 11.90 3.26 4-20

Coping Strategies WCI
EFC 61.08 9.95 35-84
PFC 99.24 13.11 70-137

Immediate Effects

Affect PANAS
Positive 30.43 7.36 11-48
Negative 27.53 6.94 11-43

Long Term Effects
Depressive
symptoms BDI 18.82 10.00 1-52
Anxiety
symptoms BAI 19.31 12.17 0-56
Dissatisfaction
with life SWLS 15.02 4.11 7-25

3.2.3. Correlations among the Study Variables

Zero order correlation coefficients among the study variables were examined in order
to investigate the relationships among the causal antecedents, mediating processes,
immediate and long term effects (see Table 11). The variables which were correlated
with the level of depressive symptoms were as follows: Health locus of control (» =
.30, p <.01), basic needs (r =-.55, p <.001), daily activities ( =-.49, p <.001),
social support (» = -.46, p <.001), challenge appraisal (» =-.21, p <.05),
uncontrollable appraisal (» = .38, p <.01), self control appraisal ( = -.48, p <.01),
other control appraisal (» =-.51, p <.01), problem focused coping (r = -.55, p <.01),
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emotion focused coping (» = .24, p < .01), positive affect (r =-.32, p <.001),
negative affect (r = .51, p <.001), anxiety symptoms (» = .62, p <.001), and
dissatisfaction with life (r = .44, p <.001).

The variables which were correlated with the level of anxiety symptoms were as
follows: Basic needs (» = -.40, p <.001), daily activities (» = -.40, p <.001), social
support (r =-.32, p <.001), threat appraisal (» =.27, p <.01), uncontrollable
appraisal (» = .35, p <.001), self control appraisal ( = -.38, p <.001), other control
appraisal (r =-.40, p <.001), problem focused coping (» = -.41, p <.001), emotion
focused coping (r = .19, p <.05), negative affect (» = .45, p <.001), and
dissatisfaction with life (» = .31, p <.001).

The variables which were correlated with the level of dissatisfaction with life were as
follows: Basic needs (» = -.53, p <.001), daily activities (» = -.37, p <.001), social
support (» =-.42, p <.001), threat appraisal (» =.31, p <.001), challenge appraisal (»
=-.20, p <.05), uncontrollable appraisal (» = .33, p <.001), self control appraisal (»
=-.30, p <.01), other control appraisal (» =-.36, p <.01), problem focused coping (r
=-.24, p <.01), positive affect (» =-.20, p < .05), and negative affect (r = .27, p <
.01).
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Table 11

Correlation Coefficients among the Study Variables

1 2 3 4 5 6 7 8
1. Health locus of control 1.00
2. Basic needs -.07 1.00
3. Daily activities .01 7% 1.00
4. Social support -.12 S5HE A1F**1.00
5. Threat appraisal -.10 -.14 -.20%* -.09 1.00
6. Challenge appraisal -.09 25%* A2 24 18 1.00
7. Uncontrollable -.02 - 28%* - 33FEE L D6** S2FxE - 08 1.00
8. Self-control -.24% STk A2%FE QxR 03 30%* -.24% 1.00
9. Other control - 28%* S6HF* AlFxE S5xER 04 14 -.19 A9
10. Problem focused coping 27* 60 ** Q2HHE J7EEE 12 J7EE Q5%E STHHRE
11. Emotion focused coping 21% -.12 -.12 -.18 -.07 .06 -.02 -23%
12. Positive affect .05 A9HxH A2HHE QTR .01 22% -.20* AoHHE
13. Negative affect 23%* - 25%* -21% - 277H* S1FE 19 27%* =3
14. Depressive symptoms 30%*F  S55%ER _AQERE 4ok 16 -21% JgwEE L QRAk
15. Anxiety symptoms A1 S4QFE _4ORE L FD Ak 27* -.01 S5k Ak
16. Dissatisfaction with life .06 S 53R FTHAR 4Rk SRR 0% J33FEE 30

Note 1. * p <.05; ** p < .01; *** p <.001
Note 2. Higher scores on health locus of control indicate externality
Higher scores on basic needs indicate higher levels of fulfillment of basic needs

Higher scores on daily activities indicate higher levels of performance on daily activities



3%

Table 11 (Continued)

9 10 11 12 13 14 15 16
1. Health locus of control
2. Basic needs
3. Daily activities
4. Social support
5. Threat appraisal
6. Challenge appraisal
7. Uncontrollable
8. Self-control
9. Other control 1.00
10. Problem focused coping A45%*F% 1,00
11. Emotion focused coping -23* .03 1.00
12. Positive affect 24%* A7FEx - _02 1.00
13. Negative affect -26%* -54%Fx 9% -.20* 1.00
14. Depressive symptoms S5k S5 D4k - 32k SrEEE 1,00
15. Anxiety symptoms - 40%FE 4k ]O* -.17 45HE 62%*F% 1,00
16. Dissatisfaction with life =36%Hx 24% 18 -.20%* 2T** A4xds o 3R 1.00

Note 1. * p <.05; ** p < .01; *** p <.001

Note 2. Higher scores on health locus of control indicate externality

Higher scores on basic needs indicate higher levels of fulfillment of basic needs

Higher scores on daily activities indicate higher levels of performance on daily activities



3.2.4. Hierarchical Regression

Three hierarchical multiple regression analyses regressing depressive symptoms, anxiety
symptoms, and dissatisfaction with life of the caregivers on the variables of the model
(causal antecedents, mediating processes, and immediate effects) were run. The variables
which were found as related with the long-term effect variables in the preliminary

analyses were included in the hierarchical regression equations.

3.2.4.1. Predictors of Depressive Symptoms

The first hierarchical multiple regression analysis used depressive symptoms as the long
term effect variable. First, demographic variables (child’s age, gender, occupation, and
income) were entered into the regression equation. On the second step, causal antecedents
(health locus of control, basic needs, daily activities, and social support) were entered into
the equation. On the third step, appraisal (challenge, uncontrollability, self-control, and
other-control) and coping strategies (problem and emotion focused); and finally, on the

fourth step positive and negative affect were entered into the equation.

When the demographics were entered at the first step, it was revealed that the
demographic variables explained 15 % of the variance in level of depressive symptoms of
the caregivers (R> = .15, F(4, 100) = 4.50, p < .01). Child’s age (8 =-.19, p < .05) and
reported family income (5 = -.25, p <.01) were negatively associated with depressive
symptoms. The causal antecedents entered in the second step increased the explained
variance by 32 % (R’= 47, F(8, 96) = 10.83, p <.001). The level of health locus of
control was positively related to the level of depressive symptoms (f = .25, p <.01),
meaning that external locus of control was associated with higher level of depressive
symptoms. The level of daily activities (f = -.28, p <.01) and perceived social support (5

=-.20, p <.05) were negatively related to the level of depressive symptoms.

Mediating processes, which were entered in the third step, increased the explained
variance by 8% (R> = .55, F(14,90) = 8.01, p < .001). Appraisal of the situation as

uncontrollable was related to the level of depressive symptoms (f = .20, p <.05).
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The immediate effects, which were entered in the last step increased the explained
variance by 2 % (R’= .57, F(16, 88) = 7.47, p < .001). Negative affect was positively
related to the level of depressive symptoms (5 = .19, p <.05) (see Table 12).

Table 12

Hierarchical Regression Model Predicting Depressive Symptoms

Variables in Set AF df t S pr AR’
Demographic Variables 4.50*%* 4,100 A5
Child’s age 100 -2.07 -.19* -20
Gender 100 -1.44 -.16 -.14
Occupation 100 -44  -.05 -.04
Income 100 -2.64 -25**% -25
Causal Antecedents 14.68*** 4,96 32
Health locus of control 96 3.25 25*% 31
Basic needs 9 -1.85 -21 -.19
Daily activities 96 -2.67 -28%* -26
Social support 9 -2.13  -20%* -21
Mediating Processes 2.71% 6,90 .08

Challenge appraisal % -17 -.01 -.02
Uncontrollability 90 2.52 20% 17
Self-control 90 -.53 -.05 -.04
Other-control 90 -145 -14 -.10
Problem focused coping 90 -1.27 -.15 A1
Emotion focused coping 90 1.60 13 -.09
Immediate Effects 2.20%* 2,88 .02
Positive affect 88 .08 .01 .01
Negative affect 88 2.09 19%* 22

Note. * p <.05; ** p <.01; *** p <.001
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3.2.4.2. Predictors of Anxiety Symptoms

The second hierarchical multiple regression analysis used anxiety symptoms as the long
term effect variable. First, demographic variables (child’s age, gender, and occupation)
were entered into the regression equation. On the second step, causal antecedents (basic
needs, daily activities and social support) were entered into the equation. On the third step
appraisal (threat, challenge, uncontrollability, self-control and other-control) and coping
strategies (problem focused), and finally, on the fourth step negative affect were entered

into the equation.

When the demographic variables were entered at the first step, it was found that the
demographic variables explained 10 % of the variance in level of anxiety symptoms of
the caregivers (R> = .10, F(3, 101) = 3.76, p < .05). Child’s age (8 = -.23, p < .05) was
negatively associated with anxiety symptoms. The causal antecedents entered in the
second step increased the explained variance by 17 % (R’= .27, F(6, 98) = 6.01, p < .001).
The level of daily activities was negatively related to the level of anxiety symptoms (f = -

26, p < .05).

Mediating processes, which were entered in the third step, increased the explained
variance by 10% (R* = .37, F(11, 93) = 4.99, p <.001). Appraisal of the situation as
controlled by others was marginally related to the level of anxiety symptoms (f =-.22, p
=.00).

The immediate effects, which were entered in the last step increased the explained

variance by 3 % (R’= .40, F(12, 92) = 5.16, p < .001). Negative affect was positively
related to the level of anxiety symptoms (f = .23, p <.05) (see Table 13).
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Table 13
Hierarchical Regression Model Predicting Anxiety Symptoms

Variables in Set AF df t p pr AR’
Demographic Variables 3.76% 3,101 .10
Child’s age 101 -2.40 -23* -23
Gender 101 -94 -.11 -.09
Occupation 101 -1.15 -.13 -.11
Causal Antecedents 7.53*** 308 17
Basic needs 98 -.87 -.11 -.09
Daily activities 98 -2.21  -26*% -22

Social support 98 -1.26 -.13* -.13
Mediating Processes 3.02%* 5,93 10
Threat appraisal 93 1.47 A5 A5
Uncontrollability 93 1.06 A1 A1
Self-control 93 -125 -14 -.13
Other-control 93 -194 -22 -.20
Problem focused coping 93 -.56 -.07 -.06
Immediate Effects 4.78%* 1,92 .03
Negative affect 92 2.19 23* 22

Note. * p < .05; ** p <.01; *** p <.001

3.2.4.3. Predictors of Dissatisfaction with Life

The last hierarchical multiple regression analysis used dissatisfaction with life as the long
term effect variable. First, demographic variables (occupation, level of education, and
income) were entered into the regression equation. On the second step, causal antecedents
(basic needs, daily activities, and social support) were entered into the equation. On the
third step, appraisal (threat, challenge, uncontrollability, self-control, and other-control)
and coping strategies (problem focused); and last, on the fourth step, negative affect were

entered into the equation.
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When the demographics were entered at the first step, it was revealed that the
demographic variables explained 24 % of the variance in level of dissatisfaction with life
of the caregivers (R> = .24, F(3, 100) = 10.47, p < .001). Reported family income (£ = -
43, p <.001) was negatively associated with dissatisfaction with life. The causal
antecedents entered in the second step increased the explained variance by 17 % (R’= .41,
F(6,97)=11.07, p <.001). The level of satisfaction with basic needs was negatively
related to the level of dissatisfaction with life (8 =-.48, p <.001).

Mediating processes, which were entered in the third step, increased the explained
variance by 11% (R* = .52, F(13, 90) = 7.57, p < .001). Appraisal of the situation as threat
(=31, p<.001) and as challenge (5 = -.24, p <.01) were both related to the level of
dissatisfaction with life. Moreover, problem focused coping was negatively associated

with the level of dissatisfaction with life (f =-.27, p <.01).

The immediate effects, which were entered in the last step increased the explained
variance by 1 % (RZZ .52, F(13,90) =7.57, p <.001), however Fpumge Was not significant
and negative affect did not significantly predict the level of dissatisfaction with life (see

Table14).

Table 14
Hierarchical Regression Model Predicting Dissatisfaction with Life

Variables in Set AF df t b pr AR?
Demographic Variables 10.47*** 3,100 24
Occupation 100 -1.84 -.20 -.18
Income 100 -4.73 -25%%* -43
Education 100 .50 -.05 -.05
Causal Antecedents 9.11*** 397 A7
Basic needs 97 -3.78  -44*** _19
Daily activities 97 54 .06 -.26
Social support 97 -.57 -.06 -21
Mediating Processes 3.43*% 6,91 A1
Threat appraisal 91 3.40 31%*** 34
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Table 14 Continued

Variables in Set AF df t b pr AR?
Challenge appraisal 91 -2.81 -.24%%* -.28
Uncontrollability 91 -57 -.50 -.06
Self-control 91 -4l1 -.04 -.04
Other-control 91 -.99 -.10 -.10
Problem focused coping 91 -2.81  -27** 25

Immediate Effects 1.26 1,90 .01
Negative affect 90 1.12 .10 12

Note. * p <.05; ** p <.01; *** p <.001

The hierarchical regression analyses revealed different patterns of results for the level of
depressive and anxiety symptoms and dissatisfaction with life. Table 15 includes a

summary of the results of hierarchical regression models.

Table 15
Summary of the Results of Hierarchical Regression Models

Depressive  Anxiety Dissatisfaction
symptoms symptoms with life
Demographic variables
Child's age significant significant
Income significant significant
Gender
Occupation

Causal antecedents

Health locus of control significant

Basic needs significant
Daily activities significant significant
Social support significant  significant

49



Table 15 (Continued)

Depressive  Anxiety

symptoms symptoms

Dissatisfaction

with life

Mediating processes

Challenge appraisal
Threat appraisal
Uncontrollability
Self-control

Other control

significant

significant

significant

significant

Problem-focused
coping
Emotion-focused
coping

significant

Immediate Effects

Positive affect

Negative affect significant  significant

2.4. Discussion

The aim of the Study 1 was to examine the predictors of caregiver distress, i.e. depressive
and anxiety symptoms and dissatisfaction with life, among the caregivers of children with
cancer by using the Transactional Theory of Coping (Lazarus & Folkman, 1984) as a
theoretical framework. As shown in Figure 2 (p. 20), it was hypothesized that the causal
antecedents (demographic variables, sense of control, basic needs, daily activities and
social support) will predict the outcome variables (depressive and anxiety symptoms and
dissatisfaction with life). After controlling for the effects of causal antecedents, the
mediating processes (stress appraisal, problem focused coping, and emotion focused
coping) will predict the outcome variables. After the controlling for the effects of causal
antecedents and the mediating processes, immediate effects (positive and negative affect)
will predict the outcome variables. Therefore, 3 models for each of the long-term
outcome variables were proposed and tested. The effects of demographic variables and
the relationship between the study variables were examined, too. Before the discussion of

the main analyses, the preliminary findings need to be examined.
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2.4.1. The Preliminary Analyses

The effects of the demographic, illness related, and caregiving related variables on the
outcome variables were examined. The effect of caregiver’s age was not significant for
any of the outcome variables. According to some studies (e.g. Matthews, Baker, &
Spillers, 2003; Demirtepe-Saygili & Bozo, 2011a) younger caregivers experience more
distress as compared to the older ones. However, the present study did not find a

significant relationship between age and any of the outcome variables.

Unlike caregiver age, child’s age significantly predicted depressive and anxiety
symptoms negatively. That is, the younger the child, the more the level of depressive and
anxiety symptoms. This could be attributed to the perceived vulnerability of the child
from the viewpoint of the caregiver. In other words, as compared to the older children,

younger ones could be perceived as more vulnerable (Grootenhuis & Last, 1997).

Gender based comparisons revealed that males had lower levels of depressive and anxiety
symptoms than females, as supported by the literature (Sloper, 2000). Furthermore, there
is also a difference between males and females in the same direction in terms of
depressive and anxiety levels in normal population (Brannon & Feist, 2010).The
difference in this particular sample could be attributed to the fact that the primary
caregiver was usually the mother. Fathers spent less time at the hospital, as they
continued to work for financial resources. Moreover, their role seemed to be
complementary rather than primary in caregiving. Therefore, their lower levels of distress

than females could be attributed to their roles.

The caregivers who were employed had lower levels of depressive and anxiety symptoms
as compared to unemployed ones. Being employed might mean having more resources
for coping (Kim et al., 2006), and a higher level of self esteem (Feather, 1990) which
resulted in a lower level of distress. Considering the overlap between level of education
and income; similar results were obtained and the mechanism of their influences could be
common. In terms of level of education, it was revealed that university graduates had
lower levels of dissatisfaction with life as compared to people with lower degrees of

education. Similar to the effect of level of education, level of income was a significant
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predictor of dissatisfaction with life. Higher level of perceived income was associated
with lower levels of depressive symptoms and dissatisfaction with life. This can be due to
a relatively easy access to resources and being able to use problem solving (Murphy,

Felgoise, Walsh, & Simmons, 2009).

Duration of the illness was not a significant predictor of any of the outcome variables.
Similarly, having helpers in caregiving did not result in any differences in terms of
depressive and anxiety symptoms and dissatisfaction with life. These two findings
indicated the importance of perceived factors over objective ones. That is, caregivers’
subjective criteria were more important to predict their distress than objective factors such
as duration and having someone to help with the caregiving tasks. The importance of
subjective criteria over objective ones was also supported by the literature (e.g. Nijboer et
al., 1998). Similarly, perceived life threat and perceived treatment intensity were found
associated with post-traumatic stress symptoms in parents of children with cancer (Kazak
et al., 1998). Moreover, Burridge, Bamett, and Clavarino (2009) suggested that perceived
stage of cancer could be related to caregiver depression and anxiety. Therefore, subjective

appraisal of the illness could be more predictive for caregiver distress.

Reporting physical problems was associated with having higher levels of depressive and
anxiety symptoms and dissatisfaction with life. This relationship could be bidirectional,
that is, having physical problems, as a preceeding factor, could add to the caregiving
burden and result in a more negative well-being. On the contrary, having higher levels of
psychological symptoms could result in having physical symptoms, as a consequence.
The interaction between physical and psychological well-being was established at the
times of Socrates and Hippocrates leading to the emergence of psychosomatic medicine
and biopsychosocial model (Brannon & Feist, 2010). Somatic symptoms are included in
the diagnostic criteria for depression in DSM-IV-TR (APA, 1994) and owing to the
overlap of symptoms, the complexity of differentiation between depressive symptoms and
somatic symptoms was emphasized (Dowrick et al., 2005). Moreover, in the present
study, receiving medical treatment for those physical disorders was related to higher
levels of only depressive symptoms, not anxiety symptoms or dissatisfaction with life,

strengthening the psychosomatic explanation for the physical symptoms.
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2.4.2. Discussion of the Main Findings

Three hierarchical regression models were tested by using the predictors which were
significantly related to the outcome variables in the preliminary analyses. The findings
suggested different patterns of relationships for each of the outcome variables (see Table
15, p. 49). This may be due to the nature of the variables. Therefore, the definitions and
main characteristics of the outcome variables should be considered together with the

results.

Depression mainly includes a negative view of self, world, and future (Beck, 1973); and
sadness and lack of positive affect (Kring et al., 2013). The predictors of higher levels of
depressive symptoms were younger child age and lower levels of perceived income as the
demographic variables; external health locus of control, lower levels of daily activities
and social support as the causal antecedents; higher levels of uncontrollability appraisal as
mediating process; and negative affect as the immediate effect. Anxiety is characterized
by “an apprehension over an anticipated problem” (Kring et al., 2013, p.175) and an
initiation of a primal survival mechanism, including the feelings of unsteadiness and
dizziness (Wells, 1997). A similar pattern of results were revealed for the level of anxiety
symptoms. The predictors of higher levels of anxiety symptoms were younger child age
as the demographic variable; lower levels of daily activities and social support as the
causal antecedents; appraisal of the situation as controlled by others as the mediating
process; and negative affect as the immediate effect. Supporting evidence for the
predictors of depressive and anxiety symptoms were provided by the literature. To
illustrate, external locus of control (Benassi, Sweeney, & Dufour, 1988); lower levels of
performance on daily activities (Demirtepe-Saygili & Bozo, 2011a); and lower levels of
perceived social support (Horton & Walander, 2001) were related to higher levels of

depressive and anxiety symptoms.

Life satisfaction is defined as “a global assessment of a person’s quality of life according
to his chosen criteria” (Shin & Johnson, 1978, p. 478). Thus, it includes “a cognitive
judgmental process” (Diener, Emmons, Larsen, & Griffin, 1985, p. 71). A slightly
different pattern of results was obtained for the level of dissatisfaction with life. It was

predicted by lower levels of income as the demographic variable; lower levels of
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satisfaction with the basic needs as the causal antecedent; and higher levels of appraisal of
the situation as a threat and lower levels of appraisal of the situation as a challenge and
more use of problem focused coping as the mediating processes. Neither positive nor
negative affect was a significant predictor for dissatisfaction with life. The level of
income could be perceived as a means to reach goals or an availability of services, and
therefore a predictor for life satisfaction (Salinas-Jimenes, Artes, & Salinas-Jimenes,
2010) and satisfaction with basic needs can also be evaluated as an extension of the level
of income, resulting in life satisfaction. Furthermore, problem solving skills was related
to higher levels of satisfaction with life in caregivers of patients with amyotropic lateral
sclerosis (Murphy et al., 2009). Thus, the findings on the predictors of dissatisfaction with
life were supported by the literature. Moreover, negative affect was a predictor for the
levels of depressive and anxiety symptoms, but not dissatisfaction with life. Thus, it can
be suggested that affect is predictive at a symptomatic level specifically, not at a general

life satisfaction level.

There were some unexpected findings, considering the pattern of relationships. For
example, appraisal of the situation as threatening and uncontrollable was expected to
predict the level of anxiety (Lazarus & Folkman, 1984; Koerner & Dugas, 2008).
However, these were not significant predictors of anxiety, while only appraisal of the
situation as controlled by others marginally predicted the level of anxiety. It can be
explained with the belief that if the control is on others, there may be a future threat and it
may result in an unpleasant future. In other words, feeling someone else's control on
themselves may result in a high level of anxiety. Another interesting point that needs a
focus was that primary appraisal (threat or challenge) and problem focused coping
predicted only dissatisfaction with life. By considering the literature (e.g., Elliot &
Shewchuk, 2003; Trask et al., 2003), it was expected that appraisal and coping play a role
in depression and anxiety. However, the present study failed to confirm such a
relationship. In terms of predicting dissatisfaction with life, the following explanation was
proposed: Life satisfaction includes perceived standards, and a comparison between what
people desire and what their current state is. Therefore, people currently evaluating
themselves as trying to solve a problem appraised as a challenge may be what they desire

and they achieve.
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2.4.3. Implications for the Intervention

The findings of Study 1 had important implications for the development of the
intervention program (Study 3). The importance of fulfillment of their basic needs and
continuation of daily activities in hospital setting were discovered and therefore included
in the intervention program. The appraisal of controllability and the appraisal of the
situation as a threat or a challenge were important for the choice of coping strategies,
which further predicted the level of distress. Defining and illustrating what could be
controlled for this particular sample and providing suggestions on what to do in
controllable and uncontrollable situations were included in the intervention program.
Moreover, considering the positive effects of social support, being able to ask for social
support -emphasizing the importance of having social relationships- was added to the
intervention agenda. To sum up, owing to the findings of Study 1, basic needs, daily
activities, appraisal and coping, and social support were determined as the content of the

intervention program.

2.4.4. Limitations of the Present Study

Although having strengths such as being guided by a theoretical model and using valid
and reliable measurement devices, the present study has several limitations.

Having inequal number of participants in groups in the sample; such as, males and
females, and participants having a physical disorder or not, was a limitation of the study.

Therefore, these group comparions must be treated with caution.

Another limitation stemmed from being a cross-sectional study. The Transactional
Theory of Coping (Lazarus & Folkman, 1984) includes immediate effects and long term
effects as the outcomes of coping with stress process. Therefore, ideally, long term effect
variables should have been measured as a follow-up. However, all of the variables were
measured cross sectionally in the present study. Hence, the absence of a follow up

measurement of long term effect variables was a limitation.

Caregivers who were able to read, understand, and fill in the self-report inventories were

included in the present study. However, there were a substantial number of people who
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were illiterate or had never filled in a questionnaire before. Those people were not able to
fill in the questionnaire properly, hence excluded from the study. Therefore, the results

cannot represent whole caregiver population.

The study was conducted in two leading pediatric oncology departments in Ankara which
have qualified medical teams and modern technology devices, making them most
preferred centers. Due to the limited number of hospitals, possible differences stemming
from the characteristics of the hospital may not be acknowledged. Furthermore, among
the families being treated in these hospitals, some were living in Ankara, whereas more
than a half had come from cities near Ankara, or from the East and South East regions of
Turkey. Therefore, the cultural characteristics of different regions might not be

represented.

2.4.5. Directions for Further Studies

Further longitudinal studies could more properly investigate the long term effect variables
of the coping model. Furthermore, it would be possible to track changes in the child and

corresponding changes in the caregiver’s coping process via longitudinal studies.

The Transactional Theory of Coping (Lazarus & Folkman, 1984) includes other variables
in the coping with stress process, such as resolutions of stressful encounters as a
mediating process, or somatic health as a long term effect. These variables can also be
investigated in future studies with similar populations. Moreover, there can be other
influential variables, which were not at the scope of the present study, such as post

traumatic stress symptoms, family functioning and marital relations.
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CHAPTER 3

STUDY 2: QUALITATIVE ANALYSIS OF THE COPING PROCESS OF
CAREGIVERS OF CHILDREN WITH CANCER

3.1. Aim and Hypotheses

The aim of the present study is to identify the factors associated with caregiving from the
caregiver’s perspective without being directed or limited by a specific theory. The
research questions are “How are caregivers of children with cancer affected by the
illness?”” and “How do caregivers of children with cancer cope with the illness process?”
The questions covered three topics, namely, the emotions, coping, and the effects of

cancer.

Semi-structured interview was chosen as the method for the qualitative research,
consistent with Interpretative Phenomenological Analysis (IPA). In semi-structured
interviews, the researcher has a set of open ended and non-directive questions but the
interview is not strictly bounded by the questions, it is rather guided by them (Smith &
Eatough, 2007). The interviewee is free to answer in his/her own way as s/he understands
and interprets. The participant shares his/her personal experiences of the examined
phenomenon with the researcher (Willig, 2008). Therefore, it is more open and flexible.
As it is less structured, the questions can be tailored. It has room for probing (Burman,
1994). It allows for an interaction between the researcher and the participant. The current

semi-structured interview is explained in detail in the Method section.

3.2. Method

3.2.1. Participants

Twenty caregivers (15 mothers, 5 fathers) of children with cancer participated in the

study. The age of the participants ranged between 27 and 52 with a mean of 36.55 (SD =
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7.80). All of the participants were married. Perceived family income per month was
categorized into 3 as low, middle, and high. People who defined themselves as belonging
to lower income group constituted 15 % of the sample (n = 3). The remaining 75 % were
members of either middle (» = 15) or high income individuals (n = 2, 10 %). Education
levels of the participants were as follows: 20 % primary school (n = 4), 5 % secondary
school (n = 1), 40% high school (n = 8), and 35 % university (n = 7). The percentage of
the participants who did not get help for care giving was 50 % (n = 10), and the remaining
50 % received help from either their husbands or their mothers (n = 10). Eight people (40
%) reported that they have to look after only the ill child, whereas 12 people (60 %)
reported they were responsible for other family members’ care, such as other children or
own parents. Finally, 2 people (10 %) had psychiatric diagnoses and reported medication

use.

The diagnoses of the children were various including organ tumors such as kidney, brain;
tissues, such as sarcomas; or blood, such as leukemia. The length of the illness of the
child ranged between 1-20 months with a mean of 5.84 months. The caregivers whose
children were having chemotherapy formed 75 % (n = 16) of the sample. The others were
a control (n = 1), a radiotherapy (n = 1), a chemotherapy and radiotherapy (n = 1), and a
complication (n = 1) patients. The age of the children ranged between 10 months and 17
years (M =7.55; SD = 5.20) (see Table 16 for the demographic characteristics of the

sample).

Table 16
Demographic Characteristics of the Sample of Study 2

M SD n % Min-Max

Age 36.55 7.80 27-52
Relationship to the patient

Mother 15 75

Father 5 25
Perceived family income

Low 3 15

Middle 15 75
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Table 16 Continued

M SD n % Min-Max
High 2 10
Education
Primary school 4 20
Secondary school 1 5
High school 8 40
University 7 35
Employment status
Housewife/unemployed 11 55
Employed 9 45
Child’s age 7.55 5.20
Type of the treatment
Chemotherapy 16 75
Radiotherapy 2 10
Other (control and complications) 2 10
Time since diagnosis (month) 5.84 6.17 1-20

3.2.2. Measures

The measures of Study 2 included demographic information form and open-ended

interview questions.

3.2.2.1. Demographic Information Form

The demographic information form, which was prepared for the caregivers of children
with cancer, included general demographic questions about age, gender, education,
occupation, marital status, and perceived family income (see Appendix B). Besides, it
contained questions about the illness and the caregiving process, such as the relationship

to the patient, type of diagnosis, time since diagnosis, the phase of the treatment, number
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of people living at home, number of other caregivers, number of children except for the ill

child, and having physical and psychological illness or not.

3.2.2.2. Interview Questions Form

This form included open ended questions about the process of caregiving beginning from
the diagnosis continuing after treatment ends. The questions were about three topics
namely, emotions, coping, and effects of cancer. The answers were evaluated with

content analysis (see Appendix L).

3.2.3. Procedure

Ethical approval was obtained from Middle East Technical University Ethical Committee,
Hacettepe University Ethical Committee, and Ankara Provincial Directorate of Health.
Approvals of the heads of the pediatric oncology departments of the hospitals were
gathered; and written informed consent (see Appendix A) was obtained from all

participants.

After the recruitement of the participants, the rationale of the study was explained and a
written consent was obtained. In addition, the reason of recording the interviews was

explained and with the approval of the participants, each interview was audio-recorded.

In order to provide a warm up and a rapport between the interviewee and the interviewer,
the semi-structured interview began with demographic questions which were more
objective and easier to answer. The first question served the same purpose, as well (see
Appendix L). The interviews lasted for approximately 30 minutes. The interviews were
conducted in the meeting room or the psychologist’s office of pediatric oncology

department.
Due to translation problems, the question about perceived control was not understood by

the interviewees correctly, therefore, it was removed from the interview and the process

continued with 11 questions.
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3.2.4. Data Analysis

Data were analyzed by MAXQDA 11. As suggested by Smith and Osborn (2003), the
following steps were followed for the analysis of the data. After the audio-recorded
interviews were transcribed verbatim, each case was read and reread by the researcher.
Initial thoughts, associations, uses of language and descriptions were formed for each
case. The subthemes were identified, inspected for connections and combined into
clusters of themes. In this way, the subjective experiences of the participants were merged
with the interpretations of the researcher. Then, themes and subthemes were explained
including representative quotations. Furthermore, the distribution of the themes among
the cases, the pattern of the themes, the relationship among the demographic
characteristics of the cases, and the frequency of the themes were examined. The results
are presented below and the numbers in parentheses represent the number of each theme’s

appearance during the interviews.

3.3. Results

Themes were investigated under three topics, namely; the emotions, change and coping.

The numbers in parentheses represent the number of segments coded with the theme.

3.3.1. Theme 1: Emotions

The emotions felt and reported by the participants were mostly negative, including
sadness, anxiety and guilt. The first reaction reported by the families was shock (n = 6) at

the time of diagnosis.

Subtheme 1: Sadness (f = 25)

The most common emotion felt about the child’s illness was sadness. It was mentioned as
a natural part of the illness, and particularly intense through diagnosis. Seeing the child as
unhealthy, observing him/her hurt by some painful procedures evoked sadness in parents.
It could be evaluated as a part of the process and it did not necessarily mean the treatment

is going bad. They experienced a loss of time, relationships, plans and future in the
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process of cancer, which may bring about sadness. Moreover, helplessness, devastation,

fear and disappointment accompanied sadness.

“It was the end of the world, then...” [Diinyanin sonu gelmisti o zaman...|

“When you see your child in that situation, you feel down and devastated.” [Cocugu o

sekilde gordiigiliniizde sizin de moraliniz bozuluyor, yikiliyorsunuz.]

Subtheme 2: Anxiety (f=11)

The diagnosis of cancer can be perceived as an unexpected event in people’s lives.
Moreover, there was a perception of an ambiguous future, which may stir up anxiety.
Some people also need to arrange the hospital life and family life together by themselves,

which also made them feel anxiety for catching up.

“Will we be all right, will it relapse, when will it end, does the medication work? These
are what I have been thinking of for days.” [Iyi olacak m1y1z, bir daha tekrarlayacak mi,

ne zaman bitecek, viicuduna ilaglar iyi geldi mi? Bunlar hep giinlerce diisiindiiglim

seyler.]

“In case of even minor vomiting or headache, question marks come to my mind whether
it will relapse.” [En ufak bir kusmada, basagrisinda bir soru isareti oluyor acaba

tekrarlayacak mu diye.]

Subtheme 3: Guilt (f=11)
There were various points in which guilt was evident. Focusing on the ill child usually

meant ignoring the other child(ren) and this was reported with a guilt (f= 8).

“I feel so sorry about being apart from my younger child. I feel as if I am unfair to and
excluding him/her..” [Kii¢iigiimden ayriyim ona ¢ok iiziiliiyorum. Ona haksizlik etmis

gibi oluyorum, sanki onu diglamis gibi...]

“We ignored him at a critical time that needs much attention.” [Cok ilgilenilmesi gereken

bir dénemde biz onu (diger cocugu) bos biraktik.]
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“We put aside the other children and we do not pay attention to them at all.” [Oteki

cocuklar1 kenara koyduk onlarla hig ilgilenemiyoruz.]

Having time for oneself was also associated with guilt because it was evaluated as a time

spent without the child

“I was very impressed when I went out for the first time... It is very hard to leave.”

[Disart ilk ¢iktigimda ¢ok etkilendim...birakip gitmek zor.]

Regret can also be considered as connected to guilt. Some parents see themselves as
responsible for not noticing the symptoms early enough, not taking their child to the right

doctors and losing time, etc.
Subtheme 4: Emotion suppression (f'= 14)
The parents sometimes used suppression of their emotions (f = 8). They usually believe

that they need to “seem” OK in order for their child to feel OK.

“I sometimes feel like crying, but I gulp it back so as not to make him feel that.” [igimden

aglamak geliyor, kendimi siktyorum oglum hissetmesin diye. |

Fathers mentioned this by comparing them with their wives. One of the fathers perceived

not displaying emotions as a positive attribution:

“I can behave more patient because | am a man. I do not react, like crying or expressing
sadness, but I feel them inside.” [Erkek oldugum i¢in daha sabirli davranabiliyorum.
Aglamak tiziilmek gibi tepki gdstermiyorum ama bunlar1 i¢imde yastyorum. ]

On the contrary, another father attributed a negative meaning to emotion display:

“Mothers are more emotional, but fathers repress their feelings instead of acting them

out.” [Anneler daha duygusal, babalar ige veriyor, kendini disa vuramiyor.]
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Being emotional/sensitive (duygusal) was mostly reported as a weak point (f = 6). It was

actually used to describe not being able to repress sadness and crying.

“I am too emotional and this is affecting me so much. How does it affect you? 1 feel sad
all the time I see my daughter.” [Benim duygusalligim ¢ok fazla. O beni baya etkiliyor.

Nasil etkiliyor? Siirekli kizimi gordiikge tiziiliiyorum. ]

“I am excessively sentimental, I cry easily.” [Asirt duygusalim, hemen agliyorum.]

It should be noted that 3 people did not mention their emotions in their answers to the
questions about emotions, which may suggest that they were not aware of their emotions

or they did not know how to describe or name them.

“It made me feel so many things that I cannot tell. Sometimes we cannot express, it is too
hard.” (with pauses) [Yani o kadar ¢ok sey hissettirdi ki anlatamiyorum bir tiirlii. Bazen

kendimizi bile ifade edemiyoruz. Cok zor. (duraksamalar ile)]

3.3.2. Theme 2: Change

Change is an indispensable part of cancer diagnosis and treatment process. The
participants mentioned the change of the ill child, interdependence, psychosocial change,

and positive change.

Subtheme 1: Change of the ill child (f'=37)

Although there was not a direct question about the ill child, the participants talked about
the child in their answers. Some of them, who were mothers, used words “us”, “our
father” (babamiz) while talking about their stories which address a union of mother-child.
The families talked about the child in various ways in terms of the behaviors (f= 15), the

emotions (f = 10), future and normal life (= 7), and the symptoms (f = 5) of the child.

“His manner also began to change because of too much attention, but it’s not a big deal.”

[Asiri ilgiden bir anda huyu da degismeye basladi ama tabi onlar 6nemli degil. ]
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Subtheme 2: Interdependence (f'= 16)

The participants reported that they focus on only the ill child and depend their well-being
on the child’s well-being, which can be regarded as an emotional interdependence
between the ill child and the caregivers. It was evaluated as a change in the mother-child

relationship.

“We were all right as long as he/she is all right.” [O iyi oldugu siirece biz de iyi olduk.]

“I do not feel strong at all, but I get better when he/she says he/she feels good.” [Su an

kendimi hig giiclii hissetmiyorum da iste o iyiyim deyince ben de iyi oluyorum.]

The interdependence seemed to work in a bidirectional way. In other word, some

participants mentioned trying to seem OK in order for the child to be OK.

“You take care of yourself so that he/she will be OK.” [Sen kendine iyi bak da o da 1yi

olsun.]

“My child is extremely affected from me. He/she understands when I shed tears or feel
down.” [Cocugum benden asir1 etkileniyor, o, benim géziimden akan yas olsun, moralim

bozuk olsun, anliyor.]

Subtheme 3: Psychosocial change (f = 24)

The psychosocial change included social and daily life (= 11), and disruptions in
spousal relationship (f = 4). Moreover, physical and cognitive problems (f=9) such as
being tired, sleep problems, and memory problems were also mentioned as problematic

changes in daily life.

“Our social environment does not exist anymore. We have difficulty in communicating
with people comfortably due to the illness. Because, children undergoing chemotherapy
are very sensitive.” [Bizim sosyal ortamimiz bitti, ¢gevreyle rahat bir iletisim kurmakta

zorlantyoruz hastalik nedeniyle. Ciinkii kemoterapi goren ¢ocuklar ¢ok hassas. ]

65



“We have intolerance between me and my spouse that we cannot control. We concluded
that it is a trace of the illness.” [...esimle aramizdaki tahammiilsiizliik, aslinda kendi

elimizde degil bu, onun (hastaligin) biraktig bir iz oldugu kanisina vardik.]

“I vent my peevishness on my spouse. I do not want to upset my kids” [Biitiin

hir¢inligimi ondan (esimden) ¢ikartyorum. Cocuklarimi tizmek istemiyorum.]

Subtheme 4: Positive change (f'= 24)

Although the diagnosis and treatment process is mostly dominated by negative emotions,
uncertainty, some painful procedures and being in hospital for an uncertain time; some
participants mentioned change of the following attributes in a positive way: Optimism (f
= 6), growth (f = 6), awareness of positive attributions (f = 10), family union and

attachment (f = 2).

“I always try to see the glass half full.” [Ben bardagin hep dolu tarafini1 gérmeye

calistyorum. ]

“T used to get crossed easily and cry like a kid, but now I feel as I have grown up and I am
more woman...” [Onceden her seye kiiserdim aglardim ¢ocuk gibi, simdi daha biiyiimiis

bir insan gibi hissediyorum daha kadin gibi...]

“I am standing on my feet and I can struggle with it.” [Ayaktayim, miicadele

edebiliyorum.]

3.3.3. Theme 3: Coping

The participants mentioned their coping strategies both directly and indirectly while

talking about other issues.

Subtheme 1: Avoidance (f= 10)
Two people reported that they did not want to remember how they felt at the time of
diagnosis. As they found it disturbing, they chose not to focus on the negatives. However,

when we consider these interviews were conducted with volunteer participants, it can be
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thought that people who used avoidance as a coping strategy might not have volunteered
to participate. Therefore, it could be suggested that the rates of avoidance were not

properly represented in this study.

“I try not to answer the phone calls. I feel like crying when I hear the voice of the people I
love.” [Telefonlara o zaman bakmamaya 6zen gosteriyorum. Sevdigim insanlarin sesini

duyunca i¢gimden aglamak geliyor.]

As a response to the question about the effect of the illness, one of the participants stated:
“I have not thought about it that much, you are influenced of course...” [Cok fazla oturup

diisiinmedim, etkileniyorsunuz tabi...]

As a general impression of the use of language, it was noteworthy that the families avoid
using the word “cancer” or “tumor” and this was also evaluated as a form of avoidance.
They tend to prefer more indirect ways to describe the illness, such as “mass” [kitle], “it
was malignant” [k6tii huylu]. Three people used the word cancer. The name of the illness

was evaluated by two mothers in this way:

“This is a bad illness. The name of this illness is bad...” [Bu kotii bir hastalik. Ad1 koti

hastaligin...]

“The name of the illness is very bad, that is why it is too difficult. It is hurting... I cannot
ascribe it to him/her because he/she is too little... I have never put that name into words.”
[Hastaligin ismi ¢ok kotii, ondan zor geliyor. Zoruma gidiyor... yakistiramiyorum ¢iinkii

daha ¢ok kiiciik...o ismi ben daha hig telaffuz etmedim.]

“It seems like headache or toothache unless that name is used. I shiver at the time it is
used” [Ismini kullanmadik¢a bas agris1, dis agris1 gibi geliyor. Ismi kullamldig1 an

iirperiyorum. ]

Subtheme 2: Religion (f=31)
The religious beliefs of the participants were not directly asked. However, religious

beliefs were mentioned by the participants in terms of their attributions about the illness
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and the cure, and as a way of coping. They mentioned faith, God, and prayer as helping

sources (f=12).

“First God, and then the doctors will help.” [Once Allah, sonra doktorlar yardim edecek.]

“I believe that it comes from God. God gave the trouble and the remedy will be given by

God, too” [Allahtan geldigine inaniyorum. Derdi veren O ise sifay1 verecek de O.]

“I am praying, I have nothing else to do.” [Dua ediyorum, baska yaptigim higbir sey yok.]

“My faith helps me to cope with it.” [Basetmeme inan¢ yardimci oluyor. |

Some reported that they believed the illness is God-given (f=5).

“It is the will of God”, It is given by God.” [Takdir-i Ilahi, Allah’tan geldi.]

Three people stated that they were being tested by God with the child’s illness.

“It is a different thing, having been tested on your child.” [Cocugunuzla imtihan olmak

farkli birsey.]

“I am upset but I am being tested and I am going to pass, come over it.” [Uziiliiyorum

ama ben sinavdayim ya, gegecegim atlatacagim yani. |

Three people mentioned good [hayir] in bad. They also used thankfulness (siikiir) (f =
11). The word “insallah” was used very often by the participants.

Patience was a concept that was sometimes associated with God.

“God gave the patience.” [Allah sabrini verdi.]
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Subtheme 3: Comparison (f = 10)

The participants reported that they compare their child with other ill children whom they
interact with at the hospital. They use downward comparison and feel better. That is, they
compare their situation with those who were worse and conclude that their child’s

condition was not that serious or hopeless.

“When I see them (other children), my morale is unavoidably recovering. Every bad has
its worse.” [Onlar1 goriince (diger cocuklari) ister istemez moral agisindan bir diizelme

oluyor, beterin beteri var.]

“When we see the children at the hospital, we say it is always insufficient no matter how
much we are grateful for our situation.” [Hastanedekileri goriince biz kendi halimize ne

kadar siikretsek az diyoruz.]

Subtheme 4: Locus of interest (f=11)

Caregiving a child with cancer sometimes meant devoting oneself to the child and not
putting anything else on the agenda. This can be evaluated as connected with
interdependence theme mentioned above. The participants mentioned their focus on only
the ill child (= 4), not thinking about the future after the hospital life (= 3). Four people

answered the question “what would help you™ as “the child’s getting better”

“There is nothing else. Everything is of secondary importance.” [Basgka higbir sey yok.
Hersey ikinci planda. ]

“The kid and the hospital were the only things that I focused on. I could not devote
myself to anything else.” [Tek odaklandigim ¢ocuktu, hastaneydi, kendimi bagka

higbirseye veremedim. ]

Subtheme 5: Acceptance (f'=12)

Living with the presence of the illness required acceptance of the situation. The
participants talked about getting used to the illness (alisma) (f= 9) and acceptance
(kabullenme) (f= 3).
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“Although I could not get used to it, I have to do so, because I know it has come.”

[Alisamasam da aligmak zorundayim, geldigini biliyorum ¢iinkii. ]

“We need to proceed in a certain way. It is going to be hard of course. I believe in that. I
made myself accept this.” [Belli bir yol katetmemiz gerekiyor. O yolu katederken

zorlanacagiz tabi. Buna inanityorum. Kendimi kabullendirdim.]

Patience (sabir) (f=9) was reported subsequent to acceptance. It was mentioned as a

positive attribute in the treatment process by the participants.

“I am patient, I hope it will be gone.” [Sabrediyorum gegecegini umuyorum. |
“Patient” (as an answer to the qustion about strengths) [Sabirli] (gili¢lii yonleriniz

sorusuna cevap)

Subtheme 6: Hope (f=21)
They reported that they have hope for the cure of the child. While interpreting this
finding, it should be noted that the families of children who were in active treatment or at

the ends of a successful completion of the treatment were included in the study.

“I consider he/she is going to recover; I have that glimmer of hope inside me.” [lyilesecek

goziiyle bakiyorum, icimde bir 151k var.]

“I believe that he/she will get better.” [Onun iyi olacagina inantyorum.]

Subtheme 7: Trust in the medical team (f = 18)

Trust in doctors and believing that they would help them to get over the illness is
mentioned by the participants (f'=9). Getting help from the psychologist for themselves (f
= 5) and the hospital environment and staff (f = 4) were the other sources of help.

“I believe he/she will recover thanks to the doctors.” [Doktorlar sayesinde iyilesecegini

diisiiniiyorum. ]
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Subtheme 8: Information seeking (f = 7)
The participants mentioned that they search for and read about the illness. They stated

having information as a positive attribute and a way to maintain control.

“We had information about the illness, this vitalizes us a little.” [Hastalikla ilgili bilgi

sahibi olduk, o biraz gii¢ veriyor.]

“I am also reading about this issue. [ am reading the stories of people who already
overcome this disease.” [Bu konuda kitap da okuyorum. Hastalig1 yenmis kisilerin

hikayelerini okuyorum.]

Subtheme 9: Support (f=17)
Social support from family and friends was mentioned as a way of alleviating negative

emotions.

“You become happy when everyone accompanies you. We thought that we are not alone
then.” [Herkes yaninda oldugu zaman mutlu oluyorsun... demek ki yalniz degilmisiz diye

distindiik. ]

“They often call to support; I always feel that they experience there the same things that I
go through here.” [Destek i¢in ¢ok artyorlar, siirekli hissediyorum benim burda

yasadiklarimin aynisini orda yasiyorlar.]

Although it is not in the scope of the present study, a theme that came up from the
participants was communication with the ill child. The participants (f = 8) mentioned that
they did not talk about the illness with the child and lie to him/her about the symptoms
and the reason of being in the hospital.

“We lie to them because they are kids.” [Cocuk olduklari i¢in yalan da sdyliiyoruz. ]

“He/she has not known his/her illness yet, we do not want him/her to be affected” [Su an

hastaligini bilmiyor, etkilensin istemiyoruz.]
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The summary of the themes, subthemes and their frequencies are provided in Table 17.

Table 17
Summary of the Results of Study 2

Theme Subtheme F
Emotions Sadness 25
Anxiety 11
Guilt 11
Emotion suppression 14
Change Change of the ill child 37
Interdependence 16
Psychosocial change 24
Positive change 24
Coping Avoidance 10
Religion 31
Comparison 10
Locus of interest 11
Acceptance 12
Hope 21
Trust in the medical team 18
Information seeking 7
Support 17

3.4. Discussion

The aim of Study 2 was to investigate the subjective experiences of the caregivers of
children with cancer from Interpretative phenomenological analysis (IPA) perspective,

with a research question “How do caregivers of children with cancer cope with the illness
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process?” Semi-structured interview transcripts were analyzed and described under 3

themes, namely emotions, change, and coping.

3.4.1. Emotions

The subthemes of emotions are presented and discussed one by one below. However, it
should be noted that emotions are usually not felt by themselves; they coexist and are in
an interaction with each other (Oatley & Duncan, 1992). The most evident emotion
reported by the caregivers was sadness. Considering sadness as a result of the experience
or witness of loss of an object or a goal which the person attributes different levels of
importance (Power, 1999), the caregivers experience the loss of health and a normal life.
Moreover, having an ill child who is struggling with cancer make the families feel sad,
combined with pity. Crying during the interviews was also coded, together with
helplessness, with sadness. Therefore, it was expected and found that sadness is one of

the leading emotions in caregiving situation.

Generally, anxiety is a state of mood characterized by a danger or threat (Ekman, 2003).
Because of an uncertain future, it is another emotion felt during the treatment process. In
the present study, anxiety was particularly about a possible relapse and prolonged effects
of the illness on the child’s future life. Thus, anxiety was associated with the caregiving

process, during which they perceive an uncertain future and threat of a bad prognosis.

Guilt is a self-conscious emotion, which can be felt after a self evaluation process. It is
expected when people feel responsible from a violation of standards (Tangney, 1999). In
case of caregiving a child with cancer, the caregivers reported feeling of guilt when they
thought they were ignoring their healthy children. Moreover, they ruminated about
whether they did something “wrong” and had a share in the illness situation, which could
result in feelings of guilt. In addition, guilt was also felt when the caregivers spent time
for other things, rather than being with their ill child. During the interviews, guilt was
either reported directly or indirectly beneath other negative emotions, such as sadness.
Thus, guilt was another emotion coupled with some negative thoughts including a

negative self evaluation.
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Emotion regulation is the process people have, experience, express, and deal with
emotions, automatically or not and consciously or unconsciously (Gross, 1998). It is
needed for adaptive interpersonal relationships and a consistent self image (Thompson,
1991). Considering emotional expression the as a part of emotion regulation; suppression
of emotions could be defined as the lack of expression of emotions. The suppression of
emotions was reported directly by the participants or noticed indirectly by the interviewer
from the absence of or difficulty in talking about the emotions. There was an assumption
that expressing emotions is a bad thing, a weakness or it is something that would make
the child feel bad. Koch (1985) also mentioned that emotional expression is perceived as
overwhelming the other family members. When the consequences of suppressing
emotions were investigated, it was found that inhibition of emotional expression, or
repression, was associated with a worse health (Denollet et al., 1996; Jensen, 1987). On
the contrary, expressing emotions resulted in a better well-being. For example, a guided
written disclosure intervention, which aimed to increase emotional expression, resulted in
a lower level of post-traumatic stress symptoms in caregivers of children with cancer
(Duncan et al., 2007). Similarly, in the present study, a few participants provided the
feedback that the interview made them relieved and thanked for it. This can be interpreted
as a need to ventilate emotions and share their experiences. Thus, considering the
negative effects of suppressing the emotions, finding ways to express them was important

for the caregivers.

Anger was another negative emotion that might be felt by the caregivers about the illness
and treatment situation. According to appraisal-based explanations of anger, it is an
emotion felt as a result of perceiving an event as offense or mistreatment (Berkowitz,
1999). It was also suggested to be experienced for aversive events, such as pain
(Berkowitz, 1993). Furthermore, anger was one of the stages of dealing with loss in
Kiibler Ross’s 5 stages of grief model (1969). Moreover, it was suggested that feeling
anger was accepted as normal in caregiving a child with cancer (Woznick & Goodheart,
2002). Nevertheless, it was not reported by the participants of the present study. Only one
participant expressed anger within a question “why them?” and immediately blocked that
emotional expression not to be rebellious to God (“Bir anne olarak haykirmak istedim
Allah’1m bu niye basimiza geldi diye yani ben isyan etmek i¢in degil de Allah’1m niye bu

bdyle oldu”). Therefore, anger could be considered as an underreported or unexpressed
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emotion. In other words, it could be a part of emotion suppression. Moreover, anger felt
for the situation could also be displaced, such that having problems with spouse (a
subtheme under psychosocial change) was reported by some participants. The problems
with the spouse was attributed to the illness process and the problems with the children.
Although the participants did not mention anger much, just like the other emotions it was

acknowledged as a part of the caregiving process.

3.4.2. Change

After the diagnosis, due to treatment requirements change in people’s lives was
inevitable. Change was reported in four subthemes, namely, change of the ill child,

interdependence, psychosocial change, and positive change.

Although there was not a direct question about the change of the ill child, the caregivers
most frequently mentioned the changes in their child, especially behavioral change. The
caregivers perceived the child’s getting better as a priority and ignored his/her behavioral
problems. The interdependence between the mother and the child was considered as a
change in the relationship. A mother-child unity seemed to be formed and if the child’s
feels better, then the mother feels well, as well, and vice versa. The literature suggested
that in terms of psychological symptoms, the well-being of child both influence and was

influenced by the well-being of the caregiver (Roddenbery & Renk, 2008).

Similar to the findings in the literature (e.g., Fletcher, 2010), the caregivers mentioned
change in their daily lives, social relationships, and family relations. Especially the
caregivers staying at the hospital abandon their own needs and this adds to the burden of
having an ill child (Matthews, Baker, & Spillers, 2003). Thus, change in daily life was an

inevitable part of the process.

Positive changes and attributes were directly asked in the interview and it was revealed
that the caregivers were able to concentrate on and think of positive sides, such as an
optimistic point of view, growth, awareness of positive attributions, family union, and
attachment. A general impression of the participants was that they were optimistic about

the course of the treatment and future. When growth is examined as suggested by
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Tedeschi and Calhoun (2004), posttraumatic growth is an experience of growth after a
traumatic life event. It includes changes in beliefs and schemas about the world. Even
being able to answer this question could be considered as a change in the point of view
and being able to focus on the positives, because not all of the participants answered it in
an expected way. There were participants who answered tis question as “nothing
positive” or “when the treatment is going well, it is a positive effect for us”. Moreover, a
change of importance attributed to daily events, being able to unite as a family, and
considering oneself as a successful manager of the situation were reported by the

participants were also interpreted as signs of growth.

3.4.3. Coping

The participants were asked about their ways of coping and managing their lives with this
illness. The subthemes were avoidance, religion, acceptance, comparison, locus of

interest, hope, trust in the medical team, information seeking and support.

Avoidance of thinking about the illness, talking to others and spelling the name “cancer”
were reported by the participants. The caregivers who did not agreed to conduct an
interview might have also been avoiding a situation in which they were asked to think and
talk about their child’s illness. Therefore, the rates of avoidance could not been
represented in the present study. In illness situations, avoidance of the problem hinders
the person from looking for treatment requirements, which brings the risk of worsening of
the situation (Lazarus & Folkman, 1984). Considering that it results in a worse
psychological well-being (Park et al., 2008), overcoming avoidance showed up as an

important issue for the caregivers of children with cancer.

The effects of religion can be various. It may affect appraisal (Park & Cohen, 1993),
responses to external events (Seybold & Hill, 2001), and it is specifically used as a coping
strategy (Folkman & Moskowith, 2004). Studies revealed both helpful and harmful
effects of religion on health variables. In stressful situations it can provide a sense of
meaningfulness, belongingness, and identity. On the other hand, it may result in more

distress when people’s religious beliefs were shuttered (Pargament, 2011).
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As a factor affecting appraisal, it provided a causal explanation for some of the
participants. Some caregivers attributed the reason of having cancer as “God’s will”;
therefore, expected the cure from God; whereas some others evaluated having a child
with cancer as a test of God and if they pass the exam, they would be rewarded. Although
it was not one of the attributions reported by the participants of the present study, religion
rarely resulted in an attribution of a punishment of God (Burish et al., 1987). In that case
it could be evaluated as having harmful effects on people. When religion was used as a
source for power or control, it helps coping. However, when it resulted in a passive
waiting, it hinders coping (Pargament, 2011). Prayer, which can be regarded as a coping
strategy, was also reported by the participants. This finding was also supported by the
studies having various samples, such as breast cancer patients (Aquino & Zago, 2007)
and dementia caregivers (Morano & King, 2010). Therefore, depending on their
attributions, religion has a role on the caregivers’ coping processes either positive or

negative.

When the use of problem focused coping is evaluated as suggested by Lazarus and
Folkman (1984), it includes addressing the problem that causes stress, and making and
applying plans. Subsequent to this definition, it can be interpreted that the subthemes
“acceptance” and “information seeking” were problem focused coping strategies.
Acceptance of the situation was an important part of the process. It could be interpreted
within the appraisal process, coming before coping and affecting the choice of
appropriate coping strategies. The participants did not mention engaging in problem
solving activities. Nevertheless, the following themes were mentioned only once:
Learning about similar cancer cases, which were positive, reading books, investigating
the illness, and a need for a guide. Moreover, some participants mentioned they searched
for treatment options, and after deciding on the hospital, they had trust in the medical
team. According to Lazarus and Folkman (1984), the appraisal of the situation was
related to the choice of coping strategies. Therefore, the participants might have not
considered the situation as controllable, and as a result, might have not used problem

focused strategies.

The use of emotion focused coping suggested by Lazarus and Folkman (1984) includes

dealing with the negative emotions emerged from the problem situation. The subthemes
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avoidance, religion, downward comparison, and locus of interest were deemed to be the
ways of emotion focused coping. As the themes under emotion focused coping were more
frequently mentioned than the themes under problem focused coping, it was interpreted
that the former one was more commonly used as compared to the latter one. Using
downward comparison was suggested as an emotion focused coping, as it aimed to relieve
negative emotions by comparing one’s own situation with worse ones (Lazarus &
Folkman, 1984). Locus of interest, that is, focusing on only the ill child and ignoring
anything else could also be interpreted as a way of emotion focused coping, as it meant
ignoring one’s own negative emotions. Thus, emotion focused coping was frequently

used by the caregivers of children with cancer.

Having hope for a cure and being optimistic was common among the caregivers.

Similarly, it was reported that parents did usually have positive expectations about the
treatment (Grootenhuis & Last, 1997). Hope was reported as a resilience factor for the
mothers of children with chronic physical conditions,too (Horton & Wallender, 2001).

Hence, hope was a protective factor for the caregivers of children with cancer.

3.4.4. Implications for the Intervention

Similar to Study 1, Study 2 was also beneficial for developing an intervention program. It
helped the author in clarifying the needs and priorities of the caregivers. The findings of
Study 1 that acknowledged the importance of basic needs and daily activities was further
supported by Study 2. That is, fulfilling the needs and creating time for recreational
activities were necessary for caregivers to renew resources even in the hospital.
Furthermore, to promote emotion expression, normalization of the emotions and
providing a way of ventilating them, and explaining the benefits of paying attention to
and revealing emotions were decided to be a part of the intervention program. Moreover,
it was observed that they devoted themselves to their ill child and they tended not to focus
on themselves, their own problems and needs. Therefore, the importance of their own
well-being, and the interaction between the caregiver and the child should be emphasized

in the intervention program, that is, “a better caregiving of the child” could be motivated.

78



3.4.5. Limitations of the Present Study

The present study was intended to examine the subjective experiences of the caregivers of
children with cancer. Using a qualitative method provided an opportunity to reach that
aim. However, it also brought the limitations of the method, that is, problems with
generalizability and objectivity. The study was conducted with a limited number of
participants, and the interviews included subjectivity of the participants, subjectivity of
the researcher, and the interaction between them. Moreover, a limitation of using IPA, as
reported by Willig (2008), was not having information on the causes of the perceptions
and explanations. In other words, using a qualitative method, helped the author to
examine the explanations of the phenomena as experienced by the participants. However
why and how those perceptions were formed could not be observed. Therefore, the
generalizability of the findings was limited, and the causal pathways of the experiences

were uncertain.

Moreover, although the questions were checked in terms of their understandability by
asking people from different education and socioeconomic levels, there was still a
problematic question which was about controllability. Perceived control over the situation
could be an important part of the whole picture. However, due to the problem with the
relevant question, the perception of control over the situation could not be investigated. It
was thought that culture and language contributed to this problem. Furthermore, similar to
Study 1, having unequal number of mothers and fathers hindered the examination of

gender differences.

3.4.6. Directions for Future Studies

The findings of the present study focused on the coping process mainly. Moreover, the
importance of post traumatic growth, religious coping, and the interdependence and
communication between caregiver-child dyad were demonstrated. Future studies could
address these topics. Post traumatic growth is a growing field of study, which was
important for the caregivers of children with cancer, too. Some families experienced
growth after the traumatic event, i.e., the diagnosis of a family member with cancer

(Youngmee, Schulz, & Carver, 2007). The predictors and means of growth could be
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studied. Religious coping was another field of study that could be focused on. The present
study was conducted in a mostly Muslim population. To the author’s knowledge, there is
limited number of studies conducted with this population in their own cultural
circumstances. Although general religious coping studies seem to be applicable, as
discussed above, there may be some differences stemming from the characteristics of

different religious beliefs.

Further studies should also include communication with the ill child, because the families
usually did not have an open communication with the child. This might be difficult for the
child trying to make meaning of his/her situation; that is, being in the hospital away from
home and school, changing physically, and having some painful procedures. Therefore,
the attributions of the children in relation with parental explanations of the illness should

be studied.

80



CHAPTER 4

STUDY 3: THE EFFECTIVENESS OF A PILOT PSYCHO-EDUCATIONAL
GROUP INTERVENTION FOR CAREGIVERS OF CHILDREN WITH CANCER

4.1. Aim and Hypotheses

The aim of the Study 3 was to develop and test the effectiveness of an intervention
program to facilitate better adjustment, which was defined as having a lower level of
distress, of caregivers of children with cancer. It was proposed an application of the
implications derived from the results of the combination of the first and the second
studies, previous studies (e.g., Demirtepe-Saygili & Bozo, 2011c¢) and the findings from
the literature. The Transactional Theory of Coping (Lazarus & Folkman, 1984) was used
as a framework for coping in this study, too. The variables of the model, especially
appraisal and coping, were included in the intervention; and positive and negative affect,
which were the immediate effect variables in the model, were used as the outcome

variables in the current study.

Specific objectives of the intervention program were to promote normalization, to provide
an environment to express and share emotions and experiences, to give information about
stress and coping, to develop awareness about the coping strategies that has been used, to
increase more active and conscious use of coping strategies, and to promote self care. The
most frequently used format of intervention studies conducted with cancer caregivers
between the years 2001 and 2010 was group (Harding et al., 2011). In order to facilitate
normalization process, make use of social support, model adaptive behaviors, facilitate
expression and validation of emotions, and reduce the feelings of isolation (Harding,
2005); group format is preferred in the present study. By considering the effectiveness of
using multiple components in an intervention program (Drotar, 2006) and considering the
caregiving as a stress process including interactions (Lazarus & Folkman, 1984),

breathing exercise training was added to the coping focused intervention. To sum up, a
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psychoeducational group intervention, named “family support group” (aile destek grubu)

was prepared, applied and tested.

It was hypothesized that the participants will report (a) more positive affect and (b) less

negative affect after the intervention as compared to their reports before the intervention.

The planned intervention faced with some problems in application, such as participant
recruitment and attrition. Therefore, the intervention program was modified two times.
The first version of the intervention addressed caregivers living in Ankara. It was
supposed to last for 6 weeks, including weekly sessions and homeworks between
sessions. It was also intended to include a waiting list control group, in order to observe
group differences. The pre-test measures would be the questionnaire set used in Study 1,
negative and positive affect would be the post-test measures, and the long term effect
variables of the model, i.e. depressive and anxiety symptoms and dissatisfaction with life
would be the follow-up measures. The second version, which was planned for the
caregivers staying at the hospital, was thought as a two-day program (two morning and
two afternoon sessions). The final version, which was also planned for the caregivers
staying at the hospital, included only one session and lasted for one afternoon. In order to
guide future studies including applications of intervention programs with similar groups,

the problems and modifications made were mentioned in detail below.

4.2. Method

4.2.1. Participants

4.2.1.1. Participant Recruitment

Trial 1

After completing the permission and ethical committee approvals, the recruitment phase

started. First, weekly appointment lists were obtained from the department secretary.

Approximately 500 patient names from 35 days of appointment lists were gathered.

Except for the redundant names, 450 patients were examined in terms of their place of
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residence. Nearly 100 patients living in Ankara were identified and they were contacted
by phone or during their hospital visits. They were informed about the study and asked
for participation. Moreover, approximately 50 families were contacted in person during
their hospital visits or stays, except for the lists. The rejection rate was approximately
91.3 %. The responses of the contacted caregivers were presented in Table 18. While
examining the rates and answers, it is better to keep in mind that these are the reported

reasons for nonparticipation.

Table 18

The Recruitment Process for Trial 1

The Answer N
1. The number of families that could not be contacted 20
2. “I will attend” 13
who attended 4
who did not attend 5
willing to attend but have an uncertain situation 2
3. “I won’t attend” (No reported reason) 50

Reported reasons:

“I have child/ren to take care for”, “I have a baby”,

“I can’t leave my child alone” 12
“I don’t need to attend such a program” “We got over it” 3
“My house is far away from the hospital” 3
“I will attend if I am here” (I won’t come regularly) 12
“I need to think then I will contact you” 5
“I don’t want to attend” 4
“I can’t attend” 8
“I don’t want to talk about it” 2
“I have no time for this” 10

The caregivers who volunteered for the study were given appointments for pre-tests. The
intervention started as soon as the group size reached the sufficient number, i.e. 8

participants. Because of the problems in the recruitment phase and the limited number of
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eligible participants, some changes were needed about the study design. First, the control
group was called off. Then, eligibility criteria were loosened (such as education level).

However, the number of volunteer participants could not be increased.

When the intervention started, the participants were informed about time and place and
they were asked for attendance on the phone. One participant reported that she will not be
able to come to the first meeting, and 3 people did not participate without informing of
their absence. Therefore, there were 4 people at the first meeting. Although a reminder
call was given to the participants a day before the arranged day, this number was reduced
to 3 at the second meeting. Since there would be 2 participants in the session, the third
week was canceled. In the 4™ week, which would be the 31 session, there was only 1

participant. Then it was decided to cancel the planned intervention.

In this process, there were some noteworthy points: The participants never said “I can
come”. The answers included “I hope”, “if nothing bad happens”, “hopefully” [insallah]
etc. These answers were interpreted as an artifact of coping with illness process. As the
process included some unexpected events, they might have needed to always consider a
possibility of something (bad) may happen. Therefore, they might try not to make

promises or strict plans.

As a result, the planned 6-week intervention could not be applied successfully, because of
unforeseen circumstances, i.e. the problems in recruitment and attrition of participants.
Instead, considering the difficulties in attending the program, an alternative intervention
was planned, which was more compact and shorter. In this way, it was aimed at including
people coming from other places of living and people who were already staying at the

hospital for treatment, as well.

Trial 2

Two consecutive sessions were planned. That is, instead of 1.5 hours in 6 consecutive
weeks; 8 hours in 2 days were arranged. The homeworks, planned in Trial 1, were
cancelled. The pre-tests would be the questionnaire set used in Study 1 and post-tests

were planned to include PANAS at the end of each day and BDI, BAI and life satisfaction
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scale 1 month later. In the recruitment phase 6 people were met and their pre-tests were
completed. On the intervention day, 4 people attended the first session (morning), but the
second session (afternoon) was not conducted due to the absence of the participants.

Therefore, the trial 2 was failed to be completed, too.

Trial 3

By considering the difficulties faced with in the first two trials, the intervention was
modified again. A total of 21 participants attended to the intervention program; however,
16 of them completed both pre- and post-test measures and attended fully to the session.
Thus, 16 caregivers constituted the participant group of the final version of the program.

The characteristics of the program are included in the Materials section below.

4.2.1.2. Participants

Sixteen mothers of children who were being treated in the pediatric oncology departments
for at least 3 weeks were included in the study. The age of the participants ranged
between 20 and 50 (M = 31.26, SD = 8.26). All of the participants were married. The
distribution of the participants according to perceived family income was as follows:
People who defined themselves as lower income group constituted 25 % of the sample (n
=4), 68.8 % of the participants defined themselves as being in middle income group (n =
11) and 1 person reported being an upper income individual (6.3 %). Education levels of
the participants were as follows: 31.3 % primary school (n = 5), 25 % secondary school
(n=4), 37.5 % high school (n = 6), and 6.3 % university (n = 1). The participants were
mostly unemployed, except for 1 participant, who was a nurse. The age of the children
ranged between 1 year and 17 years (M = 7.06; SD = 5.57). The length of the illness of
the child ranged between 1-27 months with a mean of 9.56 months (SD = 8.33). The type
of the illness was various (5 leukemias, 2 retinoblastoma, 9 others) (see Table 19 for the

demographic characteristics of the sample).
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Table 19

Demographic Characteristics of the Sample of Study 3

M SD n % Min-Max

Age 31.26 8.26 20-50
Perceived family income

Low 4 25

Middle 11 68.8

High 1 6.3
Education

Primary school 5 31.3

Secondary school 4 25

High school 6 37.5

University 1 6.3
Employment status

Housewife/unemployed 15 93.7

Employee 1 6.3
Child’s age 7.06 5.57 1-17
Diagnosis

Leukemias 5 31.3

Lymphomas 1 6.3

Glioma 1 6.3

Neuroblastoma 1 6.3

Retinoblastoma 2 12.5

Renal and Wilms’ tumor 1 6.3

Hepatoblastoma 1 6.3

Bone tumor 1 6.3

Soft tissue 1 6.3

Germinal 1 6.3

Carcinoma 1 6.3
Duration of the illness (month) 9.56 8.33 1-27

86



4.2.2. Materials

4.2.2.1. Positive and Negative Affect Schedule (PANAS)

PANAS was used to measure changes in positive and negative affect before and after the
intervention. It was developed by Watson, Clark, and Tellegen (1988) and adapted to
Turkish by Geng6z (2000). It consists of 20 items rated on a 5-point Likert-type scale, 10
of which measure positive affect (PA) and the other 10 measure negative affect (NA).
Cronbach’s alpha coefficients were reported as .83 and .86 for positive and negative
affect, respectively; and the test—retest reliability was .40 for the negative affect and .54
for the positive affect for the Turkish version. The internal consistency reliabilites as
measured by Cronbach’s alpha were .58 for both positive and negative affect subscales in
the present sample.The participants were asked to rate the extent to which they experience
the affective states “in the last 2 weeks” in the pre-test measurements, and “at the

moment” in the post-test measurements. (see Appendix H).

4.2.2.2. The Intervention

The characteristics of the intervention program, which was called “Family Support

Group”, are presented in Table 20. An interventionist’s treatment manual was prepared to

ensure fidelity.
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Table 20

The Characteristics of the Intervention Program

Aim

Objectives

Learning Outcomes

Expectations / Outcome
measurement

Duration
Place

Methodology

Materials

Interventionist

Participants

To facilitate adjustment of caregivers of children
with cancer

To promote normalization,

to provide an environment to express and share,
emotions and experiences,

to promote self care,

to give information about stress and coping,

to develop awareness about the coping strategies,
that has been used,

to increase more active and conscious use of coping
strategies.

Learning ways for a better self care

Being able to name the emotions

Being able to recognize physical symptoms of stress
Learning how to do breathing exercises

Higher levels of positive affect and lower levels of
negative affect

3 hours, with 3 breaks for 10 minutes each

Play room of the pediatric oncology department
Explanations, interaction, showing visual materials,
examples, and metaphors

Participants: Handouts, paper and pencil
Interventionist: Treatment manual, visual materials,
paper and pencil

The researcher, having a Master’s Degree in
Clinical Psychology, acted as the interventionist
Anonymous participants whose children were being

treated for cancer at pediatric oncology department
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Table 20 (Continued)

Sources

Content/outline

Lazarus, R. S. & Folkman, S. (1984). Stress,
Appraisal and Coping. New York: Springer;
Woznick L. A. & Goodheart, C. D. (2002). Living
with Childhood Cancer: A Practical Guide to Help
Families Cope. Washington: APA Publications;
the results of Study 1 and Study 2.

I° part

Definition of the caregiver

The diagnosis and adaptation (suggestions for
adaptation)

How to promote self care (time management,
assertiveness)

Emotions, what to do with them

2" part

Definition of stress

How do we understand that we feel stress

Factors that help coping with stress

Defining controllable and uncontrollable
Suggestions for controllable and uncontrollable
Summary

Breathing exercises

4.2.3. Procedure

The intervention program was applied in a different pediatric oncology clinic than the

previous two trials. The participants were contacted and informed about the intervention

by the interventionist and the physician responsible for the inpatient service. The ones

that were interested and gave consent to attend to the intervention were administered pre-

test measure. The interventions were applied in the play room of the pediatric oncology

department of the hospital within the inpatient department, which had a table that

participants sat around. The participants were easily accessed by the medical team and
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they had easy access to their children. Three breaks were given so that they could check
their children. After the intervention, a hand-out, including summary and key points, was
given to the participants (see Appendix O for sample parts of the hand-out). Four group
sessions were administered with people ranging in number 4 and 8. The ones who were
able to finish the intervention were administered the post-test measure. The analysis was
conducted with the participants who attended and completed the intervention and filled in

the pre- and post-test measures.

4.3. Results

The participants of Study 3 were also administered the questionnaires of Study 1. In other
words, they were included in Study 1, too. In this way, possible pre-test differences
between the participants who were able to participate in the intervention program were
compared with the entire sample. There was not a significant difference in any of the
variables included in Study 1 in terms of their means. The results for positive and
negative affect, in particular were as follows: There was not a significant difference
between the participants who participated in the intervention (m = 30.49) and who did not
participate (m = 30.42) in terms of their positive affect scores (#(103) = -.03, p > .05).
Similarly, no significant difference was revealed between the participants who
participated in the intervention (m = 28.25) and who did not participate (m = 27.40) in
terms of their negative affect scores (#(103) = -.45, p > .05) at the beginning.

In order to observe the change in pre-test and post-test in positive and negative affect,
Wilcoxon Signed Ranks Tests were performed. There was a significant difference
between the pre-test and post-test measurements of both positive (Wilcoxon z = -2.80, p <

.01) and negative affect (Wilcoxon z =-2.19, p <.05) (see Table 21.

90



Table 21

Descriptive Statistics for Pre-test and Post-test Measurements of Positive and Negative

Affect

Pre-test Post-test
Mean SD Mean SD z
Positive affect 30.86 5.78 35.21 6.16 -2.80%*
Negative affect  28.69 7.75 23.36 8.26 -2.19%

Note. * p < .05; ** p < .01

Further analyses were conducted to examine which specific items of PANAS were
significantly different in pre-test and post-test comparisons. For this reason, paired
sample t-tests were conducted for the items of PANAS. The results revealed that there
were significant differences between pre-test and post-test measurements in “interested”,
“strong”, “enthusiastic”, “inspired”, and “active” from positive affect items; and
“distressed” and “upset” from negative affect items, all in expected direction (see Table

22).

Table 22
t-test Results for the Items of PANAS
M SD t

1 Interested Pre-test 3.31 1.01 -2.80%*
Post-test 4.25 a7

2 Distressed Pre-test 4.07 1.39 4.56%***
Post-test 2.53 1.30

3 Excited Pre-test 2.69 1.25 1.14
Post-test 2.31 1.01

4 Upset Pre-test 3.87 1.50 2.93%*
Post-test 2.53 1.50

5 Strong Pre-test 3.37 1.02 -2.20%*
Post-test 4.06 1.12

6 Guilty Pre-test 2.00 1.50 .55
Post-test 1.75 1.00
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Table 22 (Continued)

7 Scared

8 Hostile

9 Enthusiastic

10 Proud

11 Jittery

12 Alert

13 Ashamed

14 Inspired

15 Nervous

16 Determined

17 Attentive

18 Irritable

19 Active

20 Afraid

Pre-test
Post-test
Pre-test
Post-test
Pre-test
Post-test
Pre-test
Post-test
Pre-test
Post-test
Pre-test
Post-test
Pre-test
Post-test
Pre-test
Post-test
Pre-test
Post-test
Pre-test
Post-test
Pre-test
Post-test
Pre-test
Post-test
Pre-test
Post-test
Pre-test

Post-test

2.50
1.94
1.31
1.37
2.94
3.56
3.50
3.62
3.31
2.56
3.00
2.93
2.00
1.93
2.00
3.00
3.69
2.87
3.62
4.00
3.75
3.94
3.12
2.69
2.53
3.40
2.94
3.12

1.46
1.00

.70

72

93
1.31
1.59
1.31
1.25

.96
1.19
1.16
1.21
1.29
1.32
1.15
1.62
1.02
1.02

97
1.29
1.81
1.63
1.35
1.06
1.12
1.65
1.78

1.95

=37

-3.10%*

_44

1.91

.19

25

4 4T

1.93

-1.38

-.64

1.51

-3.17%*

-.76

Note. * p < .05; ** p <.01; *** p <.001
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Subjective evaluations of the participants, including the content of the intervention
sessions provided by them, such as their feelings, experiences and questions, verbal
feedback given by the participants after the intervention, and the observations of the

interventionist were included in Appendices M and N.

4.4. Discussion

The aim of the Study 3 was to develop a group based intervention program to address the
special needs of the caregivers of children with cancer. As suggested by Drotar (2006), a
multidimensional intervention was planned, including an educational part, expressing
emotions and sharing experiences part, and breathing exercise training part. It was
hypothesized that after the intervention the participants would report (a) more positive
affect and (b) less negative affect as compared to the measurement prior to the application

of the intervention.

4.4.1. The Recruitment Process

Before the discussion of the findings, the recruitment process needs elaboration. One
possible reason for not attending a psychosocial intervention could be lack of knowledge,
in general. Such programs are not common in Turkey. Moreover, people usually were not
aware of the role of psychology and psychologists in the process of treatment for cancer.
Although the study was intended to be applied in one of the most advanced pediatric
oncology departments in Turkey, having a psychologist as a team member, the families
were usually not aware of the importance of the psychological aspect. One mother
responded to the invitation for the intervention by saying “what else can be good for me
except for my child’s getting better?” [Cocugumun iyilesmesi disinda ne bana iyi

gelebilir?]

In addition to a general lack of knowledge about the role of psychology in the treatment
process, some people might have considered no need for an intervention for themselves,
because of not focusing on themselves, their inner processes, and emotions.
Transtheoretical Model (Prochaska, DiClemente, & Norcross, 1992; Prochaska, Norcross,

& DiClemente, 1994), which was a stages-of-change model, provided a framework for
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this explanation. The caregivers might have been at the stage of precontemplation, who
perceived no problem and had no intention to change. Therefore, people who were in
precontemplation stage might not have preferred to attend such programs. On the other
hand, the caregivers who were at the stage of contemplation, that is the caregivers who
were aware of their problems but did not make a decision to change, and people who
were at the stage of preparation, i.e. the ones who accept that their problems and intent to

change, might be more willing to attend the intervention program.

Another factor that might have affected the attendance to the program was the referral of
the physician. The last trial of the intervention was conducted in another hospital and this
trial was different from the previous ones in terms of the referral from the physician who
was responsible for the inpatient clinic. It was observed that the caregivers were more

ready to accept the intervention program if their physicians suggested them to join.

4.4.2. The Characteristics of the Intervention

After many unsuccessful trials, the nature of the program was changed. At the beginning,
the program was planned to be longer (six sessions), including three components, namely,
sharing, psychoeducation, and relaxation training that are supported by homeworks.
However, there were some problems with attendance, such as allowing time and priority.
Considering that they did not have much time for intervention for themselves, the
duration of the intervention was shortened. The psychoeducation part had to be shorter,
therefore, more directive. Moreover, relaxation training had to be replaced by breathing
exercise training, which was shorter. With the help and guidance of the results of Study 1
and 2 and previous experiences, an emphasis on normalization of emotions and emotion
expression and some practical suggestions that can be accomplished in hospital settings
were replaced by an emphasis on problem solving. Therefore, a bottom up process,
beginning from the needs and characteristics of the specific target population was merged
with a top down approach, including a theoretical framework and findings from the
literature. That is, an integration of the theoretical knowledge with target needs,

considering the context was important for applicable and effective intervention programs.
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4.4.3. Discussion of the Findings

When the findings of the applied intervention were examined, the following points were
considered as remarkable. There was no group difference between the participants who
volunteered for the intervention and those who did not in terms of the study variables of
Study 1 (see Figure 2, p. 20). This could be interpreted in two ways. First, it could be
suggested that the volunteers were representative of the whole sample, which was
appropriate for research. Second, on the other hand, this meant that willingness for
participation could not be predicted by the variables of the first study. Therefore, further
investigation is necessary to answer the question what characteristics predict intervention

participation.

Acceptance of the situation was an important part of the coping process. It was observed
that people having problems with acceptance tend not to participate in the intervention
program. Although there was a section about accepting the situation in the agenda of the
intervention program, it was thought that the program was not suitable for confrontation,
as it was short and held in a group format. For example, as derived from Study 2, the

word “cancer” was not used by the interventionist.

There was a significant difference between the pre-test and post-test measurements for the
intervention, meaning that the intervention resulted in more positive and less negative
affect. Therefore, the hypotheses of Study 3 were supported by the findings. Moreover,
the item based analyses of PANAS revealed significant changes in “interested”, “strong”,
“enthusiastic”, “inspired”, and “active” items from positive affect subscale, and
“distressed” and “upset” items from negative affect subscale. The items from positive
affect pointed out readiness and motivation for action or preparation for coping. The
function of the increase in positive affect was explained by researchers in the following
ways: First, Lazarus, Kanner, and Folkman (1980) acknowledged the role of positive
affect in stressful situations, which were characterized by negative emotions. Positive
emotions provide a break, build up coping, and reload the sources used by stress. Then,
Fredrickson’s (1998) “broaden-and-build model” for positive emotions suggested that
positive emotions broadened the person’s attentional focus and behavioral repertoire and

built resources that were used by the negative emotions in stressful situations.
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Although significant differences were obtained in the expected direction, their
interpretations were not that simple and obvious. There were some confounding factors
that could not be controlled during the process. For example, during the sessions some
participants arrived late, or had to leave and check their childen when called. Although
they came back, they missed some parts of the already short session. Moreover, only one
interventionist applied all four intervention sessions, meaning that the characteristics of
the interventionist might have played a role in the results, too. In other words, the effects
of non-specific factors for the intervention might have been influential on the outcomes.
The effects of therapist’s characteristics and therapeutic alliance on the outcomes were
important variables that were studied by researchers over years (e.g., Corso et al, 2012;
Horvath & Luborsky, 1993). To illustrate, it was mentioned in the second study that
participants provided a feedback that it made them feel good, although the interviewer did
only ask questions and listen to the answers and did nothing else specifically to make
them feel better. Thus, the participants might be affected by the fact that they were being
interested in, paid attention, cared, and valued. Thus, other factors than the intervention

itself might have influenced the participants, and therefore the results.

The intervention program was composed of 3 main parts, which were psychoeducation,
sharing, and breathing exercise. The effectiveness of each part was supported by the
literature. First, the effect of psychoeducation was examined. A meta-analytic review
(Van Daele et al., 2012) was conducted including psychoeducation programs whose aim
was to reduce stress and facilitate gaining insight in various populations between the
years 1900-2010. They concluded that despite small effect size, psychoeducational
programs resulted in lower levels of stress. Moreover, women benefit from these
psychoeducational interventions more than men, and programs which were shorter in
duration were more effective than the longer ones (Van Daele et al., 2012). When the
effects of psychoeducation was examined in caregivers in particular, it was revealed that
psychoeducational intervention resulted in a higher level of disease related knowledge in
the caregivers of children with sickle cell disease (Kaslow et al., 2000). Similarly, a brief
problem solving intervention for caregivers of people with advanced cancer resulted in a

better emotional well-being (Cameron, Shin, Williams, & Stewart, 2004).
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Second, the stress alleviating effects of expressing emotions and relaxation training were
also supported by the literature. For example, emotional disclosure interventions resulted
in less distress in older adults after losing a spouse (Segal, Bogaards, Becker, & Chatman,
1999). For relaxation training; it was revealed that after completing an intervention
including relaxation training, the participants reported more use of relaxation exercises
themselves (Boise, Congleton, & Shannon, 2005). Breathing exercise training was added
to the intervention schedule as a complementary part in the present study, as it was also
found that relaxation training works better when presented as a part of a multicomponent
program (Astin, 2004). Therefore, the effectiveness of the components of the intervention

program was supported by the literature.

4.4.4. Clinical Implications

The present study provided some clinical implications that can be useful for
clinicians/researchers who would apply similar interventions. The recruitment process
revealed that the caregivers could be unaware of their psychosocial problems, possible
contributors to their well-being, and the relationship between their own distress and the ill
child’s. It is now a well-known fact that the well-being of the caregiver worsens as well
as the patient (Fotiadou et al., 2008), and the well-being of the caregiver has an influence
on the well-being of the patient (Williamson et al., 2002). Therefore, this information can
be shared with the caregivers to increase awareness and to prevent a worse well-being.
Moreover, they could be unaware of possible benefits of psychosocial interventions.
Thus, in addition to providing information on the process of caregiving, information
about the role of a psychologist in the process and the benefits of such interventions can

be given.

Another important implication of the present study was that it emphasized the importance
of psychologist as a member of the treatment team. The presence of a psychologist in the
inpatient clinic for continuous care was important for successful interventions. Moreover,
physician referral was an important contributor for the completion of the study. Thus, a
treatment protocol, that addresses biological, psychological, and social parts of the illness,
is important for successful treatment outcomes, as suggested by the biopsychosocial

model (Engel, 1977).
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4.4.5. Limitations of the Present Study

Although the present study had several strengths, such as combining the results of
previous qualitative and quantitative studies, and integrating the needs of the caregivers
with theoretical background; it also had several limitations. The most important limitation
of the study was not having follow-up measurements. Because of practical reasons it was
not possible to communicate with the participants for follow-up measurements.
Therefore, it was not possible to observe the long-term effects of the intervention. The
changes in affect could be short term and influenced by contextual factors (Zautra, Potter,
& Reich, 1997). According to Lazarus and Folkman (1984), for immediate effect
variables, that is affect, to be operative in the long run, there should be consistency in

appraisal of and coping with the situation.

Not having a control group was another limitation of the present study. Having control
groups were necessary for validity (Kazdin, 2002). However, using control groups in
intervention studies was criticized by being unethical, as it meant making people in need
wait. In the present study, it was thought that making a limited number of volunteer
participants wait was not practical and ethical. Therefore, the absence of a control group

was considered as a limitation.

Still another limitation was that as the program had composed of several parts, it was not
possible to differentiate especially which part was more influential in alleviating negative
affect and facilitating positive affect. Therefore, further studies are needed that use

constructive strategy (Kazdin, 2002).

4.4.6. Directions for Further Studies
This study was a pilot study, conducted with a small sample, aiming at developing a
feasible and effective intervention program for the caregivers of children with cancer. As

further studies, the same protocol should be applied to a larger number of participants, by

different interventionists using the treatment manual.
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Group coherence, trust, and genuine relationships in the group would give a better result.
In this way, the group members would feel more comfortable to open themselves and
share feelings. However, to do this, more than one session was necessary, and this was

not possible for this study.

In conclusion, the identification of the target needs and priorities correctly, working in
accordance with the medical treatment team, arranging appropriate timing and place to
apply the intervention, and being familiar with the cultural circumstances of the target
population were the most important points that were identified in the present study for

successful interventions.
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CHAPTER 5

GENERAL DISCUSSION

The aim of the present study was to examine the coping processes and the aftermaths of
their coping of caregivers of children with cancer, comprehensively. Three studies were
conducted to serve this aim. The first study revealed the predictors of caregiver distress
by using the Transactional Theory of Coping (Lazarus & Folkman, 1984). The study
examined the coping process of the caregivers of children with cancer and clarified both
facilitators and complicators of coping that determine the level of distress experienced by
them. Three hierarchical regression models were tested and the different patterns for the
level of depressive and anxiety symptoms and dissatisfaction with life were explored. The
second study examined subjective experiences of the caregivers qualitatively. By this
way, it was tried to complete the missing parts of Study 1, which was a self-report and
theory driven study. Moreover, by creating a chance to observe and pay attention to
nonverbal cues, the interaction between the interviewer and the interviewee was included.
Three themes were identified, namely emotions, change, and coping. The findings of
Study 2 both supported the findings of Study 1 and indicated further important themes,
such as the relationship between caregiver and child and religion. The third study aimed
at developing a feasible and effective intervention program addressing the needs of the
caregivers with the guidance of the relevant literature and the findings of Study 1 and
Study 2. After the proposed intervention was adjusted according to the characteristics and
the needs of the caregivers, and the intervention context, it was applied to four groups.
The effect of the intervention was tested by the change in their positive and negative
affect before and after the intervention session. An increase in positive affect and a
decrease in negative affect were found. The findings were discussed in detail for each
study in relevant section. This chapter included general characteristics of the participants
and the role of culture, research and clinical implications, directions for further research,

and conclusions.
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5.1. General Characteristics of the Participants and the Role of Culture

The participants were mostly females in the present study. Similarly, caregiver studies
mostly included women participants, because it is the women who fill the caregiver role
in families with a chronically ill member (Pinquart & Sorensen, 2006). In the present
study, there were a limited number of male participants who reported that they shared the
caregiving role. Thus, similar to the caregiver literature, the participants of the present

study were women, mostly mothers as the caregivers of their ill children.

The study should be evaluated in a cultural context, as it is important for the use of coping
strategies (Wong, Wong, & Scott, 2006), definitions of self and social roles, that is, the
interaction between the caregivers and their social environment (Markus & Kitayama,
1991), expression of emotions (Davis et al., 2012), and the characteristics of the social
context (Kagit¢ibagi, 2010). The present study was conducted in Turkey, a non-Western
country, in which material independence but emotional interdependence is valued
(Kagitcibasi, 1996). The findings can be examined in the light of cultural context. For
example, it can be suggested that the “interdependence” theme found in Study 2 can be an
extension of this cultural characteristic. That is, it might have already existed in the
relationship between the mother and the child before the illness, but reinforced by the
presence of the illness and expressed itself clearly after this diagnosis. Hence, cross-

cultural studies can clarify culture-specific characteristics and universal commonalities.

A general impression regarding the participant group was that they tended to devote
themselves to caregiving, focused on only the ill child, believed that their child will
survive, and attributed highest importance to this. They tried not to focus on themselves
and wanted to be fine only in order to take better care of the ill child. To conclude, the
only motivation was the ill child. Therefore, although they reported psychological
symptoms, many of them seemed reluctant to do something about it. The effects of
devoting themselves on caregiving role can be explained in relation to the concept of self-
complexity. Self-complexity means having a number of self aspects, i. e., having multiple
roles. The other roles can provide sources for the problems of one role (Linville, 1985).
As a result, the more roles the person has, the less physical symptoms and depression s/he

experiences. That is, it has a stress-buffering effect (Linville, 1987). In terms of
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caregiving a child with cancer, women were mostly left with only one role, i.e. caregiving
an ill child, which included fulfilling his/her needs and make him/her get better. Their
other roles such as being a wife or an employee were not there any more. Therefore, when
there was something wrong about this role, their other rolesdo not exist as a source to be

used for buffering that stress.

5.2. Research Implications

The first area of research with this population is studying caregiving stress that is
important for the well-being of the caregivers. There are studies focusing on the
identification of protective and risk factors for the caregivers, which can further guide
interventions. These studies are mostly quantitative and there is a limited number of
qualitative studies. Both approaches have their own strengths and limitations and can be
preferred according to the purpose of research. Besides, the well-being of the ill child is
also affected by the well-being of the caregiver. To illustrate, parenting stress was related
to worse child adjustment (Wolfe-Christensen et al, 2010). For this reason, the studies on
well-being of the caregiver, measurement of its effects on the ill child and clarifying the

pathways are important.

The second area of caregiver research is intervention studies to alleviate caregiver stress
and facilitate coping. Those studies are usually based on the findings of descriptive and
predictive studies (e.g., Sahler et al., 2009). In caregiver interventions, it is important to
merge theoretical background with practical factors, such as hospital environment and
timing of the intervention. The timing of the intervention should be adjusted according to
hospital routines, especially to the sleep time of children. Similarly, an appropriate place,
i.e. close to but apart room from the children’s room, should be chosen for the
intervention. Furthermore, the identification of the target needs and priorities correctly in
the cultural context is also important. By evaluating the process of intervention study, it
can be suggested that an intervention study should include a team and sufficient financial
resource to be successfully completed. A team including different interventionists and
researchers and a division of labor between the team members would ease the process.

Moreover, the supply of financial resources should be arranged to ease the process.
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In order to conclude that an intervention, as a clinical trial, is effective; randomized pre-
test post-test control group designs are necessary (Kazdin, 2002). However, in the present
study, it was hard to implement an intervention program with these criteria and control
the effects of confounding variables at the same time. Therefore, it can be stated that an
anticipation of possible problems and a readiness for unforseen factors is necessary for

the researchers.

5.3. Clinical Implications

The adjustment of the caregivers is as important as the adjustment of the children with
cancer. Focusing on the child alone, the caregiver alone, and both of them as a unit are
necessary in clinical applications. As it was mentioned before, having a psychologist as
an active team member in a pediatric oncology clinic is important for the well-being of
the families coping with cancer. Several steps can be followed by the member of the team
who is responsible for the psychosocial side of the treatment. First, information should be
given to the caregivers about the caregiving process, emphasizing the interaction between
the well-being of the caregiver and the ill child at a group level. Second, after giving
information, a screening for risk and protective factors at an individual level is necessary
to predict future well-being. In this way, help at an individual level can be provided to the
people in need. Third, by including common points, group level interventions can be
applied. Group interventions are needed beyond individual interventions, because in
group sessions individuals can make use of each other’s experiences and decrease
isolation (Harding, 2005). Last, follow-up sessions after the treatment ends in the period
of returning to normal life can be conducted for people with successful treatment results.
Moreover, interventions or referrals can be made for the caregivers who lost their children

and are in a period of mourning.

5.4. Directions for Future Studies

In addition to the specific directions for future studies presented in each discussion
section, there are still some other suggestions derived from the present study. First, future
longitudinal studies can illuminate the progress of coping in the phases of diagnosis,

active treatment, and follow-up. It will also help clarifying the change in caregiver needs
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at specific points, such as a surgery, or a bad prognosis. Second, intervention studies can
be conducted after the treatment ends, aiming at going back to “normal life”. As the
caregivers focus on the child and the treatment during hospitalization, they seem to need
an adaptation to their normal life after a successful treatment outcome. Third, the siblings
of children with cancer can be another research area, because some parents reported
involuntarily ignoring their healthy children. They also reported that their healthy
children sometimes complained about being ignored. Therefore, the experiences and
attributions of siblings of children with cancer is another research area. Fourth, the effects
of caregiver well-being and interventions on the child’s well-being can be examined by
including child reports and caregiver reports. Last, but not the least, the content of further
interventions needs to be analyzed qualitatively. This was not conducted in the present
study, however, the subjective evaluations of the interventionist and the participants were
examined and some important points were included in Appendices M and N. The
participants’ contributions and questions should be given importance while shaping

intervention programs.

5.5. Conclusion

The present study examined the coping processes of the caregivers of children with
cancer using a step-by-step approach, with the ultimate aim of facilitating adjustment.
First, the predictors of caregiver distress were revealed using the Transactional Theory of
Coping (Lazarus & Folkman, 1984) as a theoretical framework. Second, the coping
process was investigated using a qualitative method. Last, a psycho-educational group
intervention was developed and tested in terms of its effectiveness as measured by the
change in negative and positive affect. Several implications were suggested which are
crucial for both researchers and practitioners working with similar samples. Such studies
combining the quantitative and qualitative approaches, aiming at facilitating adjustment
by means of intervention programs, and using researcher and practitioner roles at the
same time are very rare. Therefore, the study is thought to be a leading example for future
studies by clarifying the coping process, revealing important factors in the development

of intervention programs, and presenting clinical and research implications.
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APPENDICES

Appendix A Informed Consent Form
Goniilli Katilm Formu

Sayin Katilimci;

Bu ¢alisma ODTU Psikoloji Béliimii Klinik Psikoloji Doktora Programi kapsaminda
Uzm. Psk. Dilek Demirtepe Saygili tarafindan yiiriitilmekte olan bir doktora tez
calismasidir. Tez damismam, ODTU Psikoloji Boliimii Ogretim Uyesi Dog. Dr. Ozlem
Bozo’dur. Calismanin amaci pediatrik onkoloji bdliimiinde tedavi goren bir ¢ocuga sahip
anne-babalar i¢in hazirlanmis olan psiko-sosyal destek programinin etkinliginin test
edilmesidir.

Calisma 2 boliimden olusmaktadir. 11k boliim degerlendirme amacli bir goriisme ve anket
caligmasidir. Anketin her bolimdeki 6lgeginin nasil cevaplanacagi konusunda, ilgili
boliimiin basinda bilgi verilmistir. Anketin cevaplanmasi yaklagik 45 dakika siirmekte
olup herhangi bir siire kisitlamasi1 bulunmamaktadir.

Ikinci boliim ise psiko-sosyal destek programi uygulamasidir. Bu program 6-8 kisilik
gruplardan olusacak ve 2 giin siirecektir. Programin igerigini paylasim, stres ve basa
¢ikma konularinda psikoegitim ve gevseme egzersizi olusturmaktadir. Programin hemen
ardindan ve 1 ay sonrasinda degisimin degerlendirilmesi amaciyla 6l¢eklerin bir kismi
tekrar uygulanacaktir. Program, yeterli sayiya ulasildiginda katilimcilara uygun yer ve
zaman belirlenerek ayarlamalar yapildiktan sonra baglayacaktir. Programin baslangici
arastirmaci tarafindan size bildirilecektir. Bu nedenle iletisim bilgileriniz istenmektedir.
Programa katilmak istediginizi asagidaki kutuyu isaretleyerek belirtiniz.

Calismaya katilim tamamiyla goniilliiliikk esasina dayanmaktadir. Anket ve psiko-sosyal
destek programi genel olarak, kisisel rahatsizlik verecek icerige sahip degildir. Ancak,
katilim sirasinda herhangi bir nedenden o6tiirli kendinizi rahatsiz hissederseniz, ¢calismaya
katiliminiz1 istediginiz anda birakmakta serbestsiniz. Verdiginiz bilgiler gizli tutulup, bu
calisma disinda higbir amagla kullanilmayacaktir. Katilimimiz i¢in simdiden tesekkiir
ederiz.

Sorulariniz igin;

Uzm. Psk. Dilek Demirtepe Saygili
Tel: 0505 226 08 53
E-posta: ddemirtepe@gmail.com

Bu ¢calismaya tamamen goniillii olarak katiliyorum ve istedigim zaman yarida
kesip cikabilecegimi biliyorum. Verdigim bilgilerin bilimsel amach yayimlarda
kullanilmasini kabul ediyorum. (Formu doldurup imzaladiktan sonra uygulayiciya geri
veriniz).

O Diizenlenecek olan psiko-sosyal destek programina katilmak istiyorum.

Isim Soyad Tarih Imza

Tel:
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Appendix B Demographic Information Form

1. Yasmz:
2. Cinsiyetiniz:  Kadin _ Erkek
3. Egitim Durumunuz: _ Ilkokul _ Ortaokul  Lise

_ Universite __ Universite iistii
4. Mesleginiz:
5. Su anki evlilik durumunuz: =~ Bekar ~ Evli

~ Bosanmis  Esi vefat etmis

6. Aylik gelir miktarirmz: =~~~ Diisik =~ Orta  Yiksek

7. Nerede yastyorsunuz? (Hangi Sehir, Ilce, Kdy)
8. Hastanizin hastaligi/tanis1 nedir?

9. Tan1 ne zaman kondu? (Hangi ay,y1l)

10. Tedavi su anda hangi asamada?

11. Hastanin nesi oluyorsunuz?

12. Hastanizin yas1?

13. Evinizde siz dahil kag kisi yastyor?

14. Hastanizin bakimini iistlenen bagska biri var m1?  (varsa kim oldugunu belirtiniz)

15. Sizin bakimini istlendiginiz kag kisi var? (kimler oldugunu belirtiniz)

16. Herhangi bir fiziksel rahatsizliginiz var mi1? (varsa belirtiniz)
17. Herhangi bir psikolojik rahatsizliginiz var mi? (varsa belirtiniz)
18. Fiziksel ya da psikolojik tedavi goriiyor musunuz? / Yardim aliyor musunuz? (varsa

tedavi seklini belirtiniz)
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Appendix C: Multidimensional Health Locus of Control Scale

=
: | E g
S, £l Z =
£ E|E 2
= | B =
=2 E| 3|52
S| sl s| 8| | &
=< =< =< =< =< =<
1- Hasta olursam cabuk iyilesmek benim kendi davraniglarima | Q 1 2 13 4 |5
baglhdir.
2- Ne yaparsam yapayim, hasta olacaksam, olurum. 0 2 3 4 |5
3- Hastaliklardan kaginmanin en giizel yolu diizenli olarak 0 2 13 4 |5
doktorumu gérmektir.
4- Saghgimi etkileyen ¢ogu sey kaza ile bagima gelir. 0 1 2 3 4 |5
5- Kendimi iyi hissetmedigimde bir saglik uzmanina 0 1 2 3 4 5
bagvurmaliyim.
6- Sagligimin iyi olup olmamasi benim kontroliimdedir. 0 1 2 |3 4 |5
7- Ailemin hasta olmam veya saglikli kalmam ile biiyiik ilgisi 0 1 2 3 4 |5
vardir.
8- Hastalandigim zaman suglanacak kisi benimdir. O |1 |2 (3 |4 |5
9- Bir hastaliktan toparlanmamda sansin biiylik bir pay1 vardir. | 0 1 2 3 4 5
10- Saglik durumumun iyi olup olmamasi doktorlara baglhdir. 0 1 2 13 4 |5
11- Saghigimin iyi olmasi bilyiik 6l¢iide sans isidir. 0 1 2 |3 |4 |5
12- Saghigimi etkileyen esas sey benim kendi yaptiklarimdir. 0 1 2 3 4 5
13- Kendime iyi bakarsam hastaliklardan kagmabilirim. 0 1 |2 |3 |4 |5
14- Bir hastalig1 atlatmam ¢ogunlukla doktor, hemsire, aile 0 1 2 3 4 5
fertleri ve arkadaslar gibi bagka insanlarin bana iyi bakiyor
olmasindan kaynaklanir.
15- Ne yaparsam yapayim hastalanma ihtimalim vardir. 0 1 2 |3 |4 |5
16- Kaderde varsa saglikli olurum. 0O |1 |2 (3 |4 |5
17- Eger dogru hareket edersem saglikli olurum. 0 1 |2 |3 |4 |5
18- Sagligim konusunda sadece doktorumun bana yapmami 0 1 2 13 4 |5

sOylediklerini yaparim.
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Appendix D: Caregiver Well-being Scale

Basic Needs Subscale

Asagida bazi temel ihtiyaglar siralanmigtir. Her bir ihtiyag i¢in hayatinizin son 3
ayin diisiiniin. Bu siire i¢inde her bir ihtiyacin ne 6lgiide karsilandigini belirtiniz. Asagida
bulunan 6l¢egi kullanarak sizin i¢in uygun sayiy1 yuvarlak igine aliniz.

1 hi¢bir zaman

2 nadiren

3 ara sira

4 sik sik

5 her zaman
1. Yeterli paraya sahip olmak 1 2 3 4 5
2. Dengeli beslenmek 2 3 4 5
3. Yeterince uyumak 1 2 3 4 5
4. Fiziksel saghgimza dikkat etmek

(doktora, dis hekimine gitmek vs.) 1 2 3 4 5

5. Kendinize vakit ayirmak 1 2 3 4 5
6. Sevildigini hissetmek 1 2 3 4 5
7. Sevginizi ifade etmek 1 2 3 4 5
8. Ofkenizi ifade etmek 1 2 3 4 5
9. Nesenizi ve keyfinizi ifade etmek 1 2 3 4 5
10. Uziintiiniizii ifade etmek 1 2 3 4 5
11. Cinsellikten keyif almak 1 2 3 4 5
12. Yeni beceriler 6grenmek 1 2 3 4 5
13. Kendini degerli hissetmek 1 2 3 4 5

14. Baskalan tarafindan takdir edildigini
hissetmek
15. Ailenizden hosnut olmak

—
NN
W W
> A
W

16. Kendinizden hosnut olmak 2 3 4 5
17. Gelecekle ilgili kendinizi glivende

hissetmek 1 2 3 4 5
18. Yakin arkadaslara sahip olmak 1 2 3 4 5
19. Bir eve sahip olmak 1 2 3 4 5
20. Gelecekle ilgili planlar yapmak 1 2 3 4 5
21. Sizi diisiinen birilerinin olmasi 1 2 3 4 5
22. Hayatimizin bir anlam olmasi 1 2 3 4 5
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Activities of Living Subscale

Asagida herbirimizin yaptig1 ya da birilerinin bizim i¢in yaptig1 bazi yasamsal
faaliyetler siralanmistir. Her bir faaliyet icin yagsaminizin son 3 ayimi diisiiniin. Bu siire
icinde, her bir faaliyetin ne derecede karsilandigini diistiniiyorsunuz? Asagida bulunan
0lcegi kullanarak sizin i¢in uygun sayiy1 yuvarlak i¢ine aliniz.

1 hi¢bir zaman

2 nadiren
3 ara sira
4 sik sik
5 her zaman
1. Yiyecek satin almak 1 2 3 4 5
2. Yemek hazirlamak 1 2 3 4 5
3. Evi temizlemek 1 2 3 4 5
4. Evin ¢ekip cevirilmesiyle ilgilenmek 1 2 3 4 5
5. Ulasim kolayhgina sahip olmak 1 2 3 4 5
6. Kiyafet alis verisi yapmak 1 2 3 4 5
7. Kiyafetleri yikamak ve giydiklerine 6zen
gostermek 1 2 3 4 5
8. Gevsemek/ rahatlamak 1 2 3 4 5
9. Egzersiz/spor yapmak 1 2 3 4 5
10. Bir hobiden keyif almak 1 2 3 4 5
11. Yeni bir ilgi alan1 ya da hobi edinmek 1 2 3 4 5
12. Sosyal etkinliklere katilmak 1 2 3 4 5
13. Herhangi bir konu hakkinda derinlemesine
diisiinmek i¢in zaman ayirmak 1 2 3 4 5
14. Manevi ve ilham verici faaliyetlere
zaman ayirmak 1 2 3 4 5

15. Cevredenizdeki giizelliklerinin farkina

varmak 1 2 3 4 5
16. Arkadaslar ya da aileden destek istemek 1 2 3 4 5
17. Arkadaslar ya da aileden destek almak 1 2 3 4 5
18. Giilmek/ kahkaha atmak 2 3 4 5
19. Kendinize iyi davranmak veya kendinizi

odiillendirmek 1 2 3 4 5
20. Kariyerinize/ isinize devam etmek 1 2 3 4 5
21. Kisisel temizlik ve dis goriiniisiiniize zaman

ayirmak 1 2 3 4 5
22. Aile ya da arkadaslarla hosca vakit ge¢irmek

icin zaman ayirmak 1 2 3 4 5
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Appendix E Multidimensional Scale of Perceived Social Support

Asagida 12 ciimle ve her birinde de cevaplarinizi igsaretlemeniz i¢in 1 den 7ye
kadar rakamlar verilmistir.Her climlede sdyleneni sizin i¢in ne kadar ¢ok dogru oldugunu
veya olmadigini belirtmek i¢in o climle altindaki rakamlardan yalniz bir tanesini daire
icine alarak isaretleyiniz. Bu sekilde 12 ciimlenin her birinde bir isaret koyarak

cevaplarinizi veriniz.

1. Thtiyacim oldugunda yanimda olan &zel bir insan var.

Kesinlikle hayir | 1 ‘ 2 ‘ 3 | 4 | 5 ‘ 6 | 7

‘ Kesinlikle evet

2. Seving ve kederimi paylagabilecegim 6zel bir insan var.

Kesinlikle hayir 1 2 3 4 5 6 | 7

Kesinlikle evet

3. Ailem bana gercekten yardimei olmaya ¢alisir.

Kesinlikle hayir 1 2 3 4 5 6 | 7

Kesinlikle evet

4. Thtiyacim olan duygusal yardinmi ve destegi ailemden alirim.

Kesinlikle hayir 1 2 3 4 5 6 | 7

Kesinlikle evet

5. Beni gercekten rahatlatan bir insan var.

Kesinlikle hayir 1 2 3 4 5 6 | 7

Kesinlikle evet

6. Arkadaglarim bana gercekten yardimci olmaya caligirlar.

Kesinlikle hayir | 1 ‘ 2 ‘ 3 | 4 5 ‘ 6 | 7 ‘ Kesinlikle evet
7. Isler kotii gittiginde arkadaslarima giivenebilirim.

Kesinlikle hayir 1 2 3 4 5 6 | 7 | Kesinlikle evet
8. Sorunlarimi ailemle konusabilirim.

Kesinlikle hayir 1 2 3 4 5 | 6 | 7 | Kesinlikle evet
9. Seving ve kederlerimi paylasabilecegim arkadaglarim var.

Kesinlikle hayir 1 2 3 4 5 | 6 | 7 | Kesinlikle evet
10. Yasamimda duygularima 6nem veren 6zel bir insanim.

Kesinlikle hayir 1 2 3 4 5 | 6 | 7 | Kesinlikle evet

11. Kararlarimi vermede ailem bana yardimci olmaya isteklidir.

Kesinlikle hayir | 1 ‘ 2 ‘ 3 | 4 | 5 ‘ 6 | 7

‘ Kesinlikle evet

12. Sorunlarimi arkadaslarimla konusabilirim.

Kesinlikle hayir 1 2 3 4 5 6 | 7

Kesinlikle evet
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Bu anket, saghk problemi olan bir ¢ocuga sahip olma hakkindaki diisiincelerinizle
ilgilidir. Dogru ya da yanlis cevap yoktur. Liitfen durum hakkindaki su anki

Appendix F: Stress Appraisal Measure

diistincelerinize gore degerlendirme yapiniz. Liitfen tiim sorular1 cevaplayiniz. Her bir
soruyu sizin i¢in uygun rakami daire i¢ine alarak degerlendiriniz.

[ < [
2 |2 ES 2 |52
ani o | oA | O <A

1. | Bu, tamamen caresiz bir durum mu? 1 2 3 4 5

2. | Bu, sonuglarindan hi¢ kimsenin kagamayacagi 1 2 3 4 5

bir durum mu?

3. | Ihtiya¢ duydugumda yardim isteyebilecegim 1 2 3 4 5

herhangi bir kisi ya da destek talep edebilecegim
bir uzman (psikolog, doktor, vb.) var m1?

4. | Bu durum beni endiselendiriyor mu? 1 2 3 4 5

5. | Bu durumun benim i¢in 6nemli sonuglari var 1 2 3 4 5

mi1?

6. | Bu durumun benim {izerimde olumlu bir etkisi 1 2 3 4 5

olacak m1?

7. | Bu sorunla ugrasmak icin ne kadar hevesliyim? 1 2 3 4 5

8. | Bu durumun sonuglarindan ne kadar 1 2 3 4 5

etkilenecegim?

9. | Oncesine gore, bu problem sayesinde ne kadar 1 2 3 4 5

daha giiclii bir kisi olabilirim?

10. | Bu durumun sonuglari olumsuz olur mu? 1 2 3 4 5

11. | Bu durumla basa ¢ikabilecek yeteneklere sahip 1 2 3 4 5

miyim?

12. | Bu durumun benim yagamimda ciddi etkileri 1 2 3 4 5

olacak mi1?

13. | Bu durumla bas etmek i¢in gerekli niteliklere 1 2 3 4 5

sahip miyim?
14. | Bu sorunla bas etmek i¢in bana yardim 1 2 3 4 5
edebilecek bir kaynagim var mi?

15. | Bu sorunla bas etmede bana yardim 1 2 3 4 5
saglayabilecek uygun ve yeteri kadar kaynagim
var m1?

16. | Bu durumla ilgili bir sey yapabilmek herhangi 1 2 3 4 5

bir kisinin giiciinii asar mi1?

17. | Bu durumun olumlu sonuglarinin da 1 2 3 4 5

olabilecegini diisiinmek beni ne kadar
heyecanlandirtyor?

18. | Bu, ne kadar tehdit edici bir durum? 1 2 3 4 5

19. | Bu, herhangi bir kisinin ¢c6zemeyecegi bir sorun 1 2 3 4 5

mu?

20. | Bu durumla bas edebilir miyim? 1 2 3 4 5
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21.

Bu sorunun iistesinden gelmem igin bana yardim
edebilecek herhangi biri var mi1?

22.

Bu durumda basarili sonuglar elde etmek igin
gerekli becerilere sahip miyim?

23.

Bu durumun benim i¢in uzun vadeli sonuglari
var mi?

24.

Bu durumun benim tizerimde olumsuz bir etkisi
olacak m1?
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Appendix G The Ways of Coping Inventory

Asagida, verilen her climleyi dikkatle okuyunuz. Cocugunuzun hastaligi ve buna
bagl ortaya ¢ikan sorunlarla basa ¢ikmak i¢in, bu ciimlelerde anlatilanlar1 ne siklikla
kullandiginiz1 size uygun gelen kutuyu (X) ile isaretleyiniz. Hicbir ciimleyi cevapsiz
birakmamaya calisiniz. Her ciimle ile ilgili yalmiz bir cevap kategorisini isaretleyiniz.

Hic¢

Pek

uygun | uygun

degil

degil

Uygun

Oldukca
uygun

Cok
uygun

1. Aklimi kurcalayan seylerden
kurtulmak icin degisik iglerle ugragirim

2. Iyimser olmaya calisirim

3. Bazi seyleri biiylitmemeye tizerinde
durmamaya caligirim

4. Sakin kafayla diistinmeye ve
ofkelenmemeye ¢aligirim

5. Olayin degerlendirmesini yaparak en
iyi karar1 vermeye calisirim

6. Problemin kendiliginden hallolacagina
inanirim

7. Ne olursa olsun kendime direnme ve
miicadele etme giicii hissederim

8. Kendime kars1 hosgoriilii olmaya
calisirim

9. Olanlar1 unutmaya ¢alisirim

10. Telasimi belli etmemeye ve sakin
olmaya ¢aligirim

11. “Basa gelen ¢ekilir” diye diisiiniirim

12. Problemin ciddiyetini anlamaya
calisirim

13. Kendimi kapana sikismis gibi
hissederim

14. “Her iste bir hayir vardir” diye
diisiiniiriim

15. Dua ederek Allah’tan yardim dilerim

16. Olanla yetinmeye ¢aligirim

17. Olanlar kafama takip stirekli
diisinmekten kendimi alamam

18. Mutlaka bir yol bulabilecegime
inanir, bu yolda ugrasirim

19. Sanki bu bir sorun degilmis gibi
davranirim

20. “Is olacagima varir” diye diisiiniiriim

21. Neler olabilecegini diisiiniip ona gore
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davranmaya caligirim

22. Isin i¢inden ¢ikamayinca “elimden bir
sey gelmiyor” der, durumu oldugu gibi
kabullenirim

23. Her seye yeniden baslayacak giicii
bulurum.

24. Problemin ¢6ziimii i¢in adak adarim

25. Olaylardan olumlu bir sey ¢ikarmaya
calisirim

26. Alin yazisina ve bunun
degismeyecegine inanirim

27. Soruna birkag farkli ¢6ziim yolu
ararim

28. Basima gelenlerin herkesin basina
gelebilecek seyler olduguna inanirim

29. “Olanlar1 keske degistirebilseydim”
derim

30. “Her seye ragmen elde ettigim bir
kazang vardir” diye diistinliriim

31. Gururumu koruyup gii¢lii gériinmeye
calisirim

32. Problemi adim adim ¢6zmeye
calisirim

33. Elimden higbir seyin gelmeyecegine
inanirim

34. Problemin ¢6ziimii i¢in hocaya
okunurum

35. Her seyin istedigim gibi
olmayacagina inanirim

36. Bu dertten kurtulayim diye fakir
fukaraya sadaka veririm

37. Ne yapilacagini planlayip ona gore
davranirim

38. Miicadeleden vazgecerim

39. Sorunun benden kaynaklandigin
diistiniiriim

40. Olaylar karsisinda “kaderim buymus”
derim

41. “Keske daha giiclii bir insan
olsaydim” diye diisiiniiriim

42. Nazarlik takarak, muska tasiyarak
benzer olaylarin olmamasi i¢in dnlemler
alirnm

43. Ne olup bittigini anlayabilmek i¢in
sorunu enine boyuna diistinliriim

44. “Benim sucum ne” diye diislinlirim

45. “Allah’n takdiri buymus” diye
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kendimi teselli ederim

46. Temkinli olmaya ve yanlis
yapmamaya ¢aligirim

47. Cozlim i¢in kendim bir seyler yapmak
istemem

48. “Hep benim yliziimden oldu” diye
diigtinlirim

49. Mutlu olmak i¢in baska yollar ararim

50. Hakkimi savunabilecegime inanirim

51. Bir kisi olarak iyi yonde degistigimi
ve olgunlastigimi hissederim
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Appendix H Positive and Negative Affect Schedule

Bu 6lgek farkli duygulart tanimlayan bir takim sozciikler icermektedir. Son iki hafta nasil
hissettiginizi diisiinlip her maddeyi okuyun. Uygun cevab1 her maddenin yaninda ayrilan
yere (puanlar1 daire i¢ine alarak) isaretleyin. Cevaplarinizi verirken asagidaki puanlar
kullanin.

1. Cok az veya hig

2. Biraz

3. Ortalama

4. Oldukga

5. Cok fazla

1. Tgili 1 2 3 4 5
2. Sikintilt 1 2 3 4 5
3. Heyecanl1 _1 2 3 4 5
4. Mutsuz | 2 3 4 5
5. Gugli 1 2 3 4 5
6. Suglu 1 2 3 4 5
7. Urkmiis 1 2 3 4 5
8. Diismanca _1 2 3 4 5
9. Hevesli 1 2 3 4 5
10. Gururlu __1 2 3 4 5
11. Asabi 1 2 3 4 5
12. Uyanik _ 1 2 3 4 5
13. Utanmis __1 2 3 4 5
14, Ilhamli___1 2 3 4 5
(yaratic diistincelerle dolu)

15. Sinirli 1 2 3 4 5
16. Kararli ___ 1 2 3 4 5
17. Dikkatli _ 1 2 3 4 5
18. Tedirgin _ 1 2 3 4 5
19. Aktif 1 2 3 4 5
20. Korkmus _1 2 3 4 5
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Appendix I Beck Depression Inventory

Asagida gruplar halinde bazi sorular yazilidir. Her gruptaki ciimleleri dikkatle okuyunuz.
Bugiin dahil, gegen hafta i¢inde kandinizi nasil hissettiginizi en 1yi anlatan ciimleyi
seciniz. Se¢mis oldugunuz climlenin yanindaki numaranin {izerine ( X ) isareti koyunuz.

1.

(a) Kendimi iizgiin hissetmiyorum.

(b) Kendimi {izgiin hissediyorum.

(c) Her zaman ig¢in {izgliniim ve kendimi bu duygudan kurtaramiyorum.
(d) Oylesine iizgiin ve mutsuzum ki dayanamiyorum.

(a) Gelecekten umutsuz degilim.

(b) Gelecege biraz umutsuz bakiryorum.

(c) Gelecekten bekledigim hicbir sey yok.

(d) Benim i¢in bir gelecek yok ve bu durum diizelmeyecek.

(a) Kendimi basarisiz gérmiiyorum.

(b) Cevremdeki bir¢ok kisiden daha fazla basarisizliklarim oldu sayilir.

(c) Geriye doniip baktigimda, ¢ok fazla basarisizliimin oldugunu goriiyorum.
(d) Kendimi tiimiiyle basarisiz bir insan olarak goriiyorum.

(a) Her seyden eskisi kadar zevk alabiliyorum.

(b) Her seyden eskisi kadar zevk alamiyorum.

(c) Artik hicbir seyden gergek bir zevk alamiyorum.
(d) Bana zevk veren higbir sey yok. Her sey ¢ok sikici.

(a) Kendimi suglu hissetmiyorum.

(b) Arada bir kendimi suclu hissettigim oluyor.
(¢) Kendimi ¢ogunlukla su¢lu hissediyorum.
(d) Kendimi her an i¢in suc¢lu hissediyorum.

(a) Cezalandirildigimi diistinmiiyorum.

(b) Baz1 seyler icin cezalandirilabilecegimi hissediyorum.
(c) Cezalandirilmayi bekliyorum.

(d) Cezalandirildigimi hissediyorum.

(a) Kendimden hosnutum.

(b) Kendimden pek hosnut degilim.
(c) Kendimden hi¢ hoslanmiyorum.
(d) Kendimden nefret ediyorum.

(a) Kendimi diger insanlardan daha kotii gérmiiyorum.
(b) Kendimi zayifliklarim ve hatalarim i¢in elestiriyorum.
(c) Kendimi hatalarim i¢in ¢ogu zaman sucluyorum.

(d) Her kétii olayda kendimi su¢luyorum.

(a) Kendimi 6ldiirmek gibi diisiincelerim yok.

(b) Bazen kendimi 6ldiirmeyi diistiniiyorum, fakat bunu yapmam.
(c) Kendimi 6ldiirebilmeyi isterdim.

(d) Bir firsatin1 bulsam kendimi 6ldiiriirdtim.

10.

(a) Her zamankinden daha fazla agladigimi sanmiyorum.

(b) Eskisine gore su siralarda daha fazla agliyorum.

(c¢) Su siralarda her an agliyorum.

(d) Eskiden aglayabilirdim, ama su siralarda istesem de aglayamiyorum.
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1.

(a) Her zamankinden daha sinirli degilim.

(b) Her zamankinden daha kolayca sinirleniyor ve kiztyorum.
(c) Cogu zaman sinirliyim.

(d) Eskiden sinirlendigim seylere bile artik sinirlenemiyorum.

12.

(a) Diger insanlara kars1 ilgimi kaybetmedim.

(b) Eskisine gore insanlarla daha az ilgiliyim.

(c) Diger insanlara kars1 ilgimin ¢ogunu kaybettim.
(d) Diger insanlara kars1 hi¢ ilgim kalmadi.

13.

(a) Kararlarim eskisi kadar kolay ve rahat verebiliyorum.
(b) Su siralarda kararlarimi1 vermeyi erteliyorum.

(c) Kararlarimi vermekte oldukga giicliik ¢cekiyorum.

(d) Artik hi¢ karar veremiyorum.

14.

(a) D1s goriiniisiimiin eskisinden daha kotii oldugunu sanmryorum.

(b) Yaslandigimi ve gekiciligimi kaybettigimi diisliniiyor ve tizliliiyorum.

(c) D1s goriiniistimde artik degistirilmesi miimkiin olmayan olumsuz degisiklikler
oldugunu hissediyorum.

(d) Cok cirkin oldugumu diisiiniiyorum.

15.

(a) Eskisi kadar iyi calisabiliyorum.
(b) Bir ise baglayabilmek i¢in eskisine gore kendimi daha fazla zorlamam

gerekiyor.

(c) Hangi is olursa olsun, yapabilmek i¢in kendimi ¢ok zorluyorum.
(d) Higbir is yapamiyorum.

16.

(a) Eskisi kadar rahat uyuyabiliyorum.
(b) Su siralarda eskisi kadar rahat uyuyamiyorum.
(c) Eskisine gore 1 veya 2 saat erken uyaniyor ve tekrar uyumakta zorluk

cekiyorum.

(d) Eskisine gore ¢ok erken uyaniyor ve tekrar uyuyamiyorum.

17.

(a) Eskisine kiyasla daha ¢abuk yoruldugumu sanmiyorum.
(b) Eskisinden daha ¢abuk yoruluyorum.

(c) Su siralarda neredeyse her sey beni yoruyor.

(d) Oyle yorgunum ki higbir sey yapamiyorum.

18.

(a) Istahim eskisinden pek farkli degil.
(b) Istahim eskisi kadar iyi degil.

(¢) Su siralarda istahim epey kotii.

(d) Artik hig istahim yok.

19.

(a) Son zamanlarda pek fazla kilo kaybettigimi sanmiyorum.

(b) Son zamanlarda istemedigim halde {i¢ kilodan fazla kaybettim.
(c) Son zamanlarda istemedigim halde bes kilodan fazla kaybettim.
(d) Son zamanlarda istemedigim halde yedi kilodan fazla kaybettim.

Daha az yemeye calisarak kilo kaybetmeye calistyorum. Evet ( ) Hayir ()

20.

(a) Sagligim beni pek endiselendirmiyor.

(b) Son zamanlarda agr1, s1z1, mide bozuklugu, kabizlik gibi sorunlarim var.
(c) Agr1, s1z1 gibi bu sikintilarim beni epey endiselendirdigi i¢in baska seyleri
diisiinmek zor geliyor.

(d) Bu tiir sikintilarim beni dylesine endiselendiriyor ki, artik baska higbir sey
diisiinemiyorum.
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21.

(a) Son zamanlarda cinsel yasantimda dikkatimi ¢eken bir sey yok.
(b) Eskisine oranla cinsel konularla daha az ilgileniyorum.

(c) Su siralarda cinsellikle pek ilgili degilim.

(d) Artik cinsellikle higbir ilgim kalmadi.
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Appendix J Beck Anxiety Inventory

Asagida insanlarin kaygili ya da endiseli olduklar1 zamanlarda yasadiklar1 bazi
belirtiler verilmistir. Liitfen her maddeyi dikkatle okuyunuz. Daha sonar, her maddedeki
belirtinin, bugiin dahil son bir haftadir sizi ne kadar rahatsiz ettigini agagidaki 6l¢ekten
yararlanarak maddelerin yanindaki uygun yere ( x ) isareti koyarak belirtiniz.

0 hig 2 orta derecede

1 hafif derecede 3 ciddi derecede

0 hi¢ 1 hafif | 2 orta | 3 ciddi

1. Bedeninizin herhangi bir yerinde uyusma
veya karincalanma

2. Sicak/ ates basmalar1

3. Bacaklarda halsizlik, titreme

4. Gevseyememe

5. Cok kotii seyler olacak korkusu

6. Bas donmesi veya sersemlik

7. Kalp carpintisi

8. Dengeyi kaybetme korkusu

9. Dehsete kapilma

10. Sinirlilik

11. Boguluyormus gibi olma korkusu

12. Ellerde titreme

13. Titreklik

14. Kontroliinii kaybetme korkusu

15. Nefes almada giicliik

16. Oliim korkusu

17. Korkuya kapilma

18. Midede hazimsizlik/ rahatsizlik hissi

19. Bayginlik

20. Yiziin kizarmasi

21. Terleme (sicaga bagli olmayan)
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Appendix K: Life Satisfaction Scale

Asagidaki ifadelerin size ne kadar uydugunu belirtiniz.

Cok Uygun | Belirsiz | Uygun | Hig
Uygun Degil | Uygun
Degil

1. | Bir ¢ok bakimdan hayatim idealime
yakin.

2. | Yasam kosullarim miikkemmel.

3. | Hayatimdan memnunum.

4. | Simdiye kadar hayatta istedigim
onemli seyleri elde ettim.

5. | Eger hayatimi yeniden yasasaydim
hemen hicbir seyi degistirmezdim.
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Appendix L Interview Questions

Gorlisme Sorulari

1. Cocugunuzda ilk belirtiler ne zaman goriildii, ne kadar zaman sonrasinda tan1 kondu?
2. Tan1 déneminde neler hissettiniz?

3. Su anda nasil hissediyorsunuz?

A

. Hastaligin sizin lizerinizdeki etkileri nelerdir?/Hastalik sizi nasil etkiledi?

5. Hastalik hayatiniz1 kétii yonde nasil etkiledi, Neler degisti?

(o)

. Iyi yonde degisiklikler oldu mu, neler degisti?

~

. Bagetmenize yardimci olan etmenler neler?/ Basetmenize neler yardimei oldu?
8. Sizce sizin gii¢lii yanlariniz neler?
9. Sizce sizin zayif yanlariniz neler?

10. Bakim verdiginiz siiregte durumun ne kadar kontroliiniizde oldugunu
diisiinliyorsunuz?

11. Sizce size ne yardime1 olur?

12. Gelecege dair diisiinceleriniz nelerdir?
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Appendix M Evaluation of the Intervention: Interventionist’s Perspective

The contributions of the participants to the content of the intervention sessions and some
observations of the interventionist during the sessions were important for a complete
evaluation of the intervention program. However, it should be noted that subjective
opinions of the interventionist, which include individual differences that cannot be
generalized, were represented here. Four important topics were identified (i.e., caregiving
role, social environment, communication problems, and the emotion “guilt”) and

presented below.

The effects of having a caregiving role was mentioned before, however, there was a
specific incident about the caregiving role. At the beginning of the session when I said “I
know that you know each other, you see each other in the corridors. However, let’s begin
with introducing yourself”, they looked at each other and told that they know each other’s
faces but not names. They had known each other as “...’s mother”. This was an important
detail meaning that their identities, even names become indistinct in the hospital settings
and they had only one role left, being a caregiver. Moreover, a mother, whose child
overcame cancer and was no longer receiving active treatment, reported that she did not
focus on herself during the treatment and now she was looking back and perceived what a
great problem was that she was trying to manage. She continued by saying “Now we are

back at home, and it is my turn to recover.”

There was a topic that was reported as annoying, which was what others say about the
illness. Complaints were mentioned about what people from their social environment tell
them in reaction to the illness such as “you are young, can have other children”, “how
couldn’t you notice it”, “you were incumbent upon him that’s why it happened”, etc. The
participants reported that others’ sayings were not helpful, besides they were annoying.
Some participants reported a better dealing with those comments but some others felt
more vulnerable and they could not cope with that. The attributions (such as not having
correct information) and suggestions on how to respond were mentioned in the sessions.
Therefore, in addition to the benefits of support and communication, the other side of

support network, that is, nonsupportive relationships was another important topic for this

sample. They also emphasized that only the people who experience the same problem are
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able to understand them, others cannot know what it was like. This “others” sometimes

applied to me, which held me back in trying to reach them.

The communication problems with social environment sometimes applied to the medical
team. They sometimes complained about having communication problems with
physicians and nurses. They mentioned that they were not provided with sufficient
information, hesitate to ask questions and even reported looking in the physician’s eyes to
understand the child’s condition. The intervention session served as a means to express
their anger. Suggestions were included for this; such as not to generalize negative

experiences or how and when to ask something.

The process of devoting themselves to the treatment of the child was related to feeling
guilty for the time spent apart from the child. In addition to the findings of Study 2 on
guilt, it was observed several times that after joining the intervention some participants
did something for the child, such as buying something to their child or cooking something
what s/he wanted, as if they were trying to compensate for the time spent away from
his/her. Guilt was also reported by a mother in session who said that she loved drinking
tea and she was punishing herself by not drinking tea in the hospital with her ill daughter.
The intervention aimed at normalizing the negative emotions including guilt. It is thought

that guilt needs to be focused on as much as sadness and anxiety.
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Appendix N Evaluation of the Intervention: Participants’ Perspective

The participants of the intervention program were asked to give verbal feedback at the
end of the session. Moreover, as the treatment process is long-lasting, former participants
were met during the hospital visits and conversations were made with them. The
participants’ perspective included their questions and comments, which were investigated
under three topics, namely, change in affect, application of what was learned, and

demands and questions asked.

After the session ended, the participants were asked to fill in PANAS and some of them
reported that their answers changed after the session. This may mean that they were
aware of their emotions before the session and felt the change in their emotions due to the
intervention. They also reported feeling “relieved”, “better” and reported a wish that it

would repeat or be longer.

Another former participant mentioned that she once felt an increase in her heartbeat, she
applied the breath exercise and it worked, she turned back to normal, meaning that the

breath exercise training was helpful to her.

The illness was important in all the caregivers’ lives; however, it meant something more
for some of the participants. Some participants, coming from small towns, reported that it
was their first time in Ankara, a metropolitan, and learned to survive here. They told that
they had difficulties in talking to doctors, completing paper work, and even finding the
hospital, but now they were masters of everything and felt confident that they can manage

things by themselves. That is, it was a source of self-esteem for them.

There were questions asked in the session about the medical aspects of their child’s
illness, such as the rate of a good prognosis, the causes of the illness etc. This can be due
to avoidance or hesitation of asking the doctors, or a need to approve the information
from a different source. Some participants wanted me to pray for them. Some others
expressed a need for a psychologist for their child; wanted me to talk to their child. These
examples demonstrated the importance of competency and ethical conduct of the
psychologist.
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It is important to know one’s boundaries and to be careful with your words as an

interventionist.

In the application phase of questionnaires of Study 1, the participants were asked to fill in
the questionnaires and also informed and suggested to attend a future intervention
program. Most participants volunteered for filling in the questionnaires but not attending
the intervention. They reported that they do not want to or do not need to attend a
program, but willing to fill in the questionnaires “to help the study” or “to contribute to
research”. It was interesting to experience that a request is more readily accepted than an

offer of service.
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Appendix O Sample Parts of the Hand-Out for the Intervention
Aile Destek Programi

Bakimveren kimdir?

()

Bu uyum siirecini kolaylastirmak igin,
e Tedavi ekibine giivenmek ve onlarla iyi bir iliski kurmak
e Umutlu olmak,

()

Yetiskin bir insanin ihtiya¢ duydugu hersey bakimverenler i¢in de gecerlidir. Ancak,
bakimveren rolii iistlenildiginde bu ihtiyaglar yeteri kadar karsilanamaz, ¢iinkii kisinin
neredeyse tiim ilgisi, zamani ve enerjisi hasta olan ¢ocuga aktarilir. (...)

Ne yapilabilir?

e Zaman planlamasi (kendine zaman ayirabilme)

(...)
Hastalikla bagetme siireci olumsuz duygular1 da i¢eren bir siirectir. (...)

Ne yapilabilir?
¢ Olumsuz duygudan kagmayin, kabul edin, isimlendirin

(..

Stres nedir?

(..

Stresli oldugumuzu nasil anlar1z?
Fiziksel belirtiler

Olumsuz diisiinceler

Olumsuz duygular

Stresle basetmede yardimci olan kaynaklar nelerdir?

Aile, sosyal ¢evre destegi
(Cozlime dair umut, inang
Enerji, gii¢

Note. The author should be contacted for the full version of the hand-out.
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Appendix P Turkish summary

Literatiir Ozeti

Kronik hastalik, en az 6 ay olmak iizere uzun siireli bir saglik sorunu ya da engeli
anlamina gelmektedir (Vickers, Parris, Bailey, 2004). Uzun stireli olmasi nedeniyle
hastaliga bir uyum stireci gerektirir (Lorig ve ark., 2006). Biyopsikososyal modelin
(Engel, 1977) yiikselisi ile birlikte bu uyum siireci psikolojinin de ilgi alanlar1 arasinda
yer almaktadir. Bu modele gore kronik hastaliklarin biyolojik, psikolojik ve sosyal
yonleri bulunmaktadir. Bu yonlerden biri de ailedir. Kronik hastaliga sahip bir bireyi olan
ailelerde de bir uyum siireci gereklidir, ¢iinkii hastalik; roller, isleyis, ve giinliik hayat gibi
etmeler lizerinde etkilidir. Bu ¢alismanin amaci ¢cocukluk ¢agi kanserleri tanist almis
cocuklarin aile bireylerinin, 6zellikle bakimverenlerin, uyum siire¢lerini incelemektir.
Bakim verme, hastalik nedeniyle hayatlarin1 kendi kendine yerine getiremeyen aile
iiyelerine yardimci olmak olarak tanimlanmaktadir ve bu durum hasta kisinin saglik
durumuna duygusal ve davranigsal bir kendini adamay1 da icermektedir (Pearlin ve ark.,

1990). Kanser tanis1 ise travmatik bir stres kaynagi olarak kabul edilmektedir.

Bu ¢alismanin genel amaci kanserli ¢cocuklarin bakimverenlerinin bas etme siireclerinin
incelenmesidir. Ana calisma, 3 alt calismadan olusmaktadir. 11k calismanin amact
Transaksiyonel Bas Etme Teorisi (Lazarus & Folkman, 1984) kullanilarak kanserli
cocuklarin bakimverenlerinin stres diizeylerini etkileyen etmenleri arastirmak; ikinci
caligmanin amaci bu siirecle ilgili etmenleri bakimverenin bakis agisindan niteliksel
olarak incelemek ve iiciincii caligmanin amaci bir miidahale programi gelistirmek ve
etkililigini test etmektir. Caligmalarin ayrintilarina gegilmeden once literatiirde bulunan

caligmalar 6zetlenmistir.

Bugiine kadar yapilmis olan calismalar bakimverenlerin yasadig: stres diizeyi ve
psikolojik belirti diizeylerini 6lgme, yiiksek belirti diizeyini yordayan risk faktorlerini ve
diisiik belirti diizeyini yordayan koruyucu faktorleri inceleme amaglarini tagimaktadir.

Ayrica, bakim vermeyi bir siire¢ olarak inceleyen ¢esitli teorik modeller de
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onerilmektedir. Asagida, bu calismada incelenen degiskenler ve bir teorik modelden

kisaca bahsedilmisgtir.

Yaplan niceliksel ¢aligmalarla yas, egitim durumu ve sosyoekonomik durum gibi
demografik degiskenler, kontrol algisi, iyi olus, sosyal destek, stres algisi ve basa etme
yollar1 ve duygular gibi degiskenlerin bakimverenler tizerindeki etkileri incelenmistir. Bu
degiskenlerin bir arada ve birbirileri ile etkilesim i¢inde incelenmesine imkan veren teorik
bir model Transaksiyonel Bas Etme Teorisi’dir (Lazarus & Folkman, 1984). Bu modele
gore stresle bas etme, dinamik ve karsilikli etkilesimin oldugu bir siiregtir ve bu siirecte
yer alan degiskenler, oncii degiskenler (demografik degiskenler, kontrol algisi, sosyal
destek gibi), araci siiregler (alg1 ve bas etme yollar), kisa siireli sonuglar (olumlu ve
olumsuz duygular) ve uzun siireli sonuglardir (saglik, iyi olus gibi). Stres, kisinin iyilik
halini tehdit eden ve sahip oldugu kaynaklar1 zorlayici olarak algilanan bir ¢evre-kisi
iligkisi olarak tanimlanmaktadir. Bas etme ise stresli olarak algilanan ve olumsuz
duygulara neden olan bir durumda ¢evre-kisi iliskisinin gereklerini yerine getirme siireci
olarak tanimlanmaktadir. Bu tanimlar bir arada degerlendirildiginde araci siirecler olan
alg1 ve basagikma siireclerinin 6nemi ortaya ¢ikmaktadir. Kisinin durumu kendisi ile
ilgisiz, kendisi i¢in olumlu ya da stresli olarak algilamas (birincil alg1); kisinin kendi
kaynaklarii degerlendirerek durumun kontrol edilebilirligi hakkinda karara varmasi
(ikincil alg1) ve gelen yeni verileri degerlendirerek karari lizerinde durmasi (yeniden
degerlendirme) algi siirecini olusturmaktadir. Bu siirecten sonra gelen bas etme siiregleri
ise problem odakli ya da duygu odakli olarak iki tiirde gerceklesmektedir. Problem odakl
bas etme stres yaratan problemin ¢éziimiine yonelmek ve plan yapip uygulamak gibi
siirecleri igerirken duygu odakli bag etme stresli durumun beraberinde getirdigi olumsuz
duygulari azaltmaya yonelik stirecleri igermektedir (Lazarus & Folkman, 1984). Bu
model yillardir farkli gruplarla test edilmis ve gegerliligi farkl tiirde hastaliklar ve
bakimverenler (6rn. Pakenham, 2001; Gold, Treadwell, Weissman, & Vichinsky, 2008)

i¢in de kanitlanmustir.

Bakimverenlerle yiiriitiilen niceliksel ¢aligmalarin yani sira daha az sayida niteliksel
caligma da bulunmaktadir. Niteliksel yaklasim bireyler aras1 farkliliklar1 ve 6znel bakis
acilarini igermesi bakimindan 6nemlidir (Flick, 2002). Niceliksel yaklagim

genellenebilirlik, nesnellik ve giivenilirlik gibi gii¢lii yanlara sahip olmasina ragmen

146



kisisel farkliliklar1 yakalama konusunda daha zayif kalmaktadir ve bu zay1f yon niceliksel
calismalarla tamamlanabilir. Bu nedenle Ikinci Calisma’da niceliksel yaklagim
kullanimistir. Bu ¢alismada kullanilan teorik yonelim Yorumlayict Fenomenolojik
Analizdir. Bu analizin amaci kisisel deneyimleri ve kisilerin kendilerini ve sosyal
cevrelerini nasil anlamlandirdiklarini detayli bir bigimde incelemektir (Smith & Eatough,
2007). Yaklasimin bir diger 6zelligi arastirmacinin ve katilimeinin bakis agilarinin ve bu
ikisi arasi etkilesimin dahil edilmesidir (Willig, 2008). Bu nedenle analiz i¢in yari-
yapilandirilmis goriisme dokiimleri kullanilmaktadir. Kanserli ¢cocuklarin aileleri ile
yapilmis niceliksel ¢alismalar tedavi siirecinin beraberinde getirdigi sorunlar, bas etme ve
sosyal destek gibi konular1 ayrintili bir bigimde incelemektedir (6rn. Fletcher, Schneider,

& Harry, 2010; James ve ark., 2002).

Bakimverenlerle yiiriitiilen ve amaci bu siiregteki risk ve koruyucu faktorleri belirlemek
olan ¢aligmalarin sonucunda az sayida miidahale programi gelistirme ve etkililigini test
etme caligsmasi yapilmistir (6rn., Northouse, Kershaw, Mood, & Schafenacker, 2005).
Kronik hastaliklara sahip ¢ocuklari olan aileler i¢in gelistirilecek miidahale ¢alismalarinin
sahip olmasi 6nerilen 6zellikler sunlardir (Drotar, 2006): Grubun 6zelliklerinin ve
ihtiyaglarinin dogru bir sekilde tespit edilmesi, teorik bir ¢cergeveye dayali olmasi, farkl
terapotik bilesenlerin bir arada kullanilmasi (6rn. Biligsel terapi + gevseme egzersizi) ve
standart yazili metinlerin kullanilmas1. Ugiincii ¢alismada aktarilan miidahale programi

gelistirilirken bu oneriler dikkate alinmistir.

1. Calisma: Kanseli Cocuklarin Bakimverenlerinde Stresi Yordayan Etmenler: Bir

Transaksiyonel Bas Etme Teorisi Perspektifi

Amag ve Hipotezler

Bu ¢alismanin amaci Transaksiyonel Bas Etme Teorisi (Lazarus & Folkman, 1984)
kullanilarak kanserli cocuklarin bakimverenlerinin stres diizeylerini etkileyen etmenlerini
incelemektir. Modelde yer alan degiskenler, bakimverenlerle yapilmis olan ¢alismalar
incelenerek belirlenmistir. Sonug degiskenleri olarak ise depresif belirtiler, kaygi
belirtileri ve yasam doyumu kullanilmistir. Calismanin hipotezleri sunlardir: (1.a.) 6ncii

degiskenler (demografik degiskenler, kontrol algisi, temel ihtiyaclar, giinliik aktiviteler ve
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sosyal destek) depresif belirti diizeyini yordayacak; (1.b.) 6ncii degiskenlerin etkileri
kontrol edildikten sonra araci siirecler (stres algisi, problem odakli bas etme ve duygu
odakl1 bas etme) depresif belirti diizeyini yordayacak; (1.c.) dncii degiskenlerin ve araci
siireclerin etkileri kontrol edildikten sonra kisa siireli sonuglar (olumlu ve olumsuz
duygular) depresif belirti diizeyini yordayacak; benzer sekilde, (2.a.) oncii degiskenler
(demografik degiskenler, kontrol algisi, temel ihtiyaclar, giinliik aktiviteler ve sosyal
destek) kaygi belirtileri diizeyini yordayacak; (2.b.) oncii degiskenlerin etkileri kontrol
edildikten sonra arac1 siirecler (stres algisi, problem odakli bas etme ve duygu odakli bag
etme) kaygi belirtileri diizeyini yordayacak; (2.c.) oncii degiskenlerin ve araci siireclerin
etkileri kontrol edildikten sonra kisa siireli sonuglar (olumlu ve olumsuz duygular) kaygi
belirtileri diizeyini yordayacak; ve son olarak (3.a.) oncii degiskenler (demografik
degiskenler, kontrol algisi, temel ihtiyaclar, giinliik aktiviteler ve sosyal destek) yasam
doyumu diizeyini yordayacak; (3.b.) 6ncii degiskenlerin etkileri kontrol edildikten sonra
araci siirecler (stres algisi, problem odakli bas etme ve duygu odakli bag etme) yasam
doyumu diizeyini yordayacak; (1.c.) dncii de§iskenlerin ve araci siireglerin etkileri kontrol
edildikten sonra kisa stireli sonuglar (olumlu ve olumsuz duygular) yasam doyumu

diizeyini yordayacaktir.

Yontem

Katilimcilar

Kanser tanisi almis bir ¢ocuga sahip 86 kadin (% 82) ve 19 erkek (% 18) olmak {izere
toplam 105 kisi bu ¢alismanin katilime1 grubunu olusturmustur. Katilimcilarin yas
ortalamasi 34.31°dir. Cocuklarin yaglar1 ortalamasi ise 7.11°dir. Tan1 kategorileri ¢ok
cesitli olmakla birlikte en sik rastlanan tanilar néroblastom (n = 22), kemik tiimoérii (n =
18) ve 16semidir (n = 14). Hastalik siiresi 1-124 ay arasi degismektedir (M = 11.54).
Cocuklarin % 91.4’1 kemoterapi almakta iken geri kalan % 1.9 radyoterapi tedavisi

gormekte ve % 6.7’si kontrol i¢in hastanede bulunmaktaydilar.
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Veri Toplama Araglari

Calismada kullanilan test bataryasinda demografik bilgi formu, Cok Yo6nlii Saglik
Kontrol Odag1 Olgegi (Wallston & DeVellis, 1978), Bakici lyilik Olgegi (Berg-Weger,
Rubio, & Tebb, 2000), Cok Yonlii Algilanan Sosyal Destek Olgegi (Zimet, Dahlem,
Zimet, & Farley, 1988), Stres Algis1 Ol¢egi (Peacock & Wong, 1990), Bas Etme
Stratejileri Olgegi (Folkman & Lazarus, 1980), Pozitif ve Negatif Duygu Skalas1
(Watson, Clark, & Tellegen,1988), Beck Depresyon Envanteri (Beck, Ward, Mendelson,
Mock, & Erbaugh, 1961), Beck Kaygi Envanteri (Beck, Epstein, Brown, and Steer, 1988)
ve Yasam Doyumu Olgegi (Diener, Emmons, Larsen, & Griffin, 1985) bulunmaktadir.

Demografik Bilgi Formu: Bu form kanserli cocuklarin bakimverenleri i¢in hazirlanmistir
ve yas, cinsiyet gibi genel dzelliklerin yanisira hastaya yakinlik derecesi, tedavi siiresi

gibi duruma 6zgii degiskenleri de icermektedir.

Cok Yonlii Saglik Kontrol Odagi Olgegi: Wallston ve DeVellis (1978) tarafindan
gelistirilmis olan 6lgek Tiirkge’ye Ustiindag-Budak (1999) tarafindan uyarlanmustir.
Alman ytiksek puanlar dis kontrol odagina, diisiik puanlar ise i¢ kontrol odagina isaret

etmektedir. Bu ¢alismada bulunan i¢ tutarlilik katsayisi .60’tir.

Bakici Iyilik Olgegi: Berg-Weger, Rubio ve Tebb (2000) tarafindan gelistirilmis olan
dlcek Tiirkge’ye Demirtepe ve Bozo (2009) tarafindan uyarlanmistir. Olgek temel
ihtiyaglar ve giinliik aktiviteler olmak {izere iki altdlgekten olusmaktadir. Her iki
altolgekte alinan yliksek puanlar daha yiiksek bir iyilik diizeyine isaret etmektedir. Bu
calismada bulunan i¢ tutarhilik katsayisi temel ihtiyaclar altdlgegi i¢in .85, giinliik
aktiviteler altdlgegi icin .86 d1r.

Cok Yonlii Algilanan Sosyal Destek Olgegi: Zimet, Dahlem, Zimet ve Farley (1988)
tarafindan gelistirilmis olan 6l¢ek Tiirkge’ye Eker ve Arkar (1995) tarafindan
uyarlanmigtir. Alinan yiiksek puanlar algilanan sosyal destegin yiiksek oldugu anlamina

gelmektedir. Bu ¢alismada bulunan i¢ tutarlilik katsayisi .92 dir.
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Stres Algisi Olgegi: Peacock ve Wong (1990) tarafindan gelistirilen 6lgek Tiirkge’ye
Durak ve Senol-Durak (2013) tarafindan uyarlanmstir. Olgek, stres kaynaginin tehdit ya
da zorlayici olarak algilanmasini igeren birincil algi ve kontrol edilemez, baskalar1
tarafindan kontrol edilen ve kendisi tarafindan kontrol edilen olarak algilanmasini i¢eren
ikincil algiy1 6l¢meyi amaglamistir. Bu ¢alismada bulunan i¢ tutarlilik katsayisi tim

altolcekler icin .53 ile .78 arasinda degismistir.

Bas Etme Stratejileri Olgegi: Folkman ve Lazarus (1980) tarafindan gelistirilen dlgek
Tiirk¢e’ye Siva (1991) tarafindan uyarlanmistir. Problem odakli baga ¢ikma ve duygu
odakl1 basagikma altolgekleri bu ¢calismada kullanilmis ve i¢ tutarlilik katsayilart ayni sira

ile .82 ve .76 olarak bulunmustur.

Pozitif ve Negatif Duygu Skalasi: Watson, Clark ve Tellegen (1988) tarafindan gelistirilen
olgek Tirkge’ye Gengdz (2000) tarafindan uyarlanmistir. Pozitif ve negatif duygular
olmak tizere iki altdlgekten olugsmaktadir ve i¢ tutarlilik katsayilart ayni sira ile .78 ve .76

olarak bulunmustur.

Beck Depresyon Envanteri: Beck ve arkadaslar1 (1961) tarafindan gelistirilen dlgek
Tiirkge’ye Tegin (1980) ve Hisli (1988) tarafindan uyarlanmigtir. Artan puanlar depresif
belirtilerin artis1 anlamina gelmektedir. Bu ¢alismada bulunan i¢ tutarlilik katsayis1

.86°dur.

Beck Kayg1 Envanteri: Beck, Epstein, Brown ve Steer (1988) tarafindan gelistirilen dlgek
Tiirkge’ye Ulusoy, Sahin ve Erkmen (1998) tarafindan uyarlanmistir. Artan puanlar
kayginin fiziksel belirtilerinin artis1 anlamina gelmektedir. Bu ¢aligmada bulunan i¢

tutarlilik katsayis1 .90°dur.

Yasam Doyumu Olgegi: Diener, Emmons, Larsen ve Griffin (1985) tarafindan gelistirilen
Olcek Tiirkge’ye Durak, Senol-Durak ve Gengoz (2010) tarafindan uyarlanmistir. Artan
puanlar azalan yasam doyumuna isaret etmektedir. Bu calismada bulunan i¢ tutarlilik

katsayis1 .77 dir.
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Islem

Gerekli etik komite izinlerinin alinmasindan sonra pediatrik onkoloji boliim
baskanlarindan da onay alinmistir. Calismaya katilmak i¢in goniillii olan bakimverenlere
bilgilendirilmis onam formu imzalatilmistir. Yatan hasta boliimiinde ve poliklinik
randevularini bekleme sirasinda katilimcilara test bataryasi uygulanmistir. Katilimeilarin
anketleri kendileri okuyup isaretleyerek ya da arastirmacilar tarafindan okunup

isaretlenerek yaklasik 45-55 dakikada uygulamalar1 tamamlanmistir.

Bulgular

On analizlerde su bulgulara ulasilmistir: Yas, yasanan yer, hastalik siiresi, tan1 ve kisinin
birlikte yasadig1 kisi sayis1 ve bakimverme gorevlerinde ona yardimci kisilerin varliginin
etkileri hi¢bir sonug degiskeni (depresif belirtiler, kaygi belirtileri ve yasam doyumu) i¢in
anlaml degildir. Hasta ¢ocugun yasinin ise anlamli bir etkiye sahip oldugu bulunmustur.
(Cocugun yasi kiiciildiikce bakimverenin hissettigi depresif belirti ve kayg belirtileri
diizeyi artmaktadir. Sonug degiskenleri cinsiyet farki agisindan incelendiginde, kadinlarin
erkeklere oranla daha yiiksek diizeyde depresif belirti ve kaygi belirtileri yasadigi
sonucuna ulagilmigtir. Katilimcilarin ¢aligma durumlarinin sonug degiskenlerinin tamami
icin farkli oldugu goriilmiistiir. Calisan katilimcilarin depresif belirti ve kaygi belirtileri
calismayan katilimcilara oranla daha diisiik ve yasam doyumlar1 daha yiiksektir. Ayrica,
fiziksel bir rahatsizlig1 oldugunu rapor eden katilimcilarin anlamli olarak daha yiiksek
depresif belirti ve kaygi belirtilerine ve diisiik yasam doyumuna sahip olduklari
bulunmustur. Gelir diizeyi agisindan degerlendirildiginde depresif belirti diizeyi ve yasam
doyumu tizerindeki etki anlamhidir. Gelir diizeyi yiiksek olanlar, diger gruplara gére daha
diistik diizeyde depresif belirtilere ve daha yiiksek yasam doyumuna sahiptirler. Egitim
diizeyinin etkisi yalnizca yasam doyumu i¢in anlamlidir ve tiniversite mezunlarinin yagam
doyumu diger gruplara gore daha yiiksektir. Degiskenler arasi iliskilere korelasyon ile

bakilmis ve olusan iliski Oriintiisii incelenmistir.

Her bir sonug degiskeni icin ti¢ farkli hiyerarsik regresyon modeli olusturulmus ve bu
modellerde 6n analizlerde anlamli iligkilere sahip oldugu bulunan degiskenler igerilmistir.

Buna gore sonuclar su sekildedir: Depresif belirtiler i¢in ilk basamakta girilen demografik
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degiskenler varyansin % 15’ini agiklamistir. Cocugun yasinin kiigiildiik¢e ve gelir
diizeyinin azaldik¢a depresif belirti diizeyinin arttig1 bulunmustur. Ikinci basamak
aciklanan varyansi % 32 artirmistir. D1s saglik kontrol odaginin ve diisiik diizeyde giinliik
aktivitenin ve diislik diizeyde sosyal destegin daha yiiksek depresif belirti diizeyi ile
iliskili oldugu goriilmiistiir. Ugiincii basamakta arac1 degiskenler, agiklanan varyansi % 8
artirmistir. Durumu kontrol edilemez olma algisi arttikca depresif belirti diizeyi de
artmistir. Dordiincii ve son basamakta girilen kisa siireli sonu¢ degiskenleri agiklanan
varyanst % 2 artirmustir. Negatif duygular arttikca depresif belirtilerin de arttig1 sonucuna

ulagilmastir.

Kaygi belirtileri i¢in ilk basamakta girilen demografik degiskenler varyansin % 10’unu
aciklamistir. Cocugun yasinin kiigiildiikge kayg belirtilerinin arttigi bulunmustur. ikinci
basamakta girilen 6ncii degiskenler agiklanan varyansi % 17 artirmigtir. Diisiik diizeyde
giinliik aktivitenin ve sosyal destegin daha yiiksek kaygi belirtileri diizeyi ile iligkili
oldugu goriilmiistiir. Ugiincii basamakta araci1 degiskenler, agiklanan varyansi % 10
artirmistir. Durumu bagkalarinin kontroliinde algilama diizeyi arttik¢a kaygi belirtileri
diizeyi de sinirda anlaml diizeyde artmistir. Dordiincii ve son basamakta girilen kisa
stireli sonug degiskenleri agiklanan varyansi % 3 artirmistir. Negatif duygular arttikca

kaygi belirtilerinin de arttig1 sonucuna ulasilmistir.

Yasam doyumu i¢in ilk basamakta girilen demografik degiskenler varyansin % 24’iinii
aciklamistir. Gelir diizeyi azaldik¢a yasam doyumu da azalmaktadir. Tkinci basamakta
girilen oncii degiskenler agiklanan varyansi % 17 artirmistir. Buna gore, temel
ihtiyaglarin karsilanma diizeyi azaldik¢a yasam doyumu da azalmakdadir. Uciincii
basamakta araci degiskenler, agiklanan varyanst % 11 artirmistir. Durumu tehdit olarak
algilama arttik¢a, bunun aksine durumu zorlayici olarak algilama azaldik¢a ve problem
odakli bas etme diizeyi arttik¢a yasam doyumu da artmaktadir. Dordiincii ve son
basamakta girilen kisa siireli sonu¢ degiskenleri aciklanan varyansi % 1 artirmasina

ragmen bu degisim anlamli degildir.

152



Tartisma

Calismanin bulgular literatiirdeki bulgularla desteklenmektedir. Ornegin, cocugun
yasinin etkisi (Grootenhuis & Last, 1997) bu calismada da dogrulanmustir. Bu etki kiigiik
cocuklarin daha kirilgan ve zarar gérmeye daha ag¢ik olmalari algisina atfedilebilir.
Cinsiyet farkinin ise kadin ve erkeklerin bakimverme siirecinde sahip olduklari rollerle
aciklanabilecegi diisiiniilmiistiir. Yani ¢ocugun bakimini birincil olarak iistlenen genelde
anne, tedavinin slirmesini saglamak i¢in disarda ¢alisan genellikle babadir ve bu durumda
babanin hastane disinda gecirdigi vakit daha ¢ok ve kaynaklara erisimi daha rahat
olabilmektedir. Gelir diizeyinin, egitim durumunun ve bir ise sahip olmanin diigiik belirti
diizeyleri ile iliskili olmasinda ise kaynaklara erisimin kolaylig1 ve kendini ifade
edebilecek yeterli becerilere ve ortama sahip olunmasi etkili olabilir. Ana analizlarin
bulgular1 degerlendirildiginde her bir sonug¢ degiskeni igin farkli bir 6riintii ortaya
cikmistir ve bu durum degiskenlerin tanimlari ile birlikte degerlendirilmistir. Bulgular
literatiirdeki sonuglar ile uyumludur (6rn. Benassi, Sweeney & DuFour, 1988; Horton &

Walender, 2001).

Bu ¢aligmanin, iiglincii ¢aligma kapsaminda gergeklestirilen miidahale programai igin
onemli katkilar1 bulunmaktadir. Ornegin, alman sosyal destegin, temel ihtiyaglari
karsilamanin ve giinliik aktiviteleri siirdiirmenin bakimverenler i¢in iyi sonug verecegi,
dolayistyla desteklenmesi ve artirilmast gerektigi sonucuna varilmistir. Bunun yanisira
alginin, kontrol konusunun ve problem ¢ézmenin olumlu etkileri géz 6niinde

bulundurularak miidahale programina eklenmesine karar verilmistir.

Calismanin kisithiliklart baz1 gruplarin (6rnegin cinsiyet) esitsizligi grup karsilagtirmalari
sonuclarinin gegerliligini kisitlamistir. Kesitsel bir ¢alisma olmasi, bas etmeyi uzun bir
stire¢ olarak goren Transaksiyonel Bas Etme Modeli agisindan kisitlayicidir. Bu nedenle
boylamsal ¢aligsmalarla kisa ve uzun siireli etkiler aragtirilmalidir. Calismanin yalnizca
anket doldurabilme yetisine sahip goniillii kisilerle ve yalnizca 2 merkezde tamamlanmis
olmas1 genellenebilirligi kisitlayan diger etmenlerdir. ilerde yapilacak ¢aligmalarda
boylamsal 6l¢iim kullanmanin yanisira, modelde yer alan fiziksel saglik gibi diger

degiskenler de incelenebilir.
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2. Calisma: Kanserli Cocuklara Bakimverenlerin Bas Etme Siireglerinin Niteliksel Olarak

Incelenmesi

Amagc ve Hipotezler

Bu ¢aligmanin amaci, bakimverenlerin yasadiklar1 stirecle baglantili etmenleri herhangi
bir teori tarafindan yonlendirilmeden ve kisitlanmadan ortaya ¢ikarmaktir. Arastirma
sorusu “kanserli cocuklarin bakimverenleri hastalik siireci ile nasil bas eder?”’dir. Sorular
ic konuyu icermektedir, bunlar duygular, bas etme ve kanserin etkileridir. Yar1

yapilandirilmig goriismeler yapilmis ve agik uglu sorular kullanilmustir.

Y Ontem

Katilimcilar

On bes anne ve bes baba olmak tizere 20 kisi katilimc1 grubunu olusturmustur.
Katilimecilarin yag ortalamasi 36.55’tir. Katilimcilarin yarisi (z = 10) bakim verme
konusunda kendilerine yardimci olan birinin var oldugunu, diger yarisi ise olmadigini (n
= 10) rapor etmistir. Cocuklarin hastalik siiresi 1 ile 20 arasinda degismektedir (M =
7.55). Alinan tedavi konusunda ¢ocuklarin 16’sinin kemoterapi gordiigii, digerlerinin ise
radyoterapi (n = 1), kontrol (n = 1) ve komplikasyon (n = 1) siirecinde bulundugu bilgileri

edinilmistir.

Veri Toplama Araglari

Bu c¢aligmanin veri toplama araclari demografik bilgi formu ve agik u¢lu goriigme sorulari

formundan olusmaktadir.
Demografik Bilgi Formu: Bu form kanserli cocuklarin bakimverenleri i¢in hazirlanmistir

ve yas, cinsiyet gibi genel dzelliklerin yanisira hastaya yakinlik derecesi, tedavi siiresi

gibi duruma 6zgii degiskenleri de icermektedir.
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Goriisme Sorulart Formu: Tanidan baglayip tedavi sonrasina kadar uzanan bir stireci

iceren sorular1 kapsayan bir form hazirlanmistir.

Islem

Gerekli izinlerin alinmasindan sonra katilimcilarla hastane ziyaretleri ya da yatislar
sirasinda yaklasik 30 dakika siiren goriismeler yapilmistir. Gorlismeye 1sinma amagh
demografik bilgileri almaya yonelik sorularla baglanmistir. Goriismeler devam ederken
algilanan kontrol i¢in hazirlanmis olan sorunun anlagilamamasi nedeniyle bu soru elenmis
ve 11 soru ile devam edilmistir. Kayit edilmis olan goriismelerin dokiimleri yapilmig ve

bu dokiimler incelenerek tema ve alt-temalar belirlenmistir.

Bulgular

Tema 1: Duygular

Katilimcilar tarafindan aktarilan duygular genellikle olumsuzdur. Uziintii, kayg, sucluluk
ve duygu bastirma olarak 4 alt-tema belirlenmistir. Uziintii, dzellikle tan1 ddSneminde
hissedildigi belirtilen bir duygudur. Cocugun kayb1 anlamina gelmese de, normal hayattan
ve planlardan bir kayip yasandigi i¢in liziintii duygusu yaygin olarak hissedilmektedir.
Kayg1, durumunun getirdigi diger bir duygudur ve hastaligin beklenmeyen bir durum
olmasi ve geleceginin belirsizligi nedeniyle hissedilmektedir. Su¢luluk ise ihmal edildigi
diisiiniilen diger saglikli ¢ocuklarla ilgili olarak ve hasta cocugun yaninda gegirilmeyen
zamanlar i¢in hissedilmektedir. Duygu bastirma ya katilimcilar tarafindan direkt rapor
edilmis ya da duygulardan bahsetmekte zorluklarla arastirmaci tarafindan ¢ikarimlarla

belirlenmistir.

Tema 2: Degisim

Degisim temasi altinda ¢ocukta degisim, birbirine baglilik, psikososyal degisim ve olumlu
degisimden s6z edilmistir. Cocugun durumu hakkinda dogrudan bir soru bulunmamasina
ragmen ¢ocugun degisimi, 6zellikle davranis sorunlar1 aktarilmistir. Birbirine baglilik

durumu bakimveren-hasta ¢cocuk iliskisinin asir1 diizeyde birbiri ile bagli olma durumunu
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anlatmak i¢in kullanilmistir. Psikososyal degisim kisilerin giinliik hayatlar1 ve sosyal
cevreleri ile iliskilerinin degisimini ifade etmektedir ve bu degisim olumsuz yondedir.
Olumlu degisim ise iyimserlik, gelisim, olumlu yonlerin kesfi ve aile baglarinin

giiclenmesi gibi atiflar1 kapsamaktadir.

Tema 3: Bas etme

Bas etme temas1 kaginma, din, kabul, karsilastirma, odak noktasi, umut, bilgi arayis1 ve
destegi icermektedir. Katilimcilar hastalik tizerinde diisiinmeme, yakinlari ile telefonda
konugsmama ve “kanser” kelimesini telaffuz etme gibi yollarla durumdan kagindiklarini
aktarmiglardir. Din alt-temas1 ise hastaligin sebebine ve tedavisine yonelik atiflarda etkili
olmustur. Ayrica dua gibi dini yollar1 bag etme araci olarak kullandiklar1 bilgileri
edinilmistir. Baz1 katilimcilar kabul ve alismadan bahsetmisler, bazilar ise kendi
cocuklarinin durumunu diger ¢ocuklarla karsilastirarak durumlarinin daha iyi oldugu
sonucuna ulastiklarin1 aktarmislardir. Odak noktasi olarak hasta cocugu belirlemek
karsilikli baglilik alt-temas ile iliskilendirilmistir. Ayrica, pek ¢ok katilimeinin siklikla
umuttan bahsetmesi dikkat ¢ekmistir. Tdavi ekibine giiven, hastalik hakkinda bilgi

edinme ¢abas1 ve sosyal destek belirlenen diger alt-temalardir.

Tartisma

Duygular genellikle olumsuz duygular1 kapsamaktadir. Ayrica, duygularin tek baslarina
degil birbirleri ile iligkili olarak ve ayn1 anda hissedilebilecegi gbz oniinde
bulundurulmalidir (Oatley & Duncan, 1992). Hastaligin yapis1 geregi uzun siireli hastane
yatislar1 kayip olarak diisiiniilerek iiziintiiyii, belirsiz bir gelecek ise kaygiy1 beraberinde
getirmektedir. Ayrica, gocuga ve tedaviye kendini adama siireci, goz ardi edilen diger
cocuklar ve kendi algilanan hatalar nedeni ile sugluluk duygusunu diisiindiirmektedir.
Duygularin ifade edilmesi, bazi katilimcilar tarafindan zayiflik olarak algilandigi ve aile
bireylerine sikint1 verdigi diisiincesi ile hos karsilanmadigi i¢in bastirma yolunun tercih
edilmesi anlamini tagimaktadir. Ancak, duygularin uygun sekilde ifade edilmesinin
psikolojik saglik agisindan daha olumlu oldugu bilinmektedir (Denollet ve ark., 1996,
Jensen, 1987). Duygular konusunda belirlenen alt-temalar disinda bahsedilmeyen bir

duygu dikkat cekmistir. Hastalikla ilintili olarak hissedilmesinin normal oldugu 6nerilen
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(Woznick & Goodheart, 2002) dfke, katilimcilar tarafindan aktarilmamistir. Bu durumun
duygular1 bastirma egiliminin bir sonucu olabilecegi diisiiniilmektedir. Degisim, hastalik
ve tedavi siirecinin beklenen ve dogal bir sonucudur. Giinliik hayatta, iligkilerde ve hayata
bakista hastaligin etkileri goriilmektedir. Bu durum literatiirde bulunan diger ¢alismalar
ile de desteklenmektedir (6rn. Fletcher, 2010). Bas etme konusu Lazarus ve Folkman’in
(1984) sundugu teorik gercevede incelendiginde, katilimcilarin gogunlukla duygu odakli
bas etme yollarini tercih ettikleri sonucuna varilmistir. Kaginma, din, yalnizca ¢ocuga
odaklanip kendi ihtiya¢ ve duygularin1 bastirma gibi yollar, sorunu tanimlama, ¢6zmeye

calisma gibi problem odakli yollara oranla daha sik bahsedilmistir.

Ik ¢alismada oldugu gibi bu ¢alismada da miidahale programi i¢in dnemli ¢ikarimlar
bulunmaktadir. Bunlardan en 6nemlisi duygularin normallestirilmesi ve ifade edilmesinin
tesvik adilmesidir. Ayrica odak noktalarinin ¢ocuklar1 oldugu bilgisine dayanarak anne-

cocuk iligkisinin miidahale programinda kapsanmasi gerektigi diisiiniilmiistiir.

Diger niteliksel ¢aligsmalarda oldugu gibi bu ¢alismada da genellenebilirligin kisitliligi ve
oznellik gibi kisitlayici etmenler bulunmaktadir. Ayrica kontrol edilebilirlik hakkindaki
soru, goriismelerden 6nce anlasilirlik agisindan denetlenmesine ragmen sorunlu
algilanmistir. Boylece durum tizerinde algiladiklar1 kontrol konusu bu ¢alismada agiga
cikarilamamustir. Gelecek ¢alismalarda din, travma sonrasi gelisim gibi konularin

incelenmesi Onerilmektedir.

3. Calisma: Kanserli Cocuklarin Bakimverenler i¢in Gelistirilen Bir Grup Psiko-Egitim

Miidahale Programinin Etkililigi

Amag ve Hipotezler

Calismanin amaci kanserli cocuklarin bakimverenlerinin uyum siirecini kolaylastirici bir
program gelistirmek, uygulamak ve etkinligini test etmektir. Program gelistirmede, ilk iki
caligmanin, dnceki ¢caligsmalarin (6rn. Demirtepe-Saygili & Bozo, 2011c¢) ve literatiir
bulgularinin yan1 sira Transaksiyonel Bas Etme Teorisi (Lazarus & Folkman, 1984)
kullanilmistir. Programin amaglar1 normallestirme, duygu ve deneyimleri paylasma, stres

ve bag etme konularinda bilgi verme, bas etmeyi daha bilingli kullanabilme ve kendine
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bakabilmeyi saglamaktir. Ayrica, bas etmeyi destekleme amaciyla nefes egzersizi
uygulamasi da programa eklenmistir. Program ilk planlandiginda 6 haftalik, uygulamali
ve detayli olmasina ragmen katilim sorunlar1 nedeniyle kisaltilmis 6nce ard arda 2 giin
daha sonra da bir 6gleden sonra uygulanmis ve daha genel konular1 ve amaca yonelik
Onerileri igerir hale getirilmistir. Programin son hali i¢in 4-8 kisi arasinda degisen
katilimc1 sayisina sahip 4 grup seansi diizenlenerek toplam 21 kisiye ulagilmugtir.

Bunlardan 16 kisi 6n-test ve son-testlari tamamlamis ve katilimec1 grubunu olusturmustur.

Y Ontem

Katilimcilar

Cocuklar ¢esitli kanser tanilar1 almis ve en az 3 haftadir pediatrik onkoloji boliimiinde
yatarak tedavi goren 16 bakimveren ¢alismaya katilmistir. Yag ortalamasi 31.26°dur.

hastalik siiresi 1 ve 17 ay arasinda degismistir (M = 7.06).

Veri Toplama Araglari

Pozitif ve Negatif Duygu Skalasi: Watson, Clark ve Tellegen (1988) tarafindan gelistirilen
Olcek Tiirkge’ye Gengdz (2000) tarafindan uyarlanmistir. Pozitif ve negatif duygular
olmak iizere iki altol¢ekten olusmaktadir ve i¢ tutarlilik katsayilari her iki altélcek icin de
.58 olarak bulunmustur. Yonerge, on-test uygulamasinda “son 2 hafta icinde”, son-test
uygulamasinda ise “su anda” her bir duyguyu ne derecede hissettikleri seklinde

diizenlenmistir.

Miidahale Programi: “Aile Destek Grubu” adi verilen bir grup miidahale programi

hazirlanmis ve aslina uygunlugu saglamak amaci ile uygulayici el kitabr hazirlanmistir.

Islem

Katilimcilarla hastanenin yatakli boliimiinde doktor araciligi ile tanisilmig ve programdan
bahsedilmistir. Katilmak i¢in goniillii olanlara 6n-test 6lgtimleri uygulanmis, seansa davet

edilmis ve seansa katilanlara sonrasinda son-test uygulamasi yapilmistir.
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Bulgular

Ik ¢alismada kullanilan test bataryas1 grup katilimeilarina dn-test olarak uygulanmis, bu
sayede grup katilimcilari ile digerleri arasinda herhangi bir degisken i¢in anlamli bir fark
olup olmadig1 kontrol edilmistir. Buna gore, hi¢bir degisken i¢in iki grup arasinda anlamli
bir fark bulunmamustir. Yapilan Wilcoxon isaretli siralamalar testi ile, pozitif ve negatif
duygularda on-test—son-test aras1 anlamli farklar elde edilmistir. Buna gore, katilimcilar
son test dl¢climlerinde anlamli derecede daha yiiksek diizeyde pozitif duygu ve daha diisiik
diizeyde negatif duygu rapor etmislerdir. Ozellikle hangi maddelerde farklar bulunduguna
bakilmak iizere PANAS’1n her bir maddesi i¢in t-testi yapilmis, pozitif duygulardan
“ilgili”, “glicli”, “hevesli”, “ilhamli” ve “aktif” maddelerinin son-testlerde 6n-testlere

oranla daha yiiksek rapor edildigi, negatif duygularda anlamli derecede daha diisiik

oldugu belirlenen maddelerin ise “sikintili” ve “mutsuz” oldugu bulunmustur.

Tartisma

Drotar’in (2006) 6nerdigi gibi, psiko-egitim, paylasim ve nefes egzersizinden olusan ¢ok
yonli bir miidahale programi hazirlanmis, uygulanmis ve etkililigi test edilmistir.
Katilime1 bulma ve devamlilik saglamada yasanan sorunlar nedeniyle ilk planlanan
programda bir takim degisiklikler ve kisaltmalar yapilmak zorunda kalinmis, yasanan
sorunlarin sebepleri ile ilgili de akil yiiriitiilmiistiir. Zorluklarin sebeplerinin Tiirkiye’de
genel olarak psikolojik saglik ve psikologun rolii konusunda bilgi eksikligi bulunmasi
olabilecegi gib, 6zellikle bakimverenler i¢in boyle bir programin kendileri i¢in nasil bir
yardim saglayabilecegi hakkinda bir bilgisizlik de olabilecegi diisiintilmiistiir. Ayrica,
tamamlanabilen denemelerde, tamamlanamayanlardan farkli olarak doktor yonlendirmesi

yapilmistir. Bu durumun da katilimi artiran bir etmen oldugu diistintilmektedir.

Sonuglar degerlendirildiginde katilimcilarin 6n-test 6l¢timleri ile diger bakimverenler
arasinda herhangi bir degisken icin anlamli fark bulunmamasi iki sekilde yorumlanmustir.
Bunlardan ilki katilimeilarin diger bakimverenleri temsil eden bir grup olmasidir. Digeri
ise katilim istegini yordayici olasi bir degiskenin bu ¢alismada igerilmemis oldugudur.
Ayrica, kaginmay1 bir bas etme yolu olarak kullanan bakimverenlerin katilmama

egiliminde oldugu da diisiiniilebilir. On-test-son-test dlgiimleri arasinda beklenen yonde
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bir fark bulunmas hipotezlerin dogrulanmasina isaret etmektedir. Ozellikle pozitif
duygulardan anlamli olarak artmig oldugu bulunan duygularin kisilerin bag etme
konusunda bir hazirlik ve motivasyon artisina sahip olduklar1 seklinde yorumlanabilecegi
diistintilmistiir. Stresli durumlarda sahip olunan pozitif duygularin bas etmede kullanilan
kaynaklar1 destekleyen bir durum oldugu bulunmustur (Lazarus, Kanner & Folkman,
1980). Beklenen yonde bulunan bu anlamli fark, olas1 karistiric1 degiskenlerin etkisinin
de olabilecegi diisiincesi ile birlikte degerlendirilmelidir. Ornegin, seanslar sirasinda
katilimcilarin erken ¢ikmasi, gec gelmesi ya da ¢agrilip ¢ikmasi durumu ile
karsilagilmistir. Bu durumda tiimiine katilim kontrol edilemeyen bir degiskendir. Sonuglar
tizerinde etkisi olabilecek bir diger degisken tiim seanslarda ayni uygulayicinin rol almig
olmasidir. Bu durumda uygulayicinin kisisel 6zellikleri, ilgi gdstermesi, yakinligi gibi
etmenler de olumlu sonuclarda etkili olabilir (6rn. Corso ve ark., 2012). Olas1
degiskenlerin etkilerinin yani sira, miidahale programinda bulunan 3 boliimden (paylasim,
psiko-egitim ve nefes egzersizleri) her birinin etkinligi i¢in de literatiir destegi
bulunmaktadir (6rn. Van Daele ve ark., 2012). Bu nedenle sonuglar yorumlanirken tiim

bu acgiklamalar dikkate alinmalidir.

Bu ¢alisma, benzer programlar hakkinda bilginin ve kendi sorunlar1 hakkinda
farkindaligin etkilerini ortaya koymustur. Ayrica, psikologun tedavi ekibinin bir pargasi
olmasi gerekliligini de agiga ¢ikarmistir. Biyopsikososyal modele gore (Engel, 1977)
tedavi i¢in biyolojik, psikolojik ve sosyal yonlerin tamamini icermek biiylik 6nem

tagimaktadir.

Calismada izleme 6lgiimlerinin bulunmamasi 6nemli bir kisithiliktir. Duygu degisiminin
kisa siireli etkili olabilecegi ve ¢evresel kosullardan etkilenebilecegi unutulmamalidir

(Zautra, Potter & Reich, 1997).

4. Genel Tartisma

Bu calismanin genel amaci kanserli ¢cocuklarin bakimverenlerinin bas etme siireglerini
kapsaml1 bir sekilde incelemektir. Bu amaca yonelik ii¢ calisma yapilarak farkli agilardan
durum incelenmis ve bas etme siirecini kolaylastiracak bir miidahale programi

gelistirimistir. Calismanin arastirmaya ve uygulamaya yonelik ¢ikarimlarina gegmeden
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once tiim ¢alismalar i¢in gecerli olan bazi noktalara dikkat ¢ekilecektir. Bunlardan ilki,
katilimcularin ¢gogunun kadin olusudur. Genellikle ailede bakimveren roliinii kadinlarin
iistlenmeleri sebebi ile benzer ¢calismalarin 6rneklemlerini genellikle kadinlar
olusturmaktadir (Pinquart & Sorensen, 2006). Diger 6nemli nokta kiiltiir konusudur.
Calismanin bulgulari kisilerin kiiltiirel ¢cergeveleri iginde degerlendirilmelidir. Bunun
sebebi, kiiltiiriin bag etme stratejilerini (Wong, Wong, & Scott, 2006), rolleri ve benlik
algisin1 (Markus & Kitayama, 1991), duygularin ifade edilisini (Davis ve ark., 2012) ve
sosyal cevreyi (Kagit¢ibasi, 2010) etkiliyor olmasidir. Son olarak, katilimeilar ile ilgili
edinilen genel izlenime gore bu siirecin onlar i¢in bir kendini adama stireci oldugu, diger
her seyin arka planda kaldig1, hayatlarindaki en biiyiik 6nceligin ¢ocuklarinin iyilesmesi

oldugu ve bundan umutlu olduklaridir.

Yapilacak olan bakimveren aragtirmalari i¢in bakimverenin iyilik halinin gocugun
iyiligini etkiledigi (Wolfe-Christensen ve ark., 2010) g6z 6niinde bulundurulmalidir.
Koruyucu ve risk faktorleri belirleme amacli ve miidahale programi gelistirme amacl
calismalarin devaminin gerekli oldugu diisiiniilmektedir. Miidahale programi gelistirme
amagl ¢aligmalar az sayidadir, bu sayinin artmasi igin teorik ¢erceveyi hastane ortami
gibi ¢evresel kosullarla birlestirebilmek, hedef grubun ihtiya¢ ve dnceliklerine uyum
saglayabilmek ve kiiltiirel ¢evre kosullarini goz ardi etmemek onemlidir. Bu ¢alismada
detayl bir sekilde aktarilan sorunlara (katilimci kaybi gibi) benzer sorunlara hazirlikl
olunmali, beklenmeyen sorunlarin da ¢ikabilecegi unutulmamalidir. Bunlarin yani sira bu
caligmalarda aralarinda gorev paylagiminin oldugu bir ekibe ve maddi kaynaklara sahip

olmanin 6nemli oldugunun alt1 ¢izilmelidir.

Arastirmalara yonelik ¢ikarimlarin yani sira uygulama alaninda da bir takim ¢ikarimlar
yapilmistir. Uygulamalarda yalnizca ¢ocuga odaklanmak, yalnizca bakimverene
odaklanmak ve bir biitiin olarak bakimveren-hasta ¢ocuk sistemine odaklanmak
onemlidir. Uygulamalarda her birinin hem ayr1 ayri1 ihtiyaglari, hem de aralarindaki iligki
iizerinde durulmalidir. Tedavi ekibinde aktif olarak gorev yapan bir psikologun
bulunmasi 6nemlidir. Atilabilecek bazi adimlar sunlardir: Bakimverme siireci hakkinda
bilgilendirme, kisinin risk ve koruyucu faktorler agisindan bireysel degerlendirilmesi,
ortak sorunlara yonelik grup miidahale programlar1 uygulama, bireysel ihtiyaglar i¢in

bireysel miidahaleler ya da yonlendirmeler ve son olarak tedavi sonrasi izleme.
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Sonug

Bu ¢alisma, kanserli ¢cocuklarin bekimverenlerinde uyumu artirma gayesi ile bas etme
siireclerini farkli acilardan adim adim incelemistir. {1k olarak bakimveren stresini
yordayan etmenler Transaksiyonel Bas Etme Teorisi (Lazarus & Folkman, 1984)
cercevesinden incelenmistir. ikinci olarak yapilan goriismelerle niteliksel olarak bu
siirecte kisilerin 6nemli buldugu konular iizerinde durulmustur. Son olarak pilot bir grup
psiko-egitim programi gelistirilmis, uygulanmis ve pozitif ve negatif duygulardaki
degisim incelenerek etkililigi test edilmistir. Calismanin, bu ve benzer gruplarla ¢alisan
arastirmaci ve uygulamacilar i¢in 6nemli ¢ikarimlar: bulunmaktadir. Niceliksel ve
niteliksel metodlar1 bir arada kullanan, miidahale programlari ile uyumu kolaylastirmay1
amaglayan ve arastirmaci ve uygulamaci bakis acilarini birlestiren ¢ok az sayida ¢alisma
bulunmaktadir. Bu nedenlerle bu ¢aligmanin sahip oldugu uygulama ve arastirma
cikarimlari ile, bas etme siirecini detayli bir sekilde incelemesi ile ve miidahale programi
gelistirme, uygulama ve etkililigini test etme 6rnegi teskil etmesi ile gelecekte yapilacak

caligmalara 6n ayak olacag diisiiniilmektedir.
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